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Message

We in the Ministry are happy to learn that the book on “Disability
Management in India Challenges and Commitments” is coming out shorily, a
collaboration between our Ministry and the Indian Institute of Public
Administration (IIPA), New Delhi:

This book gives updated estimates of NS50 2002 and identifies sustainable
strategies for management of varicus categories of disability in India, keeping the
Biwako Millennium Framework for action towards an inclusive, barrier-free and
rights based society in mind. The book looks atissues and strategies for the support
and empowerment of persons with challenging needs and their integration into
family and community life. [t chronicles the tremendous growth in the provision
of services for persons with disabilities during the past three decades, and points
out that while significant gains have been made, there is much more ground to
cover. The issues and challenges facing the disabilily sector need to be addressed
in an integrated manner and the compaonent plan approach as premised in the
Tenth Five Year I’lan need to be given effect to for speeding up the process of
empowerment of persons with disabilities.

We appreciate the incessant and untiring efforts made by Shri C.5.Mohapatra,
tormer Director, Disability Division of our Ministry who has promoted the cause
of disability through organizing the workshop, editing the book as also pursuing
his dissertation work in the field of disability. We support the initiative taken by
Dr.L.Govinda Rao, Director, National Institute for the Mentally Handicapped,
Secunderabad for making efforts to publish the book in a short time.

This book will help enrich the knowledge and research base in the field of
disability, and would, it is hoped, sensitize and generate awareness amongst all
those who are directly or indirectly involved in our common endeavour.

by—

{(B.S. Baswan)

New Delhi Secretary to the Government of India
30th March, 2004 Ministry of Social Justice & Empowerment
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Foreword

’Disability" in any form restricts the functional capacity, space and
opportunity for full participation in saciety. In India, welfare of persons with
disabilities has gained significance since the 1970s. rom the 90's, these efforts
have been consolidated, expanded and oriented towards empowerment of persons
with disabilities with a ‘rights approach’. The enactments for promoting the
accompanied empowerment of persons with disability by the recent adoption of
BMF framework for action during 2003-2012 on the one hand and increased
attention of the Government along with increase in non-governmental activities
on the other are welcome forays in the right direction. However, it is disheartening
that we are yet to reach a large number of persons with disability in remote areas,
with sustainable rehabilitation services. Decentralization efforts that have started
at right earnest, need to be expedited to improve the outreach achieve the same.

This section of population is yet to benefit from the vast potential of
information, communication and technological revolution to the fullest extent.
Education and employment opportunities guaranteed to them in the statutes also
need to be ensured. The dimension of disability and poverty along with its
established linkages requires to be understood and schemes/programmes of the
Government - Central, State or Local mounted in an integrated manner.
Dissemination of information and awareness generation is needed for prevention
and early detection of disabilities in rural and urban areas alike.

The Indian Institute of Public Administration (ITPA) is engaged in conducting
a number of training courses as alse pursues academic excellence in all fields
directly or indirectly related to public administration and public policy. As a part
of its soctal commitments, IIPA has been keen to invoelve itself for the cause of the
disadvantaged and marginalized sections of society, bringing them to the
mainstream and ensuring them due dignity of life and protection of their rights
which still remains an unfultilled dream. It is towards this endeavour that [IPA in
collaboration with the Ministry of Social Justice and Empowerment had organized
a two-day workshop titled ‘Disability Management In India- Challenges, and
Perspectives” during March 2004. The papers presented in the workshop have
culminated in the form of this book with moedifications wherever necessary. The
book has been edited by Shri C. 5. Mohapatra, a senior bureaucrat and former
Diirector (Disabilities Division) in the Ministry of Social Justice and Empowerment
who is undergoing the 2%th Advanced Professional Programme on Public
Administration {APPPA} course 2003-04.
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This book comes at a time when the paradigm shift from welfare based
approach to a right based approach is getting established into the societal norm.
The Tenth Plan document has reaffirmed the commitment for effective
implementation of the Persons with Disabilities Act, 1995 and provision of
component plan for the Disability Sector in related Ministries and Departments.
India, along with other ESCAT countries has adopted the Biwako Millennium
Framework for Action in the decade 2003 - 2012 and finally the N55C 2002 data
on disability which has just been released. The workshop organized in
collaboration with the Ministry of Social Justice and Empowerment and
participation of senior bureaucrats, professionals, NGOs and experts generated
very useful inputs and insights which form the essence of this book.

This edited book contains a wide range of subjects of interest to the
professionals, students, bureaucrats ,non-governmental organisations and all those
who have a deep concern and commitment to the welfare of the persons with
disabilities.

The book focuses on N550 survey, 2002 on disability and raises pertinent
issues. [t analyses various dimensions of disability management in India along
with the challenges and linkages between poverty and disability and strategies
for empowerment of the physically and mentally challenged. Other areas covered
include education, employment, human resource development, role of information
and communication technology, barrier-free environment, social security for
persons with disabilities, public- private partnership, sustainable rehabilitation
management strategies for persons with locomotor disability, visual disability,
hearing disability and mental retardation. lssues concerning the persons with
cerebral palsy, autism, and multiple disabilities have been dealt with in a separate
chapter. The book also addresses various issues related to rehabilitation and
ensuring human rights for persons with disabilities. The coverage of the subject
is comprehensive, cogent, and compassionate.

This book is a significant contribution to heighten the awareness and
understanding of disability management in [ndia with an updated rights based
approach and latest information on the status and issues involved in disability
management. [ am confident that this will be a very valuable document in the
field of disability related research, an excellent guide for future action providing
appropriate solutions to the multidimensional and multi-sectoral issues of
empowerment of persons with disabilities. I wish to commend the partnership
and collaboration of the Ministry of Soctal Justice and Empowerment and the
National Institute for Mentally Handicapped, Secunderabad in bringing out this
valuable book. I appreciate the efforts and commitment of Shri Mohapatra and
Dr. L.Govinda Rao of NIMH in facilitating insightful discussions leading to this
publication on a highly relevant and socially sensitive subject.

Dr. P.L.Sanjeev Reddy
New Delhi Director
30 March 2004 Indian Institute of Public Administration
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Preface

The last decade witnessed a phenomenal rise in institutional infrastructure
accompanied by reaffirmation of the commitment to the cause of promoting
empowerment of persons with disabilities. The Government and NGO activities
got a boost during the period and the paradigm shift from welfare based approach
to a right based one towards issues pertaining to persons with disabilities was
apparent. Recent decentralization efforts coupled with thrust on outreach services
through a camp approach, in addition to improving coverage, have raised the
expectations of persons with disabilities from Government and civil society in
general. The planners and implementers at this critical juncture have in front of
them, on one hand, the statutes and the Biwako Millennium Framework for Action
in the future decade ( 2003-20112) and on the other, the recently released N550
(2002) data which throws light on various dimensions of disability status in India.

[t was felt that there is a necessily to deliberate on major emergent issues
confronting the disability sector under the changed paradigm and to formulate
and suggest strategies that are sustainable and futuristic in approach with an aim
to [ulfill the dream of empowering the persons with disabilities. IIPA was also
keen to promote the cause of this disadvantaged section of society on the occasion
of its Golden Jubilee Year. These factors gave birth to a two-day workshop titled
“Disabilities Management in India: Challenges and Perspectives” conducted by
National Institute for the Mentally Handicapped in collaboration with Indian
Institute of Public Administration (1I’A) at New Delhi, during 4-5th March, 2004.
The workshop had active participation of top senior Government bureaucrats
involved in implementation of policies and programmes for persons with
disabilities, NGOs, academicians, experts and senior officials from various other
Ministries/Departments then undergoing the APPPA course at [[PA. The workshop
was inaugurated by Dr.P.L.Sanjeev Reddy, Director, IIPA and closed with a half-
day long discussion on sustainable strategies for management of disabilities in
India followed by valedictory address by Shri B.S.Baswan, Secretary, Ministry of
Social Justice and Empowerment.

This book contains a rich collection of papers contributed by eminent experts,
policy makers and NGOs that have been edited and presented in the form of
chapters in five parts. Part One discusses the context that gives the summary of
findings of NS50 survey, 2002 in the introductory chapter followed by a chapter
that discusses the poverty and disability links and summarises the primary data
based on a research study undertaken by the editor of the book. This study of
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persons accessing the Government institutional services was completed in less
than two months time as a part of the Advanced Professional Programme in Public
Administration(APPPA) course being undertaken at IIPA. It shows various
dimensions of the linkages and gives an indication about the socio-economic costs
of disability. In I"art Two, the agenda for the future has been delineated by taking
the Biwako Millennium Framework priority areas of action as the guideline for
completing unfinished task. It also gives a futuristic approach to promoting
employment opportunities for persons with disabilities.

Part Three discusses emergent issues relating to the disability sector including
human resource development, inclusive education, rale of information,
communication and technology as a tool for empowerment of persons with
disabilities and finally, issues relating to social security for persons with disabilities.

Part Four deals with the sustainable strategies for disability management for
persons having different categories of disabilities, i.e., locomotor disability, visual
disability, hearing disability and mental retardation, each in separate chapters. A
chapter on management of persons with cerebral palsy, autism, mental retardation,
multiple disabilities has also been incorporated. This part of the book also analyses
the challenges involved in disability management while keeping in view the
commitments made by the Nation, proposes strategic action areas for sustainable
management with a futuristic approach. Part Five covers the area of public-private
partnership in the field of disability rehabilitation, which is an essential pre-
requisite for etfictent and sustainable outcomes. The evolution of human rights
for the persons with disabilities in India and the international conventions and
declarations have been discussed in the context of the emerging rights based
paradigm. The last chapter of the book contains the view point of Major
H.F.5.Ahluwalia as regards the future challenges for persons with disabilities and
the issues that need to be addressed in future.

O
C.S.Mohapatra

New Delhi
30th March, 2004.
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Chapter 1

Introduction

Rajwant Sandhu

This chapter gives a brief preview of the national commitments for empowerment of
persons with disabilities and attempts to summarize the latest survey of N550 carried out
durinig July-December, 2002 1w which the coverage was extended fo imclude mental disability.
It highlights important facets of challenges to be met by the planners and implementers in
the emerging disability scenario,

Background

The closing vears of the twentieth century have seen rapid advancements in
the areas of biotechnology and technology. Advanced diagnostic techniques and
corrective surgery that even includes prenatal interventions are now available.
Genetic mapping and counseling coupled with genetic manipulation and gene
therapy are now helping doctors address some of the causes of disability. Due to
the progress made in this direction, coupled with the excellent health care facilities,
the incidence of congenital disabilities in developed countries is very low now. In
India teo the incidence of disability has been reduced in recent years due to better
primary health care facilities and improved coverage under the universal
immunization program particularly the pulse polio campaign. Besides, national
programs for the control of blindness and leprosy, iodisation of common salt,
nutrition support etc. have helped in tackling some of the primary and secondary
causes of disability.

According to the experts, S0percent disability is preventable provided the
quality of air and water is Satisfactory, and immunization and nutrition get
adequate attention. However, much of disability can also be attributed to accidents,
ageing and lifestyle diseases. The persons affected are often in the productive and
older age group and require appropriate rehabilitation services to enable them to
lead as normal a life as possible. This implies that they should be able to attend to
the activities of daily living, regain mobility if they have lost it and reintegrate
with the workplace. Infants, children and adolescents with disability require early
intervention services and education and training in an appropriate environment
for the world of work.



24 Rojuent Sandhu

Commitments

To address the needs of the disabled persons we have been guided by the
Constitution of India and the UN instruments such as the Universal Declaration
of Human Rights (1948), the Declaration on the Rights of Mentally retarded Persons
(1971) and the Declaration on the Rights of the Disabled Persons (1975). The
promotion by the United Nations through the adoption of the World Program of
Action concerning Disabled Persons (1983), the declaration of the Decade of the
Disabled Persons (1983-92) and development of the Standard Rules for the
equalization of opportunities for Persons with Disabilities (1993) along with the
observance of the Asian and Pacific Decade of Disabled Persons (1993-2002) have
had a significant effect on the development of policy and programmes regarding
persons with disabilities.

The paradigm shift from the welfare and charity approach to a rights based
one towards the issues concerning persans with disabilities is encapsulated most
effectively through the landmark enactment of the Persons with Disabilities (Lqual
Opportunities, Protection of Rights and Full Participation) Act, 1995, The Act
establishes the responsibility on the appropriate Governments and society to
ensure free education for the persons with disabilities up to the age of 18 vears,
preference in employment in the public sector through the reservation of 3% of
vacancies against identified posts and accessibility to buildings, roads, transport
and other public services. The Act also prohibits discrimination in every sphere
on the ground of disability.

This was followed in 1999 by the enactment of the National Trust for the
Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple
Disabilities Act, 1999. The objective of this enactment is to enable and empower
persons with these disabilities to live as independently and as fully as possible
within or close to the community to which they belong. It also addresses the
needs of those persons who do not have family support and provides [or their
care and protection.

Estimates of Disability in India

How many disabled persons are there in India? The figure of 100 million has
been freely quoted on the assumption that the World Health Organization estimates
that ten percent of the population suffers from some disability or the other and
we are a nation of a billion people. Yet it is necessary to have anidea of the numbers
disability wise, age-wise, sex-wise and to know where the disabled persons are
before realistic planning can take place regarding the need tor aids and appliances,
rehabilitation services and other support. To address the need for data the National
Sample Survey {N550) made its first attempt to collect information on the number
of physically handicapped persons in the 15" round during July 59 to June 60.
The enquiry was exploratory in nature and was confined to rural areas only.
However, in the 16" round (July 60 — June 61), the geographical coverage was
extended to urban areas. The subject was again taken up in the 24" (July 69 - June
70} and in the 28" (October 73 - June, 74) rounds of the NS5. The objective of

these early enquiries was only to provide estimates of the number of persons in
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the country who suffered from certain specified physical handicaps. However,
the types of physical handicap covered in these rounds were not always same.

The N550 undertook a comprehensive survey of disabled persons in its 360
round during the second half of 1981, the International Year of the Disabled
Persons, After a gap of ten years, a second survey on the disabled was carried out
in the 47% round during July-December 1991. In these surveys, the objective was
to pravide data base regarding the incidence and prevalence of disability in the
country. The basic frame-work of these surveys including the concepts, definitions
and operational procedures of the 36% and 47% round was kept the same.

A question on disability was included in Census 2001 and the data
compilation is still in progress. However, again after a gap of eleven years, at the
request of the Ministry of Social Justice & Empowerment, the third survey on the
disabled was carried out by the N550 in the 58" round during July-December,
2002, In this round, the coverage was extended (o include mental disability. Along
with the particulars of physical and mental disabilities, the socio-economic
characteristics of the disabled persons such as their age structure, literacy,
vocational training, employment, cause of disability, age at onset of disability etc.
were collected. In the following paragraphs, the findings of the N550 survey
have been analyzed with a view to identity some of the issues that arise in the
context of the provisions of the PWD Act.

NS5SO Survey: 2002

The survey in the 58 Round has shown that the number of disabled persons
in the country was 1.85 crore and they formed 1.8%of the total estimated
population®. About 10.63% of the disabled persons suffered from more than one
type of the following disabilities, (i) mental disability in the form of (a) mental
retardation or (b) mental illness, {ii) visual disability in the form of {a} blindness
or {b} low vision, (iii) hearing disability, {iv}) speech disability and (v} locomotor
disability.
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Table 1.1 Estimated number of disabled persons by type of disability and sex
separately for rural and urban India

(in Takh)
Type of Rural Urban Rural +
disability Male Female | Male Female | Urban

Persons Persons
(1) @ | o | @ | e | 6| o] ®
Any disabi]ily 83.10 57.74 14.85 25.81 18.24 4406 184.91
Mental 2 8 0 1 9 0
disability:
Mental 9.946
retardalion 4.34 2.561 £5.995 1.824 1.128 2.931
Mental illness 11.01
Physical 5.022 3.377 8.399 1.623 0.988 2.611
disability:
Visual
disability:
Blindness 20,13
Low vision 7.494 8.536 16.030 1.793 2.311 4.104 81.33
Hearing 2982 3.363 6.545 0.711 0.877 1.588 30.67
disabi]ily 12.51 11.17 23.687 3.617 3.313 $.930
Speech 6 1 21.545
disabi]ily 16.027 3416 2.102 2518
Locomolor @495 6.532 106.44
disabi]ily 79.826 16.35 10.16 26.51
49 98 2983 2 2 4
7 9

* The total estimated population for 1° October, 2002 was oblained by applying
decennial growth vate of population for 1991-2001 on 2001 population.

Prevalence of disability

For the purpose of the NS5, a person with restrictions or lack of abilities to
perform an activity in the manner or within the range considered normal for a
human being was considered disabled. An attempt was made to train the
enumerators so that they brought only those persons with disability over 40%, as
per the PWD Act, into the count of disabled persons. Persons with speech disability
were also included, although this is not one of the disabilities covered by the
PWD Act, since it is seen that many of the persons who suffer from hearing
impairment from birth or infancy are also mute. Also, speech disability was
included in the earlier survev rounds. The survey has revealed that for every one
lakh persons in India, there were 1755 who were either mentally or physically
disabled. Among the rural residents, the prevalence of disability was 1.85% and
that among, the urban based persons was 1.50%. The prevalence ot disability was
marginally higher among males than among females. The inter state variations in
the prevalence rate are significant. In the rural areas, it ranged from 0.67% (Delhi)
to 2.71% (Himachal Pradesh} while in the urban areas it ranged from 0.52% (Delhi)
to 2.61% {Lakshwadeep). The following table gives the number of disabled persons
per one lakh population for each sector:
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Table 1.2 Number of disabled persons per 1,00,000 persons for each sex and sector.

Disabled persons per 1,00,000 persons

Type of disability Rural + Urban
Male Female Persons

Mental retardation 115 72 94
Mental illness 122 86 105
Blindness 171 214 192
Low vision 68 87 77
Hearing disabilily 296 285 291
Speech disabilily 237 169 204
Locomotor disability 1217 785 1008
Any disability 2000 1493 1755

Incidence of disability

This is the nuumber of persons whose onset of disability (by birth or otherwise)
had been during the specified period of 365 days preceding the date of survey per
one lakh persons. About 69 persons were born or otherwise became disabled per
one lakh persons in rural India during the reference year. The incidence rate was
almost the same in urban areas. The incidence rate was highest in Andhra Pradesh
(108). Other States which showed high incidence rate of disability were Kerala
(97), HP(96), Maharashtra and Haryana (82 each).

Disability since birth

Prevalence of disability by birth is shown in the table below by type of
disability separately for each sex and sector. It is seen that about 84% of the mentally
retarded and 82% of the persons having speech disability were born with the
disability. lior persons with other tvpe of disability, the incidence at birth is not as
significant as in the case of the mentally retarded or persons with speech disability.
Most of them became disabled in the later stage of life. Incidence for the other
disabilities is largely associated with old age.
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Table 1.3 Number of disabled persons with onset of disability since birth per
1000 disabled persons by type of disability for each sex and sector.

Onsel of disability since birth
Type of disability Rural + Urban
Male Female Persons

Mental retardation 834 821 840
Mental illness 228 230 229
Blindness 182 133 135
Low vision 120 60 87
Hearing disabilily 393 345 370
Speech disabilily 807 827 815
Locomotor disability 268 288 275
Any disability 328 311 321

Extent of physical disability The table below shows the classification of
persons with disabilities into one of the four categories, viz., (i) those not able to
take self care even with aid/appliance, (ii) those able to take self care only with
aid/appliance, (iii) can take self care without aid/appliance and (iv) aid/appliance
not tried/not available.

Table 1.4 Per 1000 distribufion of physically disabled persons by extent of
physical disability by sex and secior.

Extent of physical disability

Disabled Carmnot take |Can take self | Can take self | Aid/ Total
persons self care care only care without [ Appliance

even with with aid/ aid/appliance| not tried/

aid/appliance.| appliance not available
Male 118 181 613 86 1000
Female 154 160 358 96 1000
Persons 133 160 603 90 1000

Marital status of the disabled

The survey shows that at the All India level, out of H00 disabled males
residing in rural areas, 471 were never married, while in the urban areas the figure
is 484. Amongst the females, the never married were 376 and 415 respectively. In
the case of the mentally retarded, it is seen that most of them have to lead an
unmarried life.
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Literacy among the disabled

The distribution of disabled persons (age 5 years and above) shows that about
535% of the disabled in India were illiterate. The figure is highest amongst the
mentally retarded (87%) followed by the visually disabled (74-77%). The
proportions of illiterates were about 59% in rural areas and 40% in the urban
areas. Delhi followed by Kerala showed the highest literacy among the disabled
while the lowest literacy level is found in Arunachal Pradesh followed by Sikkim,
Jharkhand, Bihar and Orissa.

Table 1.5 Per 1000 distribution of disabled persons of age 5 years and above
by level of general education and sector.

Type of disability Rural + Urban
Nat literate | uplo primary | middle secondary & above.
Menlal retardalion 366 106 24 3
Menlal illness 591 215 102 89
Blindness 773 141 45 41
Low vision 738 172 45 43
Hearing 646 231 70 20
Speech 670 235 a7 a8
Locomotlor disabilily | 447 292 136 124
Any disabilily 547 254 106 92

It is seen that the current enrolment ratio per 1000 disabled children in the
ordinary schools was higher in the rural than in the urban areas, i.e. 475 and 444
respectively for the two sectors. The enrolment ratio was the highest among those
with locomotor disability and the lowest amongst the mentally retarded. [t was
also higher among the boys than among the girls. In the case of enrolment in the
special schools, it was extremely urban-biased — about 11% were enrolled in the
special schools in the urban areas as compared to even less than 1% in the rural
areas.

Work activity of the disabled
The situation is depicted in the following Table.

Table 1.6 Per 1000 distribution of disabled persons by
activity status for each sector.

Type of disability Rural + Urban
Employed Unemployed Qut of labour force

Mental retardation 56 0 943
Mental illness 126 L 873
Blindness 91 2 907
Low vision 188 3 809
[Iearing 343 4 653
Speech 263 7 730
Locomotor disability 282 Lo 708
All disabled 257 7 735
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Prevalence of disability

Although a comparison between the 36™ and 44" rounds and the daia from
the 58% round is not feasible since mental disability was not covered in the earlier
rounds, it is worthwhile to see that the prevalence of disability has declined
significantly since 1991 when the last NS5O survey took place inspite of the years
of survival beyond sixty vears of age going up.

Table 1.7 Prevalence of disabled persons per 100,000 persons obtained from
NS5S 36, 47 and 58" rounds.

36t round 47t round S8t round
(Tuly-Dec.'81) (Tuly-Dec.'91) {July-Dec.’02)
Rural
Male 2045 2277 2118
Female 1632 1694 1556
Persons 1844 1995 1846
Urban
Male 1532 1774 1670
Female 1297 1361 1311
FPersons 1420 1579 1499

Mental Disability

Persons who had difficulty in tinderstanding routine instructions, who could
not carry out their activities like others of similar age or exhibited behaviours like
talking to self, laughing/crying, staring, violence, fear and suspicion without reason
were considered as mentally disabled for the purpose of the survey. The “activities
like others of similar age” included activities of daily living and social skills. The
mentally disabled were categorized into two groups, viz.,, mentally retarded and
mentally ill. In the survey probing questions were asked and based on the
information so obtained; the persons were categorized into mentally retarded
and mentally ill. The table below shows the prevalence rate for mental disability.

Table 1.8 Number of persons with mental retardation and
mental illness per 100,000 persons for each sex and sector.

Mentally disabled Rural + Urban

Male Female TPersons
Menlal relardalion 116 72 94
Menlal illness 124 86 105

Unlike the other disabilities, mental retardation is a phenomenon whose
manifestation is observed since birth or at the very early ages of life. About 87% of
the mentally challenged were reported to have the problem since their birth and
about 8% in the age group 0-4 years. On the other hand, the problem of mental
illness is mare of an old age problem. The possibility of onset of mental illness
increases as one becomes older. The Table below depicts the position:
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Table 1.9 Per 1000 distribution of persons 60 years and above with
mental retardation or mental illness by age at onset of disability.

Calegory Disab 0- 3-  [10- | 15- [ 20- | 25- [30- | 35- |45- |60 & |Tol-
ilily since birlh 4 9 14 (19 |24 |29 (34 |44 |59 [abowve|al
Mental
Retardation
All male 847 |99 [0 34 (20 |0 0 0 0 0 |0 1000
All female 896 |35 [0 69 [0 0 0 0 0 0 |0 1000
All persons 8ot | 75 [0 47 (12 |0 0 0 0 0 |0 1000
Mental Illness
All male 48 |0 10 |5 18 (29 |35 |45 | 119 (339|349 (1000
All female 46 |0 7 7 8 31 |29 |36 | 143 |392(301 |1000
All persons 47 |0 8 6 13 (30 |32 |40 | 132 (368|323 (1000

Visual Disability

Out of every 1 lakh persons, about 269 (240 for male and 301 for female)
were visually disabled. Ameng them, 72% were blind and 28% had low vision.
The prevalence of visual disability is substantially higher among the fernales. Also,
the rate among the rural residents (296} is significantly higher than among the
urban residents. About 24% reported old age as the cause for their blindness.
Cataract is also reported to be one of the main causes of blindness. This suggests
that blindness is essentially an old age problem. Even for the persons with low
vision the situation appears to be similar. The table below highlights the causes of
blindness and low vision identified through the survey.

Table 1.10 Per 1000 distribution of persons with blindness by
cause of blindness for each sex and sector.

Cause of blindness/ Rural + Urban
Low vision Male  Female Persons| Male  Female Persons
Blindness Low vision
Sore eyes first month life 4 2 3 1 0 1
Sore eyes after one month 8 ] 6 5 1 3
Severe diarrhoea before age six | 8 6 7 8 3 5
Cataract 192 223 209 276 309 294
Glaucoma 56 a9 58 36 31 33
Corneal vpacity 25 24 25 53 33 42
Other eve diseases 183 157 169 137 104 119
Small pox 51 40 45 14 7 10
Burns 4 3 3 2 4 3
Injury other than burns 54 28 39 69 29 47
Medical/surgical intervention 26 28 27 22 16 19
Old age 202 272 241 223 321 278
Other reasons 90 b5 71 42 33 37
Not known 87 92 90 102 99 101
Total 1000 1000 1000 1000 1000|1000
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The Table below indicates the age at the onset of visual disability.

Table 1.11 Per 1000 distribution of persons 60 years and above with

blindness or low vision by age at onset of disability.

Ca legory Q- 5- 10- | 15- | 20- | 25- | 30- [ 35- | 43- |60 & | Tol-
Disability 4 9 14 19 24 29 34 | 44 |59 |abave|al
since bhirth

Blindness

All male 21 5 7 7 4 2 2 12 41 214 [ 683 1000
All female 15 8 9 8 6 5 7 25 | 246 [ 666 1000
All persons 18 7 8 8 5 4 5 8 32 | 233673 1000
Low vision

All male 13 |2 5 4 3 2 0 2 7 233 (729 | 1000
All female 7 4 3 0 2 1 14 | 208|708 (1000
All persons 6 5 4 3 1 2 1 1 11 | 2481717 [1000

The tables also show that both in rural and urban sectors, regarding the age
for onset of visual disability, the percentages tend to be higher in the first three
age groups, (birth to four years) than that in age groups upto thirty five years.
This also shows that apart from old age, visual disability tends to manifest itself

during the early vears.

Hearing Disability

Inability of a persan to hear properly is considered as hearing disability and
is judged taking into consideration the ability of the better ear. The prevalence
rate is higher in rural India (310} as compared to that in urban India. Between the
two sexes, the prevalence of hearing disability is marginally higher among males
than among females. The Table below indicates the position:

Table 112 Number of persons with hearing disability per 100,000
persons by degree of disability for each sex and sector.

Degree of disabilily

Rural + Urban

Male Female Persons
Profound 96 38 92
Severe 113 114 113
Moderate 86 a2 84
All 296 285 291
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Table 1.13 Per 1000 distribution of persons with hearing disability by
cause hearing disability for each sex and sector.

Causes of hearing disability Rural + Urban

Male Female Persons
German measles/ rubella 8 3 7
Noise induced hearing loss 25 15 20
Ear discharge 162 154 158
Other illness 220 235 227
Injury other than burns 3 1 2
Burns 56 42 49
]\’Iedical/surgical inlervenlion 13 18 15
Old age 254 272 263
Other reasons 79 85 82
Noal known 175 168 172
Tolal 1000 1000 1000

The important causes are old age, ear discharge and other illnesses. Nearly

% of the disabled persons reported rubella as the cause of hearing disability. The
table below indicates also the age at onset of hearing disability. The survey reveals
that about 7% of persons with hearing disability are born with it and for about

57% onset is reported at the

age of 60 years and above.

Table 1.14 Per 1000 distribution of persons 60 years and above with hearing
disability by age at onset of disability for each sex and sector.

Ca legory Q- 5- 10- | 15- | 20- | 25- | 30- [ 35- | 43- |60 & | Tol-
Disability 4 9 14 19 24 29 34 | 44 |59 |above|al
since bhirth

All male 77 8 7 16 5 14 5 14 41 227 | 585 1000
All female 53 5] 10 12 6 15 7 18 51 267 (557 (1000
All persons 65 i) 9 14 6 14 6 16 46 | 247 | 571 1000

Locomotor Disability

The survey estimated 1.064 crore persons as having locomotor disability in
the country. Of them, about 80 lakh are in rural areas and 26.60 lakh in the urban
areas. About 4% of those who had locomotor disability are reported to have either
multiple locomotor disability or two or more other disabilities. The prevalence
rate for locomotor disability is given in the table below.

Table 1.15 Number of persons with locomotor disability per 100,000 persons

for each sex and sector.

Sector Male Female Persons
Rural 1274 804 1046
Urban 1058 730 a0l
Rural and Urban 1217 785 1008
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The type of locomotar disability is indicated in table below:

Table 1.16 Per 1000 distribution of persons with locomotor disability by

type of disability for each sex and sector.

Type of locomator Disabilily

Rural + Urban

Male Female Persons
Paralysis 142 148 145
Deformily of limb 460 444 454
Loss of limb 93 30 77
Dvsfunclion of joinls of limb 210 259 228
Others (deformily of body) 94 97 95
All 1000 1000 1000

The probable causes of locomotor disability have been identified in the table

below.

Table 1.17 Per 1000 distribution of persons with locomaotor
disability by cause locomotor disability for each sex and sector.

Cause of locomolor disabilily

Rural + Urban

Male Female Persons
Cerebral palsy 23 26 24
Polio 290 286 289
Leprosy cured 15 12 14
Leprosy not cured 15 13 14
Stroke 71 68 70
Arthritis 22 16 31
Cardio respiralory disease 4 2 3
Cancer 3 3
Tuberculosis 4 2 3
Other illness 108 141 120
Burns 19 21 19
Injury other than burns 295 199 260
Medical/surgical intervention 22 20 21
Old age 20 39 34
Other reasons 42 49 44
Not known 41 47 43
Tolal: 1000 1000 1000

These indicate that polio has been a major cause while another is injury. The

age at onset of locomotor disability is depicted in the following table.
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Table 1.18 Per 1000 distribution of persons 60 years and above with
locomotor disability by age at onset of disability for each sex and sector.

Ca legory Q- 5- 10- | 15- | 20- | 25- | 30- [ 35- | 43- |60 & | Tol-
Disability 4 9 14 19 24 29 34 | 44 |59 |abave|al
since birth

All male 54 |20 |20 (14 |11 |18 |11 (21 |66 |291|472 |1000

All female 53 |20 (11 |14 6 T4 |42 |[274|557 |1000
All persons 34 |20 |16 (14 |8 13 |7 18 | 55 | 284(511 | 1000

i
|95}

Planning for Persons with Disabilities

While improved health services have contributed to reducing disability
amongst the younger age groups, the prevalence can increase due to increased
incidence amongst the older age group. This is perhaps inevitable on account of
more people surviving longer beyond the age of 60 vears. Analysis of the data
regarding causes of disability, age at onset and regional variations can provide
insights that can help in developing appropriate medical interventions for
minimizing disabilities particularly those of a congenital nature. Accepting
however that in terms of numbers, the persons with disabilities form a substantial
chunk of the population, rehabilitation services have to be planned and developed.
The gap between the number of therapists and special educators required and
those actually available is large and needs to be bridged through HRD programs
and institution building. The need for decentralized availability of rehabilitation
services also needs to be addressed.

The age-wise data available for the prevalence of all disabilities in the 58™
round is particularly valuable for facilitating planning in the area of education.
Between the age of 0-18 years, there are an estimated 49.91 lakh children with
disabilities. The 86™ amendment to the Constitution casts the responsibility on
the State to ensure that all children up to the age of 14 years attend school. Under
the PWD Act, the State is required to ensure that all children up to the age of 18
vears get access to education in the appropriate mode free of cost. The data shows
that there are 26.18 lakh children with locomotor disability in the age group of 5-
18 years. How many of these children can attend regular schoaols after fitment of
appropriate devices and with facilities for transportation to school being ensured?
How many are so severely disabled that they cannot attend regular schools since
getting to the schoal would be too difficult for them? For such children the State
has to plan for residential facilities within regular schools so that they can either
attend classes there or separate classes are organized for them.

The survey reveals that the estimate of children with visual impairment
(blind) in the age group of 5-18 years points to a figure of 1.56 lakh. These children
require school readiness programmes and mobility training before they can be
integrated with regular schoals and even then some resource support has to be
provided for subjects such as mathematics. There are another 0.48 lakh children
estimated to suffer from low vision. Aids and appliances and resource support
programmes can facilitate their education too in regular schools. Teachers need
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training in handling low vision children as their needs are different from normal
children and also different from children who are totally visually impaired.

The hearing impaired children in the age group of 5-18 years are estimated
to number 2.13 lakh. Yet this is a group for which access to special education
programmes is much lower than for visually impaired children while they are
not able to do well in regular schools particularly if they have not developed
speech. Special education is an extremely costly option and the need for the same
would perhaps not exist it our early intervention programmes get due attention.
The hearing impaired children in the age group of 0-4 years are estimated to
number (107 lakh and early intervention programmes combined with fitment of
hearing aids could ensure that these children are later able to pursue their
education in regular schools. If the promise of the 86" Constitutional amendment
and Section 26 of the PWID Act is to be a reality, the State needs to plan for early
intervention and school readiness programs for the children with disabilities. It
must plan for funding and fitment of aids and appliances for children who need
them. Capacity building for teaching children with disabilities needs particular
attention at the primary level. 5cholarships, books, uniforms, transportation must
be covered through comprehensive schemes for integrated and special eduication
in the States. All this will require detailed planning and substantial commitment
of resources.

The wark participation rate for the persons with disabilities is rather low
and this is an area demanding the attention of rural and urban employment
planners. Perhaps this points to the need to ensure access to vocational training
of adolescents who have never attended school and those who are not pursuing
education at the higher level. The vocational training must have adequate linkage
with industry and business enterprises so that placement levels improve. Education
amongst MR persons is non-existent/low and they can only acquire limited skills.
Although work not requiring literacy and high skills is available, community
support is vital for their accommodation in the workplace on tasks within their
capacity. The expansion of programmes for advancement of micro credit and
credit to persons with disabilities to enable them to set up their own small
enterprises can also ameliorate their lot.

The data clearly indicates that disability afflicts a large proportion of the
older persons. With the life expectancy rising and also the vears of survival beyond
60 increasing, the needs of elderly persons will need special care and issues of
access keeping in view their physical capacity will require attention. This points
to the need for adopting the principles of Universal Design while planning for
buildings, transport systems, etc. so that life is easier for persons with disabilities
as well as the elderly.

Planning for and delivery of services required by the disabled persons is a
major challenge for this decade. This is particularly so in the context of the Biwako
Millennium Framework of Action adopted by the member nations of ESCAP in
September, 2003 which lavs down targets in the areas of education, poverty
alleviation, vocational training, access, etc. The Planning Commission has also
advised that Ministries of the Government of India and States must prepare a
Special Component PPlan for the disabled persons and earmark adequate resources
to implement the plan. The NSSO survey is a valuable data base for planners and
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must be utilized to strengthen their case for allocation of funds particularly for
the development of the full range of rehabilitation tacilities. The countries of the
world are moving towards finalization of the Comprehensive and Integral
Convention on the Rights of Persons with Disabilities. India should now prepare
itself to comply with the standards on which it will be monitored when this
Convention is ratified.
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Chapter 2

Poverty and Disability in India

C S Mohapatra

P overty and Disability dynamics is complex and multidimensional. The author
delineates the various fucets of the linkages with the help of a Link Model highlighting the
multiple deprivations suffered by a person with disability who is also poor. The factors
thal accentuate the state of poverty of a person with disability and brings downward mobilily
has been identified in the chapter yives a brief summary of the author his study, *Poverty
and Disability Links: A study of Persons Accessing Government Institutional Services”
that establishes the linkage and also gives an idea about the sociv-economic cost borne by
the persons with disabilities. Government interventions and support over the Five Year
Plans and specifically, the Tenth Plan comumitinents have also been indicated. Finally, the
author gives valuable policy suggestions including E-Governance for Disabled Persons
(E-GOD) that will help ameliorate the conditions of persons with disabilities.

Introduction

The physically and mentally challenged persons of our country suffer from
sacial, economic and psychological burden that needs to be understood by the
policy makers, implementers and the society in general in right perspective. This
disadvantaged section of our society has to bear additional costs of disability
saome of which are ditficult to compensate. The physical and attitudinal barriers
they face and the additional expenditure they have to incur for management of
their disability are few dimensions of their hardship. When a disabled person is
poor, the problems get added on, the challenges and costs they face becomes
magnified - more often than not, to an unmanageable degree. Makes an attempt
to look at various dimensions of the poverty and disability linkage ,more
particularly, in the Indian context .To substantiate the linkage, which is often
discussed in general terms, the author gives a brief summary of the research
work conducted on the basis of primary data collected from the disahled persons
who, for accessing rehabilitation services, visited the fourteen selected [nstitutes/
Centres of the Government located in different parts of the country.



Poverty

Poverty is seen differently by different experts. [t has many dimensions and
these include standard of living, assetlessness, lack of basic security, lack of
entitlement, multiple deprivation, exclusion, inequality, class, dependency and
unacceptable hardship, (Gordon & Spickler, 1999). Poverty can be transient,
structural or chronic in nature. In the international sphere, poverty index is related
to human development and contains the basic aspects as delineated below:

Poverty and Disability in India

Table: 1 Poverty Index

1

Health Deprivations (3):

(iy  Life expeclancy less than 40 years
(i) Lack of access lo basic medical services

(iii) Non-immunized children

2)

Educational Deprivations (2):
(iv) Iliteracy rate

(v} Un-enrolled children

3)

Economic Deprivations (5):

{vi} Below poverly line

{vii) Kalcha dwelling

(viii) Lack of sanitation facilities
(ix) Lack of safe drinking water

(x} Lack of electricity connection

Source: Wational ITuman Develepment Report, 2001,

Broadly (1) poverty is seen as lowness of income, and (2) poverty is seen as
the inability to meet some elementary and essential needs. Since we are ultimnately
concerned with the lives we can lead (and income is onlv instrumentally important
in helping us to lead adequate lives), the case for taking the latter view of poverty
is quite strong. (a) poverty can be defined in terms of capability deprivation (the
connection with lowness of income is only instrumental); and (b) there are
influences on capability deprivation other than lowness of income, (Sen and Foster,

1999)
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Disability

‘Disability” and ‘Handicap’ are often used interchangeably. Whereas
‘Disability’ refers to different functional limitations physical, intellectual or sensory
impairment, medical conditions or mental illness, “Handicap” means the loss or
limitation of opportunities to take part on an equal level with others due to
shortcomings in the environment such as information, communication, education.
Disability may be defined as any restriction or lack of ability (resulting from
impairment) to perform an activity in the manner or within the range considered
normal for a human being as defined by the World Health Organisation (WHO).
International Labour Organisation (ILO) defines a disabled person as an individual
whose prospects of securing, retaining and advancing in suitable employment
are substantially reduced as a result of a duly recognized physical or mental
impairment. While the former highlights the functionalily aspect, the ILO approach
focuses an the employment perspective. Depending on the context, disability has
been defined in terms of medical, economic, social or psychological aspects.
Disability can be physical or mental. It can be broadly categorized as (a) locomotor
(b) visual (c) hearing and {d) mental disability.

Disability may exist from birth or may be acquired during a person’s lifetime.
A certain degree of disability also comes as a natural process of aging called as
geriatric conditions that can be at the most delayed but cannot be avoided. A
number of factors can cause disability. These include: heredity, birth defects, lack
of care during pregnancy and childbirth due of lack of coverage or ignorance,
insalubrious housing, natural disasters, illiteracy and the resulting lack of
information on available health services, poor sanitation and hygiene, congenital
diseases, malnutrition, traffic accidents, worlk-related accidents and illnesses,
sports accidents, the so-called diseases of “civilization” (cardiovascular disease,
mental and nervous disorders, the use of certain chemicals, change of diet and
lifestyle, etc.), marriage between close relatives, accidents in the home, respiratory
diseases, metabolic diseases (diabetes, kidney failure, etc.) drugs, alcohal, smoking,
high blood pressure, old age, Chagas’ disease, poliomyelitis, measles, etc. Non-
governmental sources also place particular emphasis on factors related to the
environment, air and water pollution, scientific experiments, violence, wars,
intentional physical mutilations carried out by the authorities and other attacks
on the physical and mental integrity of persons, as well as violations of human
rights and humanitarian law in general. (Kishan, Dutt and Rae, 2001)

Poverty and Disability

Poverty restricts the choice and availability to persons due to multiple
deprivations. Disability, physical or mental, further narrows down the range of
choices available to a person due to functional limitations and social
discrimination. When these disabilities significantly restrict the activities that
would otherwise have been available to the persons, they will, all other things
being equal, constitute reductions in the person’s quality of life.
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Though the positive association between poverty and disability in India has
been much discussed, research in this field is quite limited. The study undertaken
by Susan Erb and Barbara Harriss-White in the Indian context clearly brings out
a positive association between poverty and disability. This was a census of three
villages in northern Tamil Nadu. They have worked with people’s own definition
of chronically sick and disabled household members and have estimated that
between 17 and 30 per cent of households had at least one chronically sick or
disabled member and there existed wide inter-village variation. A slightly higher
proportion of these households were found to be below the income poverty line.
It was found that households with chronically sick and disabled people tended to
have smaller family sizes, smaller operational landholding sizes, lower grain
consumption from own production and greater market dependence for food.
{Harris-White and Subramanian 1999). The study mentions that disabilities were
self-reported based upon rural peoples’ own definitions of disability and not
classified according to the medicalised criteria emploved by government and
international agencies.

The fact that disability increases dependence not only among children and
the elderly but also among adults of working age has been brought out by that
study which contends that “ poverty is believed both to cause and be a consequence
of disability. Impoverished househelds are perceived as being more susceptible
to disabling circumstances. Malnutrition {as a predisposing factor to blindness
{vitamin A deficiency) and certain types of physical deformities (cretinism),
inadequate access to preventative and curative medical care (including
immunization), risks of accidental and/or occupational injury (labouring, carrying
heavy loads, pesticide poisaning, etc.) all conspire to increase poar households’
susceptibility to disabling conditions. The inverse, however, is also expected to
hold true. Disability is believed to combine with poverty to create situations of
downward mability”. (Erb and Harriss-White, 2002).

Narsing Rao holds the view that disability and poverty are closely related.
While disability causes poverty, in a country with mass poverty it is also possible
that poverty causes disability (Narsing Rao, 1990 as cited by Susan Erb and Barbara
Harriss-White, 2002). There is a strong and definite, vicious cycle of poverty and
disability. The propensity for the poor to be disabled and for disabled people to
be poor is very strong. People living in poverty tend to become disabled because
of aggravating factors such as malnutrition and squalid housing, hazardous
occupations and so on. (Arora, 2003).
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Due to multiple deprivations faced by them, disabled persans, once poor,
are likely to suffer from chronic poverty or long duration poverty. A cumulative
lack of basic capabilities would make it extremely difficult for the poor to emerge
from poverty by their own efforts. (David and Shephard 2003). Chronic poverty
seems to be disproportionately high among historically marginalized groups such
as Scheduled Castes, Scheduled Tribes, the elderly, women and the disabled. The
multiple deprivations suffered by them make it harder for them to escape from
poverty. (Kapur and Shah, 2003). Different forms of disadvantages tend to be
mutually reinforcing so that people in groups ‘jammed’ by one log are likely to
face others as well. (Haan and Lipton, 1998). Poverty combined with disability
traps a person in a downward spiral that pulls him downwards economically,
socially, psychologically and functionally.

Some authors hold the view that prevalence of disability and poverty are
rather inversely related due to high mortality rates of poor and disabled persons.
There is evidence for a disability transition during which disabilities due to
malnutrition and infectious/ contagious diseases are eradicated, but more than
offset by reduced mortality rates, survival of para- and quadri - plegics and
increases in disabilities due to trauma and old age, such that the total incidence
of disability increases. (Mohan, 1998). However, the view even if opposite, hints
at a definite poverty- disability linkage. It rather strengthens the case for special
poverty alleviation interventions and better health care for persons with
disabilities.
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Figure: 2.1 Poverty and Disability Links Model
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The Indian Context

According to the latest 58th Round National Sample Survey of India the
number of disabled persons in the country was 18.49 million and they formed
about 1.8 per cent of the total estimated population. Prevalence of disability in
India as per the Survey is marginally higher among rural residents as compared
to urban residents. About 10.63 per cent of the disabled persons sutfered from
more than one type of following disabilities, (i) mental disability in the form of
(a) mental retardation or (b) mental illness, (ii) visual disability in the form of (a)
blindness or (b) low vision, {iii} hearing disability, (iv) speech disability, and {v)
locomotor disability (N550, 2002).

In the Indian context, poverty estimated in terms of people below or above
the poverty line as per the recommendations of the Expert Group on Estimation
of Proportion and Number of Poor constituted by Planning Commission in 1984,
This method captures the cost of living in each state through state-specific poverty
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line. Per capita monthly consumption expenditure of Rs. 49.09 in rural areas and
Rs. 56.64 in urban areas, anchored in the per capita daily intake of 2400 K Cal in
rural areas and 2100 K cal in urban areas with reference to the consumption pattern
as obtained in 1973-1974 is adopted as the basis for defining poverty line (K.L
Datta and Savita Sharma - Facets of Indian Poverty, 2002). In India, poverty is
seen as an absolute concept indicating a minimum of provisions required to keep
up health and working capacity in order to survive and maintain physical fitness
and efficiency. This method of estimating poverty ratio does analyze the depth
and severity of poverty.

In India, disability often results in a person remaining idle and becoming
dependant on the working population. Disability reduces the social status of a
person and the implications vary depending on his/her sex, age, marital status,
family size, extent of social network, whether he was self employed or an employer.
These costs of disability are borne by the persons with disabilities regardless of
whether or not rehabilitation services are available. These cosls may however
decrease if rehabilitation services are provided. This may result in increased
productivity & income, independent living etc. The following factors however,
accentuate the state of poverty of a person with disability:

*  Lack of educational facilities including educational aids
*  Shortage of trained and sensitive teachers

¢ Absence of barrier free school

* Inadequate vocational training

* Lack of employment opportunities in terms of availability as well as
reservation of jobs

. Absence of barrier [ree environment

. Low coverage of rehabilitation services by both govt. and non-government
organizations

*  Less sophisticated/ maneuverable assistive devices etc.

. No effective implementation of reservation provisions in education and
employment

*  Lack of earmarking of funds in related developmental activities for rural
development

As disability accentuates poverty due to the economic , social and
psvchological costs invelved, so also poverty accentuates disability due to lack of
access to any or all of the rehabilitation services that are essentially required for a
person with disability to survive. Poor nutritional status and health of pregnant
mother due to poverty can lead to a low birth weight baby who is a prospective
candidate for one or multiple disability. Besides, lack of access to health care and
lack of awareness about the causes of disability which has a greater likelihood of
occurrence amaongst poor families, can lead to disability in children/ adult which
otherwise could have been prevented. The poverty-disability dynamics is complex.
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The Study

In arder to delve deeper into these seemingly complex inter-linkages in the
Indian context, a study was undertaken by the author with the following broad
objectives in mind:

i.  To gain insight into the linkages between disability and poverty.
ii.  To ascertain whether there exists a correlation between poverty and disability.

iti. To ascertain what is the proportion of poor people amang those who are
accessing the governmental institutional rehabilitation services.

iv. To critically review the Government policies and programmes for persons
with disabilities.

Primary data was collected from the disabled persons accessing Government
rehabilitation facilities by administering questionnaires o a modest sample of
426 persons accessing each tvpe of facility such as physiotherapy, occupational
therapy, speech therapy, vocational counseling, training, surgery & hospital facility.
Disability was broadly categorized into four types locomotor, visual, hearing and
mental. The persons categorized as locomator disabled included the persons with
Cerebral Palsy suffering from locomotor disability. Mentally disabled category,
for the purpose of the study, only included the mentally retarded and autistic
persens and did not include the mentally ill who primarily need health and
psychiatric care. The questionnaire focused on disability and poverty. Income as
well as expenditare data were collected and matched with the asset profile of the
household. The emphasis was on looking at the disabled poor vs. disabled non-
poor. The respondents were categorized as Poor (I’) and Non poor (NP} depending
on the whether the per capita per month expenditure of the household is below
the poverty line (BPL) or above the same, respectively. To arrive at the BPL criteria,
the State specific poverty line was taken for rural/urban areas/ and multiplied
with the individual number of households, case by case and the poverty status
ascertained.

The questionnaire was circulated to five National Institutes i.e. NIRTAR,
IPH (both relate to locomotor disabled), NIMH (Mentally Retarded), NIVH
(Visually Handicapped), and NIHH {Hearing Handicapped). To cover the rural
areas, a few District Centres were chosen covering all parts of the country. Besides,
two Composite Regional Centres (CRCs) and one Regional Spinal [njury Centre
(RSIC) were also included. The questionnaires were administered by the author
by personally visits to some of the Institutes. Wherever the same was not possible,
the help of Institute’s research staff was taken to ensure better response. As a set
of questions on the performance of the Centre/ Institute was also included, that
made the organisations to participate enthusiastically. Besides, such an exercise
was done for the first time after decentralization efforts took place in 1999-2000.

The details of the locations of Centres/Institutions covered under the study
is indicated below:
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Composite Regional Centres (Bhopal and Guwahati) at the Regional level
and District Centres (Jalpaiguri - West Bengal; Kolhapur - Maharashtra; Surat
- Gujarat and Gangtok - Sikkim) at the district level. These centres provide
composite services i.e. services for all types of disabilities.

Five National level Institutions each catering to a specific type of disability
were included in the sample as follows:

Locomotor Disability - IPH, New Delhi and NIRTAR, Cuttack, Orissa .Data
from one of the four newly set-up Regional Spinal Injury Centre (RSIC) located
at Cuttack that caters in general to locomotor disability and spinal injury in
particular, was also collected.

Visual Disability - NIVH, Dehradun

Hearing Disability - NIHH, Mumbai alongwith its regional offices at Delhi
and Bhubaneswar

Mental Retardation - NIMH, Secunderabad

The Sample

The number of persons surveyed in the Composite Centres/Disability Specific

Centres is given in Table 6.1 below:

Table 1.3 Sample Size

Centre / Institute No. of Respondents
Composite Centres 124

Locomotor Disability 100

Hearing Disability 64

Visual Disability 57

Mental Disability 81

Total 426

Figure 1.1 Sample Size
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Data collected from each of the centres represent persons accessing different

types of services provided in various departments/units of each of these centres.

Unstructured interviews with the Directors of the National Institutes,

prominent NGOs, some persons with disabilities, key resource persons in the
Government were also conducted to gain insight into the dynamics of poverty
and disability.
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Spatial Distribution

The spatial distribution of the data sample is mapped as given below:

Figure 1.2 Mapping Coverage of Study
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Limitations of the Study

The study covers only a sub-set of persons with disabilities who have accessed
the Governments’ Institutional Rehabilitation Services. Keeping in view the limited
time frame available while undertaking the study under the Advanced Professional
Programme in Public Administration (APPPA) course, inclusion of persons with
disabilities accessing services of NGOs or outreach services of the Institutes under
the camp approach was not possible. An in-depth village study was also not
feasible. The sample thus constitutes only disabled persons who access different
services provided by the selected Centres/Institutions of the Government.

Major Findings of the Study

Poverty

Depending upon the location of the Centre and number of members in the
households the state specific poverty line criteria used for the study ranged between
Rs 319 and Rs. 540 per capita per month. There was large variation in the total
monthly expenditure of the households which ranged from as low as Rs. 250 in
case of a nuclear family to a joint family having monthly expenditure as high as
Rs. 40,000 with average of Rs. 3620. It was found that over half i.e. 51.88 percent of
the population was poor in terms of the poverty line criteria of Planning
Commission of 1999. Assuming a modest inflation rate of 4 percent per annum
and adjusting the BPL criteria, the number of poor respondents increase to 59
percent. Asset analysis showed that over 67percent of the respondents are Asset
Poor. About two third of the respondents were landless and of those who owned
land, majority (67 percent) belonged to rural areas.

Figure 2.1 Poverty
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A person with disability, however resource poor he/she is, has to undertake
a bare minimum amount of expenditure for functional independence, mobility
and activities of daily living. This brings us to the question whether the poverty
line as applicable to non-disabled persons is an appropriate measure to judge
poverty status of a person with disability. Some experts feel that, the poverty line
is higher for persons with disabilities as compared to the rest of the population.
As a result, using the conventional poverty line is likely to give a much lower
estimate of the number of persons with disabilities living below the poverty line.
(Arora, 2003). Keeping in view the additional financial direct costs and indirect
costs that a disabled person is destined to bear, if one takes, roughly, double the
official BPL criteria of Planning Commission 1999 as the poverty line criteria for
the disabled persons, the percentage of respondents who were poor increased to
77.7 percent even without adjusting for inflation.

Figure 2.2
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Socio- Economic Profile

Results of the study show that 55 percent of the respondents belonged to
rural areas, and the remaining 45 percent hailed from urban areas. About 68.51
percent of the rural respondents were poor as against 31.41 percent of the urban
respondents. The average family size of the sample was six which matches with
that of NSSO survey figure of 5.7. In rural as well as urban areas 60.43 percent and
67.54 percent of sample respectively had a nuclear family to support. This
corroborates the fact that even in rural areas; the joint family system is eroding.
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Figure 2.3 Rural / Urban Background
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Figure 2.4 Poverty & Rural / Urban Background
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Locomotor disability being the most prevalent in the country, the survey
had representation of 145 persons who had locomotor disability (34% of the
sample) followed by Hearing Disability (23%), Mental Disability (22%) and Visual
Disability (21%).

Figure 2.5 Poverty & Type of Disability
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Male representation was uniformly dominant at about 71% amongst poor as
well as non-poor respondents. The NSSO survey also found male dominance in
all categories of disability except for visually disabled where females were higher.
However such dominance was more pronounced in the study undertaken by the
author. This suggests that there exists a significant gender bias in terms of accessing
rehabilitation services of the Government institutions which was uniform across
income and locations.

The overall marital status for persons with disabilities covered under the
study shows that out of the total number of respondents above 18 years of age,
61% were unmarried, 38% married and 1% separated.

Figure 2.6 Marital Status

SEPARATED
1%

MA RRED
38%

BYNMARRIED
EMARRIED
OSEPARATED

Qut of the sample, 58 percent of males and 74 percent of females above 18
years are unmarried. About 96.6 percent of the unmarried respondents lie in the
age range of 18 -40 years. Analysis of marital status according to different types of
disability in the age range of 18 years & above reveals that the percentage of
unmarried persons is highest (85 percent) in case of mental disability implying
that the problem of marriage due to disability is most prominent in this category.
NSS5-2002 also contends that most of the mentally retarded seem to lead an
unmarried life.

The literacy rate of disabled persons in India is estimated at 60 percent in
urban areas and 41 percent in rural areas. About 81.5 percent of the respondents
under the study however were found to be literate suggesting that higher
proportion of literate disabled persons approach the institutional rehabilitation
facilities of the Government. Those with graduation or higher degree of
qualification constituted 13 percent of the literate respondents. The level of literacy
in case of non-poor respondents was higher at 85.5 percent whereas in case of
poor persons it was about 78.1 percent. A major proportion i.e. 67.86 percent
poor persons among those who were literates without formal schooling. At higher
levels of education, percentage of non-poor population was more as compared to
poor. Female population had higher proportion of illiterates (23.15 percent) as
compared to males (16.84 percent). Amongst graduates, 56.4 percent were males
and 43.6 percent were females. Analysis according to type of disability suggests
highest percent of illiteracy amongst persons with mental retardation which is in
agreement with the NSSO findings.
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Principal family occupation of majority of respondents was wage labour (42
percent) followed by self-employment {32 percent). About 32 percent of the
respondents were employed. Among the poor, 26.02 percent people were
employed as against 38.37 percent in case of non-poor.

Poverty and Disability Links

Poor persons constituted a higher proportion than non-poor persons in both
the age groups of 7-18 years and 19-40 vears. In the most dominant age group ie.
19 - 40 years, poor persons constituted 55.5 percent.

A majority of 245 persons out of the total sample suffered from 60 percent
and above degree of disability. As against the national estimates that show only
13 percent of disabled population suffering from severe disability, persons with
severe disability {above 80 percent) under the study constituted 31.6% percent
(highest percentage) of persons who accessed services of the centres/institutions
which was followed by 26 percent of sample who had disability ranging from 60
percent to 80 percent. These figures indicate that relatively higher proportion of
severely disabled persons benefit from the Government rehabilitation services.

The various facets of this linkage have been brought out in Chapter I that
delineates the causative factors of how, on the one hand, disability accentuates
poverty due to the additional cost of social exclusion and consequentially
downward mobility and how poverty results in malnutrition, undernourishment,
lack of timely detection and lack of treatment. Chi-square test has been applied
separately (a) by taking all the five ranges of degrees of disability and (b) by taking
only 2 broad ranges i.e. 20 percent to 60 percent and 60 percent & above degrees
of disability. In both the situations, the hypothesis of poverty and disability linkage
is proved at 0.05 and 0.01 levels of significance. The results are given as below:

Table 2.2 Poverty and Degree of Disability in Two Broad Groups

Upto 0% 60%+ Total
Non-Poor m 104 205
Poor 80 141 22
Total 110 135 426

The hypothesis concerning linkage between disability and poverty was
established at two different levels of significance at 0.05 percent and 0.01 percent
respectively and in both the situations, the null hypothesis of no association has
been disproved under the chi-square test.

Table 2.3 Poverty & Degree of Disability

20%-40% | 40%-50% | S0%-60% H0%-80% BOY%+ Total
Non-Foor 24 40 37 32 72 205
Poor 11 43 26 78 63 221
Total 35 83 63 110 135 426
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Stating alternatively, it is statistically proved that there exists an
interdependence between poverty and degree of disability. This supports the
hypothesis of the study that poverty and disability are closely linked with each
other. Many more dimensions of the linkages between poverty and disability
discussed in subsequent paragraphs lend further support to the hypothesis.

About 45.5 percent of the sample required an attendant of whom majority
were locomotor disabled (62.76 percent) and mentally disabled (58.51 percent).
In terms of attendant requirement of poor and non-poor persons, having over 60
percent disability, it was found that the percentage of persons (61.64 percent)
who required attendant care in case of poor was more than the non-poor. Only
23.47 percent of hearing disabled and 28 percent of the visually disabled admitted
that they needed an attendant.

Figure 2.7 Degree of Disability & Attendant Requirement
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In the category of persons who had more than 60 percent disability, poor
respondents, in both children (0-18 yrs) and adult (18 yrs and above) category
were higher in number than non-poor indicating that poor suffered higher degree
of disability on an average. When analyzed in terms of attendant requirement of
all persons, poor and non-poor having over 60 percent disability, it is found that
the percentage of respondents who require attendant care is higher in case of
poor than the non-poor. This only shows that the poor persons have a more
disabling environment due to poverty and resourcelessness which makes them
more attendant-needy than the non-poor. Also the relative opportunity cost of
the family attendant who has to abstain from work may be higher in the case of
poor persons.

60-80
27%

Respondents were almost equally divided on the question as to since when
he/she has been suffering from the disability as a marginally higher percentage
of them (50.5%) cited that they have acquired disability after birth.
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Figure 2.8 Cause of Disability
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Majority of responses confirmed that accident was the most common reason
for acquiring disability (41.2 percent) followed by lack of treatment (28.24 percent).
Amongst persons who acquired disability a higher percentage of poor (43.4
percent) cited, next to accident, either lack of treatment or timely detection as the
cause of disability as against a corresponding figure of only 29 percent in case of
non-poor. The number of respondents who cited lack of treatment was more than
double of the number of non-poor who gave the same reason.

About 86 percent of persons with mental disability covered under the study
stated that they had disability since birth which corroborates the fact that mental
retardation is birth related. This interestingly, matches with the comparable figure
of 87 percent of the national estimates of NSSO 2002. The study found that 64.3
percent hearing disabled and 42.7 percent visually disabled persons had such
disability since birth. Locomotor disability since birth was observed in only 20.7
percent cases and was more prominent in poor persons (11.22 percent) as
compared to non-poor (5.26 percent). The proportion of poor who had visual
disability (10.2 percent) and hearing disability (20.4 percent) since birth was higher
in case of persons below poverty line. This signifies that higher percentage of
poor persons suffer from disability since birth due to reasons of under
nourishment, malnutrition, poor hygienic condition, lack of care during pre-natal,
peri-natal and post natal stages in case of poor households. Poverty and disability
are thus closely interlinked.

Figure 2.9 Poverty and Type of Disability since Birth
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Amongst people who had disability since birth, 63.67 percent of peaple stated
that they were ignorant about the cause of disability. Of the people who cited a
cause, 22 percent felt that they had disability since birth due to malnutrition and
26 percent felt that disability was caused due to genetic factors. Amongst those
who cited malnutrition as the cause, poor people comprised the majority at 63
percent.

While 40 percent of males were emploved; only a meager 8.4 percent of
temales had employment. Whereas 53 percent of locomotor disabled persons could
find jobs, only 26 percent of hearing disabled could manage one. The mentally
disabled and visually disabled persons were worst sufferers as only 17 percent
and 14 percent of them respectively were reported to be employed. Percentage of
unemployment increased from 59 percent to 73 percent with increase in degree
of disability implying that higher the severity of disability, more difficult it is to
get work.

Of those employed, 38 percent earned their livelihood from wage labour or
casual labour, 34 percent of them were self employed. While 12 percent of them
had Government service, 14 percent worked in the private sector.

Table 2.4 Disability Type & Category of Employment

Self Casual | Wage | Salaried Salaried PvL. | Others| Total

Emplo- | Labour| Labour| Government | Employment

ymenl Employment
Locomotor | 28 13 19 6 7 0 75
Visual 2 1 0 1 8] 2 12
Hearing 9 5 2 3 3 D 22
Menlal 1 3 2 4 0 D 10
Total 40 22 23 14 16 2 117

Onset of disability in a person who has a job sometimes results in loss of the
job or change of work .The official national estimates of 2002 records that 37
percent of persons were working before onset of disability. The disabled population
covered under the study were asked whether they were doing any job before the
onset of disability. They were also asked if disability had been acquired and whether
it had resulted in either loss of job or reduction in their earning due to change of
work. 21.6 percent were doing some job or other before onset of disability of
which about 82 per cent persons admitted that it has cost them the job or resulted
in a change of job with reduced income levels. More than half (33.3 percent)of the
respondents who were affected by total job loss or change of job with reduced
income, reported having acquired disability levels of 60 percent or abave. They
constituted 61.53 percent of those employed at the time of study.
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Figure 2.10 Economic Loss Due to Disability
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This points to the fact that on account of disability as also downward
economic mobility, significant percentage of disabled persons were found
accessing Government facilities which is subsidized or free.

Among the respondents, 26% had taken loan from some source or other,
one fourth of whom had taken loan from money lenders. About 66.66 % of persons,
who had to borrow for managing their disability, were poor. About two third of
indebted poor had more than 60% disability.

Cost of treatment and care of disability was reported to be mostly met out of
savings (50.4%) or by Government (22.6%). Borrowing was the third major source
(11%) for both poor and non-poor. About two third of respondents who had to
borrow money for managing their disability, were found to be poor. Poor
respondents constituted 73.68% and 66.66% of the persons who had to go for sale
of assets or reduction of consumption as a means to meet the cost of treatment
and care.

Figure 2.11 Poverty & Sources of Meeting Cost of Treatment / Care
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An overwhelming 72% of the respondents stated that timely attention and/
or treatment would have reduced the extent of disability. Such feeling was more
rampant in case of persons from rural areas accessing rehabilitation services they
constituted about 71.49% of the rural population 62% stated that the impact would
have been significant. Overall, 56% of the respondents felt that money would
have helped in reducing disability. Two third felt that it could had played a
significant role. Lack of awareness of parents or self was considered by 61% of the
respondents as being responsible for increasing their degree of disability.
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Economic Costs of Disability and the Link

A person with disability, however poor, has to undertake the hardship of
meeting the cost of minimum aids & appliances, as also for its maintenance/
replacement etc. It was a difficult task to get the cost of disabilitv quantified not
only because the "hurting’ costs are social and psychoelogical in nature that needs
a different type of subjective analysis which this studv did not envisage, but also
the "spending’ costs or direct costs were difficult for respondents to calculate and
quote. In a number of cases the respondents were unable to quantify the figures
and therefore, only where concrete and precise figures were given, the same were
taken for estimation of the cost. Average costs had to be worked out by considering
each entry under specitied components as discussed below.

The fixed variety of costs included the cost of identification and issue of
certificate of disability that guarantees further benefits and concessions, cost of
purchase of aids and appliances, travel cost for purchase of the aids and appliances
as also for fitting of the same and the cost of preparing documents such as income
certificate, any other affidavit etc. which are required to be produced for assistance
from Government and NGOs.

The regular recurring costs included cost of repair of the aids / appliances
used, travel cost involved in getting it repaired, fitted or replaced along with
boarding and lodging cost in case he/she has to stay, opportunity cost of the person
who accompanies the disabled person and above all, the consultation and medicine
charges required for managing his disability.

Besides this, there exists other economic costs (categorized as special
additional costs under the study) i.e. cost of special education, separate transport
for education, if necessary, cost of making house barrier free for making it livable,
cost of keeping a full time/ part lime atlendant or even taking the help of family
member (full time/ part time) who may have an opportunity cost equivalent to
the income which the latter would have otherwise earned etc.

Though the cost varies substantially depending on the degree of disability,
nature and quality of aids and appliances required/ used, distance between place
of stay and consultation/ service centers, availability of repair facility in the place
of stay, extent of need for an attendant (full time/ part time) etc.,, an aggregate
average cost has been estimated to determine the level of additional expenditure
borne by the persons due to disability.

The responses of locomotor disabled persons reveal that on an average, they
bear Rs5.3771 as nonrecurring cost and Rs.4510 as recurring cost per annum due
to their disability. The monthly recurring cost of a locomotor disabled person
was thus estimated to be Rs 376. However, this does not include the cost for
education and opportunity cost for the attendant which has been given separately
for all categories of disabilities.

A visually disabled person spent on an average Rs.1073 per annum on
recurring basis after incurring an initial non recurring amount of Rs.5223. For
the hearing disabled persons, higher amoeunt of Rs. 10161 was estimated as the
nen-recurring cost as they claimed to have spent higher amount ,on an average
Rs.5362 towards initial cost of aids/appliances purchased and towards
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identification and issue of certificate of disability (Rs 1512) as compared to other
categories of disabled respondents. Hearing disabled persons incurred about
Rs.6193 per annum towards recurring expenditure. The mentally disabled had
spent R5.5738 as the nonrecurring expenditure and cited that they incurred Rs.8485
on an average, towards the recurring items of expenditure. There existed wide
variation in quoting the opportunity cost of the attendants by the respondents.

Acrass all disabilities, the average spending of the respondents against the
specific components of recurring and nonrecurring expenditure along with other
costs such as cost on special education and opportunity cost of aftendant are
given in the table below:

Table 2.5 Major Economic Costs of Disability

Type of Non-Recurring Recurring Cost on Opportunity
Disability Cuost Cost Education Cost of Attendant
Locomotor 3771 4510 3000 8611

Visual 5223 1073 3365 3450

Ilearing 10161 6193 4715 1952

Mental 5738 8485 6617 4568

All 6639 5036 4424 4645

The regular recurring cost incurred by the person with disabilities every
year, on an average, comes to about Rs. 5056, as cited by the respondents which
means that the additional monthly expenditure of a disabled person on an average,
was Rs.421/-, which was approximately equivalent to the average of the official
state specific poverty lines { Rs.441} used for the study .If education and
opportunity cost of attendants are added to this, the recurring cost of the disabled
person on an average comes ta Rs.1176. The nonrecurring costs are of course, to
be separately considered for understanding the total implications of the economic
cost of a disabled person.

Social Cost of Disability and the Link

The cost of secial and psychological burden of a disabled person is significant.
In order to ascertain the degree of social exclusion, questions were asked covering
aspects such as whether they think non-disabled persons have more respect in
society, whether they feel ashamed or cursed due to disability and also whether
thev avoid attending social functions, melas and public gatherings due to disability.
Wherever a respondent answered in affirmative in at least any one of the three
questions, he/she was categorized as facing social exclusion due to disability. The
results show that 74.8% out of the total sample feel socially excluded. Marginally
higher percentage of people (77%) at higher degree of disability felt that they are
not included in their society due to disability. As high as 80% poor-respondents

(¢4

felt that they were socially excluded as against 69% in case of non-poor
respondents.

As regards discrimination at home, workplace, schoal, community, access
to education or access to livelihood/employment, analysis shows that about 57%
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felt discriminated in at least one of these areas, with proportion of such persons
being higher in case of poor respondents (65.6%) than the non-poor (47.3%). A
higher percentage of persons with mental disability felt discriminated (61.7%) as
compared to other types of disabled persons.

Poverty, Rehabilitation Services & Benefits

Disability Certificate was issued in 61.03% cases only. Aids and Appliances
were received by 75% respondents from government agencies of which only 27%
were females. 21.67%, claimed that they or their family members had purchased
it.

There exists provision of various concessions and benefits to the disabled
persons by the Central/ State Governments such as concessions and facilities in
travel, loan, education, scholarships and reservation in employment etc. It was
found that even amongst those who come to Government centres; a little less
than half of them had not taken any benefit. Travel concession has been availed
by the most but there was no single respondent who claimed to have availed all
the benefits. Only two persons out of those accessing the centres had availed the
concessional loan facility.

Impact of rehabilitation services was almost uniform across poverty and
degree of disability and to some extent across different types of disability in which
case it ranged from 85% to 96%.

Over 70% of those who used aids and appliances felt that their life had
improved significantly after using aids and appliances. Half of the respondents
stated that income and standard of living had perceptively gone up and their
earning capacity had gone up due to use of aids and appliances.

About 78% of the respondents felt that there was some impact of rehabilitation
services taking inte account the dimensions such as financial burden on family,
mobility, productivity, income potential, social status and confidence. 61.4% felt
that their condition has improved significantly after the rehabilitation services
were provided. Two third felt that financial burden on family has reduced due to
rehabilitation services of which 34 % felt that it has affected them significantly.
Over four fifth conveyed that their mobility has increased due to rehabilitation
services availed by them. About 70% of the respondents felt that rehabilitation
services had actually increased productivity and income potential. As regards
increase in social status and confidence, an overwhelming percentage (92%)
suggest that the confidence increases with rehabilitation services as against 83%
respondents supporting the contention that social status increases consequent to
providing rehabilitation services to any person with disability

The study has traced the causative factors of how, on the one hand, disability
accentuates poverty due to the additional cost, social exclusion and consequentially
downward mobility and how poverty hits a person with malnutrition,
undernourishment, lack of timely detection and lack of treatment. Disability results
inlimiting ones functional capacity in daily living as also at work to varying degrees
depending upon the nature and extent of disability on the one hand and the aids
and appliances as also other rehabilitation services available on the other. Disability
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impoverishes and pulls the disabled person economically downward. An income-
poor household with a disabled member in it suffers from multifarious problems
such as lack of money for adequate food and nutrition, lack of timely attention
and treatment and above all high level of ignorance and lack of awareness about
the causes of disability that affects before, during and immediately after birth.
The poor persons have a more disabling environment due to poverty and
resourcelessness which makes them more vulnerable than the non-poor. Also the
relative opportunity cost of the family attendant as a proportion of household
income is more for poor than in the case of non-poor persons.

Government Interventions and Support over the Five Year Plans

During the three first three five year plans {1955-69), the sole support to the
disabled persons comprised grants in aid to NGOs and the establishment of
National Training Institutes (Erb and Harris-White, 2002). The outlay for the
disability sector as well as NGO assistance for welfare of the persons with
disabilities is given in Table 3.2 below:

Table No. 2.6 Plan Outlays for Disability Sector (Rs. Million)

Plans 4% Plan 3" Plan 6" Plan 7™ Plan &" Plan 9" Plan 10* Plan
Years 1969-74  1974-78  1979-83  1985-90 1992-97 1997-2002  2002-2007
Outlay 975 245( 151) 425(73) 460(8) 2140(365) 9509(344) 14541(33)
NGO 60 111(85)  185(67) 210(14) 1085(417) 3765(247) 8575(128)
Assistance

N.B. Brackets indicate percentage increase over previous plan periods
Source: Susan Erb and Barbara [ larris-White ‘Outcast from Social Welfare ‘till 7th Plan and
MSJE from 2th Plan onwards

It can be observed that the outlay for the disability sector increased
substantially in the Lighth Plan and Ninth Plan by 365% and 344% over the
previous plan period respectively against only eight per cent increase in Seventh
Plan clearly indicating the effect of rise of national awareness and decision of the
policy makers that was coupled with the historic and ambitious Persons with
Disabilities Act, 1995.
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The NGO sector also got the increase in the Eighth Plan and Ninth Plan by
417% and 247% over the previous plan period respectively against only 14%
increase in Seventh Plan. The tenth plan promises a further quantum jump in the
activities in this sector through committing an outlay that is 128 per cent higher
than the 9th plan outlay.

The year wise outlays and expenditure for the Ninth Plan is given in Table
3.3 Analysis shows that the annual outlay for the disability sector as a whole as a
percentage of the total outlay of the Ministry of Social Justice and Empowerment
which is responsible for schemes and programmes for the disadvantaged, has
increased from 10.08 percent in 1997-98 to 19.67% in 2000-01 and thereafter, to
19.45 % in 2001-02. During the entire plan period however, the expenditure in
disability sector constituted 14.97% against the targeted 15.77 %. As regards the
NGO sector, the allocation as a percentage of disability sector fluctuated between
26.61% and 51.22%. However, at the end of the plan period, the share of
Government assistance to the NGO sector was 48.58% as against the envisaged
39.59%.



Table No 2.7 Year wise Plan Outlay & Expenditure for Disability Sector Schemes-1997-02

{Rs. Million)
Years 1997-98 | 1997-98 | 1998-99 [ 1998-99|1999-20001999-2000| 2000-01 | 2000-01 [ 2001-02| 2001-02 | 1997-02 [ 1997-02
Outlay | Expndr. | Outlay | Expndr.[ Outlay | Expndr. | Outlay | Expndr. | Outlay | Expndr. | Total Total
9thplan | 9thplan
Outlay | Expndr.
MSJE/ Social 10630 7256 11517 9439 11472 10780 13336 10581 13327 11931 60282 30409
Welfare Sector
Disability 1071 567 1420 1076 1802 1348 2623 2178 2592 2379 9509 7548
Sector * (10.08) | (7.81) | (12.33) | (11.40) [ (15.71) | (12.50) | {19.67) | (19.83) | (19.45) | (19.94) [ (15.77) | (14.97)
NGO Disability 285 291 710 598 923 824 837 911 1010 1043 3765 3667
Sector ** (26.61) | (51.32) (50) (35.38) | (51.22) | (61.13) [ (31.91) | (41.83) | (38.97) [ (43.84) | (39.59) | (48.58)

* Brackets indicate percentage share of social sector outlay/expenditure

** Brackels indicale percenlage share of disabilily seclor ouLlay/expendilure

BE is laken as oullay

N.B. Social Welfare sector outlay pertains to MSJE outlay that excludes tribal development schemes

Source: MSJE

o
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Tenth Plan Commitments and Perspectives

Tenth Plan 2002-07 commits for ensuring rights of disabled persons through
effective implementation of the Disabilities Act, 1995 and rehabilitation of Disabled
during the Plan period. Under the policy imperatives and programme initiatives
of the Government of India for the tenth plan, it is proposed to introduce a
Component Plan for the Disabled in the budget of all the related Ministries/
Departments, in order to ensure flow of adequate financial resources to the un-
reached, so as to make as many disabled as possible active, self-reliant and
productive.14The outlays allocated for the Tenth Plan are given in Table 3.4 below:

Table No. 2.8 Year wise Proposed Plan Qutlay for Disability Sector
Schemes-2002-07 (Government of India, Planning commission)

(Rs. Million)

Years 2002-03 | 2003-04 2004-05 2005-06 2006-07 2002-07
Outlay Outlay Outlay Outlay Outlay Total %th

Plan
Outlay

MSJE 14100 15375 17679 18701 20145 85300

Social Welfare

Sector

Diisability 2295 2584 2947 3237 3478 14541

Sector * (16.28) (16.81) (17.26) {17.31}) {17.26) (17.05)

NGO 1270 1480 1729 1965 2131 8575

Disability (35.34) (37.28) (58.67) (60.70) (61.27) {58.97)

Sector **

* Brackets indicate percentage share of social sector outlay
** Brackets indicate percentage share of disability sector outlay

N.B. Social welfare seclor outlay perlains to MS] E oultlay thal excludes tribal development
schemes.
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Suggestions

(i) Rigorous Policy Analysis

India has made major strides in the field of disability rehabilitation efforts in
the 19905 in terms of enacting laws, increasing funds availability for aids and
appliances and NGO support, building institutions and decentralizing delivery
units. However, there appears to be no rigorous academic effort for analysis of
the policy. There is a need for the Government to engage in a serious policy analysis
including diagnosing the underlying problem of rehabilitation, exploring whether
alternatives for policy choice exist, evaluating the policy outcomes and forecasting
the consequences and making a preferred choice after looking at the alternatives
and their implication. This will place the public authorities in a stronger ground
than pushing through the beaten path in a traditional manner with sub-optimal
delivery of rehabilitation services and empowerment outcomes.

{ii) Participatory Policy (PPA) Analysis

An Integrated Policy Analysis of the Disability sector covering both
retrospective  and prospective analysis is required. PPA has a number of benefits.
Policy makers could have greater confidence that a more complete spectrum of
evidence had been incorporated into the analytic exercise, thereby providing a
greater likelihood of policy’s or programmes (that is, personal) success. (Peter De
Leon, 1992). However, there is a risk involved in choosing the representatives of
the target population, which in this case, are disabled persons. Right selection of
representatives who can make meaningful contributions while participating in
policy deliberations will make a successful analysis and thus, lead to better
outcomes.

{iii) Effective Evaluation

The basic rationale for evaluation in the first instance, is fixing accountability
followed by learning from the implementation of a policy. Some stakeholders
may be more interested in accountability while others may be more interested in
learning, particularly in using the evaluation to improve processes and outputs
or to make an impact on policy and social change both locally and nationally; in
practice, many will be interested in both. 1t is a curious fact that despite the
widespread support for evaluation, there is also deep seated resistance to it within
many organizations. The reasons for this are complex and diverse, but it is possible
to find a pattern to the resistance which seems to be based on some core beliefs
held by organizations in different sectors. These beliefs are myths because they
are so deep-seated and pervasive but influence behaviour in subtle and decisive
ways - are to be found in the private sector, the public sector and the voluntary
sector and provide separate rationales for resistance to being fully accountable to
all their stakeholders (Kieran, 1999). There exist myths about the sincerity of
performance amongst the implementers. The NGOs have the myth of good
intentions: “we mean well’. The Government and Statutory agencies, similarly
have the myth of competence: ‘we know best’. Mayo called the myth of good
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intentions of voluntary organizations as the ‘fantasy of improvement’ {Maya, 1996).
This myth holds on the fact that good intentions always leads to good actions and
good results because it is presumed that those who mean well do well in reality.
This feeling has to be shed away and a proper and critical evaluation of
performance may be initiated and corrective measures, if needed be taken. The
development of appropriate indicators to measure performance is also equally
important. Evaluation of Disability Policy with all its dimensions including the
actual and desired role of the various Ministries/Departments of the Central
Government, State Governments and Local Administrations, scope of change of
policy elements, change in implementational approaches etc. will help streamline
the policy as well as implementation perspectives. Regular internal evaluations
interspersed with unbiased external evaluations together with analysis of
gualitative and quantitative data will improve the policy performance manifold.
Formative evaluation (which influences the intervention as it is occurring) will be
more relevant in this case than summative evaluation {which takes place when
the intervention is completed) as rehabilitation governance is mastly an ongoing
process.

(iv} Developing Electronic Governance for Disabled Persons (E-GOD) in India

The present performance monitoring system is ridden with the weaknesses
such as disorganized information system, often duplicated with multiple charmels
and redundancies, repetitive flow of information, time lag, limited use of electronic-
mailing, discrepancies in information and above all, a proper MIS. It is proposed
that E-Governance for Disabled Persons (may be called as E_GOD, hereafter} can
immensely benefit this marginalized section of the society. [t will also improve
accountability, efficiency and effectiveness of the delivery system. The
commitments of Disability Act are many but the delivery system is not as efficient
and as adequate so as to ensure equal opportunities and tull participation of
persons with disabilities in the mainstream activities of the society in a speedy
manner. The aims of Electronic Governance for disabled persons can be formulated
to include the following:

*  Increasing efficiency and effectiveness of government delivery systems.
e Improving transparency and monitoring of disability welfare activity.
» Increased public interfaces such as Government - Disabled interface,

Government - NGOs interface, Central Government - State Government
interface, etc.

»  Dissemination of complete information on all aspects of prevention, early
detection, availability of rehabilitation services, aids & appliances,
government schemes and concessions, R&D in the field of disability, etc.

»  The thrust should remain in covering remote rural areas and poor - disabled
persons.

»  Special consideration/information for severely disabled i.e. disability with
greater than 80% needs to be built inte system.
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. Electronic Governance to be developed for persons with disabilities to have
SMARTLR features such as decentralization and empowerment of people at
the grassroots, an equitable honest system which can be easily tracked, an
accessible responsive and transparent system with efficiency and features
that can be strategically reengineered in view of the dynamic information
society.

The Government needs to get into the information stage after creating an
MIS for following up its own activities. At the first stage, a static website may be
created engulfing all the organisations of the Central Government, with expansion
of networking up to District level. Information {G2C) through internet presence
is the District Centres/ Institutes regarding various aspects including general
information on disability, disability statistics, prevention, early detection,
availability of specialized rehabilitation services, NGOs/Health Organization
working in the field along with their specialties, availability of aids and appliances,
availability of aids and appliances and their cost inside and outside the country,
recent applied research going on in the field and likely benefits, educational
facilities (schools/colleges/higher education in the field of disability ,Central/State
Government Concessions for disabled persons, details of Acts such as Persons
with Disabilities Act, 1995, National Trust Act, 1999, RCI Act, 1992, List of identified
posts for persons with disabilities {(persons with disabilities),Guidelines for
evalution of disability, details of services available in all government/private
institutions ete.

The data base on the internet website can be made a dynamic one with wide
data base connectivity. Interaction levels of the E-GOD may involve a complex
two way system encompassing all actors/stakeholders i.e. Central Government,
State government, Local Administration (District Level), Civil Society, National
Institutes, DDRCs/DDRCs/RRTCs/RSICs/CRCs, ALIMCO, NHFDC, National
Trust, o/o CCD, RCI and the persons with disabilities. The interactive dynamic
website models can help serving the following purpose:

*  Interactive knowledge data bases can be created and accessed amongst all
the service providing Government Institutions, all major NGOs working in
the Disability Sector and the Ministry {G2G).

* Complaints and suggestions of NGOs can be handled by the Ministry or
through the Specialized National Institutions. (G2G).

. Disabled persons should be able to download various forms from this
interaction based website including on-line help for filling forms such as
Income-Tax returns, issue of disability certificate, application for special
scholarships and concessions granted to the disabled (G2C).

»  Consultation/Referral services can be provided by the National Institutes
through this website to the Disabled persons
. Suc-moto information on special services initiated by the Government,

concessions granted that involves a feedback from eligible disabled persons,
can be provided (G2C).
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(v) Contextual Challenges

Five major dimensions of the policy-context in India, which appear crucial
to defining the parameters of expectation regarding public policy as well as its
actual effects, deserve to be discussed in this context. These pertain to extreme
resource disparities, uneven representation in governance, knowledge -power
network, discursive context and institutional relations (Dolly, 2002). In the context
of Disability Policy these challenges are reflected in the phenomena such as higher
incidence and prevalence of disability amongst the rural poor, inextricable poverty
and disability links, skewed representation of the urban-centric disabled persons
and grant receiving organisations in the policy/decision making bodies of the
Government, discursive impact of international developments for a rights based
paradigm and above all, the complexities of coordinated activities amongst the
seemingly water-tight Ministries/ Departments of the Centre, State Governments
and local bodies for ensuring speedy and effective implementation of the Disability
Palicy. All these complex challenges are to be recognized with all seriousness and
suitably addressed.

(vi) Sensitization of Implementers

Rigorous training and orientation needs to be imparted to the rehabilitation
staff at the grassroots about the real policy objectives and the final goal they aim
to achieve. The NGOs need to have a broader perspective about their goal and
role. All the bureaucrats directly or indirectly involved in welfare of the disabled,
be it education, employment, economic upliftment or rehabilitation, need to get
the big picture and the vision and mission of the policy.

{vii) Disability Certificates

Issue of Disability Certificates needs to be attended to on priority basis by
appropriate Governments with special emphasis on persons staying in remote
and rural areas.

{viii) Rehabilitation Services

There exists a substantial gender bias in terms of persons who access the
Government institutional rehabilitation services as male representation was
observed to be uniformly dominant at about 71% amongst poor as well as non-
poor respandents. Females constitute only 27% of persons who received aids and
appliances from the Government. There is a dire need for expanding outreach
services for the poor persons in rural areas by the Government. Besides, female
population needs to be targeted through an effective, if necessary, special
intervention strategy.

(ix) Integrated Approach

Poverty and disability are closely inter-woven and therefore there is a need
for an integrated approach to handle the same. Besides making the disabled get
the minimum three per cent benefit of all the rural development programmes
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which is statutory, the poverty line criteria for the disabled-poor needs to be
specially looked into in depth and prima-facie, increased to cover this doubly
economically and soclally disadvantaged group and provide them access te the
poverty amelioration programmes.

{x) Safety Norms

The study reveals that accident was the most common reason for acquiring
disability followed by lack of treatment which makes a case for stringent measures
to reduce traffic related accidents, strengthening and providing more number of
trauma centres, and strict adherence of safety norms in hazardous jobs.

(xi) Awareness Generation & Information Dissemination

Ignorance about the cause of disability since birth was observed in majority
cases under the study conducted by the author. Information dissemination and
generation of awareness about prevention and early detection of disability,
especially in rural areas needs to be taken up in a mass scale. Integrating efforts of
all related wings of the Central, State, Local as also NGOs will yield better results.
Early detection, early intervention and education about the causes of disability
should be taken up in a mass scale with the help the grass-root level functionaries.

(xii) Training & Employment

Vocational training taken up for persons with disabilities are mostly in
traditional areas and does not lead to a sustainable employment strategy, with
advent of ICT, non-traditional areas including those involving use of computers
should be encouraged. Employment opportunities in the Government and private
sector need to be expanded. The revised list of identified posts for persons with
disabilities taken out by the Government less than three years ago needs to be
earmarked as the starting point and more jobs can be identified and added with
advancement of technology. Reservation provisions on employment needs stricter
monitoring. Self employment through concessional loans from NHFDC and its
channelizing agencies need te be promoted effectively.

(xiti) Poverty Alleviation Programmes

There exists a strong linkage between poverty and disability. Therefore,
poverty alleviation programmes for capacity-building, social security and
sustainable livelihood programmes etc, need to be taken up effectively in an
integrated manner so as to ameliorate the conditions of persons who are poor as

well as disabled.

{xiv) Research

Research in the field of disability is quite limited. [unctional research need
to be expanded. Academic research leading to better planning and policy needs
to be encouraged and supported.
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Conclusion

This chapter has clearly brought out the strong linkages between poverty
and disability. The study undertaken by the author also corroborates the same.
The three per cent reservation provisions in jobs, in education and in all poverty
alleviation schemes are to be implemented in right earnest to ameliorate the
conditions of the poor physically and mentally challenged population. Private
sector initiatives in organized sector coupled with effective delivery system for
making the concessional facilities available to the poor and disabled persons will
help breaking the vicious cycle of poverty and disability. Increasing the poverty
line criteria for the disabled persons also needs consideration by the planners.
Problem of mability and physical barriers are the road-blocks for the disabled in
accessing facilities, accessing people and accessing information. Mitigating the
problem requires resources and attention. Equally important is the social exclusion
and discrimination that a disabled person faces in life which makes it miserable
tor him to live in society, not to talk of getting equal opportunity and full
participation in mainstream activities which is far from real, even today. The study,
based on perceptual responses, corroborates the general feeling that majority of
disabled feel socially excluded and discriminated. The attitudinal barriers are
therefore, the real barriers that need to be crossed over in the first place. Higher
inflow of resources to the sector to the schemes and programmes run in the social
welfare sector as also through the tenth plan committed component plan approach
coupled with capacity building of NGOs for working in the remote rural areas
are required to be ensured in order to materialize the commitment of an inclusive,
barrier-tree and rights- based society.
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Chapter 3

Biwako Millennium Framework
for Action - A Guide for Future

L. Govinda Rao

P:.;rmdigm shift in the rehabilitation of the persons with disability is imperative,
which is founded an e rights based and empowerment approach. This chaptey draws a
comprehensive road map touching cach taryet point of Biwake Milleniium Framework for
Action {2003-2012). The author betieve that there is greater need for convergence of actions
by various developmental agencies in the country and the Government need fo inject support
led programmes while inspiring the community to come up with growth mediated initiatives.
He stresses that existing progranunes and schemes of alf the Ministries of Union and State
Governinents should extend to the persons with disabilitics as a special component as
envisaged in the Tenth Five Year Plan document.

Introduction

Disability is embedded as another variation in God’s creation of mankind
itself. Kofi Annan, U.N. Secretary General has aptly stated that we must remember
disabilities are another manifestation of human diversity. Finklestein (1980) has
divided the history of disability into three distinct and sequential phases. The
period before the European industrial revolution was termed as first phase which
was characterized by agrarian feudalism and some cottage industries. During
this period, there was scant social mobility and the mode of production did not
exclude disabled people from active participation in their local communities. The
second phase was associated with the industrial revolution and immediate
aftermath, when disabled people were effectively excluded from being engaged
in paid employment. This was due to the fact that they were not able to maintain
the pace set by the factory system. As a consequence, disabled people were
separated and socially excluded from mainstream social and economic activity.
Finklestein maintains that during the third phase, which relates to the current
period, disabled people will witness and experience their liberation from social
oppression (Lang, 2000), which is rights based and empowerment oriented.
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Paradigm Shift - A Rights Based and Empowerment Approach

Success of the rehabilitation programmes largely depends on the quality of
life of the persons with disabilities. In accordance with the International
Association for the Scientific Study of Intellectual Disabilities (IASSID) (Schalock
et.al. 2003}, the conceptualization principles of the quality of life are as under:

. It is composed of those same factors and relationships for people with
intellectual disabilities that are important to those without disabilities.

e Itis composed of a person’s needs and wants are met and when one has the
oppartunity to pursue life enrichment in major life settings.

e [tis composed of both subjective and objective components; but it is primarilv
the perception of the individual that reflects the quality of life he/she
experiences.

¢ [t is composed of individual needs, choices and control,

e It is composed multidimensional construct influenced by personal and
environmental factors such as intimate relationships, family lite, friendships,
work, neighborhood, city or town of residence, housing, education, health,
standard of living, and the state of one’s nation.

Historically, being an agrarian country, India is endowed with a large
population living in rural area. Indian villages are traditionally known for their
culture of community living. Persons with disabilities were treated as equals and
part of the community and they are eventually included. They were provided
due care and rehabilitation services through the institution of family and village.
Indeed, many of the mild and moderate ones used to get mingled and had the
social acceptance in the mainstream. The institution of family used to be a major
strength in the care of the persons with severe and profound disability in the
rural India, which is seen to be wanting now. Rehabilitation services for the persons
with disability in an organized manner started as a movement after Independence,
particularly with the influence of whanization and industrialization. In the
subsequent times many developmental programmes have been launched in which
both the government and non-government organizations have worked together
to create facilities for the rehabilitation services for the persons with disabilities.
Gradually, a paradigm shift (Rao, 2002) is taking place.
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Figure 3.1. Typology of Paradigm Shift (Rao 2002)
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International Scenario

Svstematic efforts have started only after the [nternational Year of Disabled
Persons (IYDP) in 1981 although in the last quarter of 19th Century there were
voluntary organizations working in areas of education, training and rehabilitation
of the disabled. Government of India is a signatory to various UN resalutions
concerning the disabled persons. The UN resolution 37/52 of 3rd December, 1982
is a very significant UN instrument, aimed at achieving full participation and
equality and protection of rights of persons with disabilities, which followed the
International Year of Disabled Persons in 1981. Subsequently, the Asian and Pacific
Decade of Disabled Persons (1993-2002) was observed imimediately after the UN
Decade of Disabled Persons (1983-1992). The Asia and Pacific Decade has focused
on twelve policy areas viz., national coordination, legislation, information, public
awareness, accessibility and communication, education, training, employment,
prevention of causes of disability, rehabilitation services, assistive devices, self-
help organizations and regicnal cooperation.

Recently, the Biwako Millennium Framework for Action towards an inclusive,
barrier-free and rights-based society for persons with disabilities in Asia and the
Pacific was adopted in the 58th session for Resolution 58/4 on 22nd May, 2002 in
Japan. The resolution proclaimed extension of the Asian and Pacific Decade of
Disabled Persons 1993-2002, for another decade, 2003-2012.



78 L. Govinda Rao

Constitutional Provisions

Not only being the signatory to the UN resolution, but being aware of its
constitutional obligations, Government of India has introduced various
programmes and schemes for the welfare of the persons with disabilities. The
Constitution of India itself affords protection to the rights of persons with
disabilities through Articles 15 and 41. Under the Constitution the disabled persons
have been guaranteed the Fundamental Rights as available to other citizens of
the country viz., equality of opportunity, no discrimination, no untouchability, no
traffic in human beings, provision of employment of children, freedom of religion,
right to the language, script or culture, right to franchise, right to property, right
to enforce fundamental rights, access to education in any educational institution,
right to work.

The State has also the obligation to apply the Directive Principles of State
Policy of securing a social order in promotion of the welfare of the people. The
State Policy has to be directed to minimize inequalities, secure right to an adequate
means of Hvelihood and also secure that the operation of legal system promotes
justice. The State shall secure that free legal aid is provided to ensure that
opportunities for securing justice are not denied to any citizen by reason of
economic or other disabilities. The State shall make provisions for ensuring the
right to work to education and public assistance in false of unemployment, old
age, sickness and disablement and in other cases of underserved want. The State
shall endeavour to provide for free and compulsory education for all children
until they complete the age of 14 years. The State also has the responsibility of
promoting with special care the educational and economic interests of the weaker
sections of the people.

Government Initiatives

The initiatives of the Government can be summarized as under;

e National Institutes in various areas of the disabilities, National Handicapped
Finance Development Corporation, Composite Regional Centers, Regional
Rehabilitation Centres for Persons with Spinal Injuries, ALIMCO, District
Disability Rehabilitation Centres and work towards capacity building in the
area of disability rehabilitation apart from ensuring delivery of services to
the persons with disabilities.

*  Creating infrastructure for capacity building in terms of human resource
development, rehabilitation services model development, research and
development, promotion of NGO’s for direct delivery of services, providing
technical assistance, etc.

. Suppaort for scientifically manufactured aids and appliances, under Science
and Technology Mission Mode.

e  Providing Education through Integrated Education of the Disabled (IED)
and Sarva Siksha Abhivan (SSA).

e Developing programmes for providing aids and appliances, benefits and
concessions directly to the persons with disabilities, developing programmes
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for extending financial assistance to the NGOs to promote rehabilitation
services for the persons with disabilities.

*  Bringing out legislations to ensure rights based society for the persons with
disabilities, quality and standards in the Human Resource Development
Programmes, delivery of services and reaching the services for the persons
with disabilities. Provision for empowerment for independent living is
covered in three i.e. Rehabilitation Council of India Act, (1992), Persons
with Disabilities (Cqual Opportunities, Protection of Rights and Full
Participation) Act, 1995, National Trust for Welfare of Persons with Autism,
Cerebral palsy, Mental Retardation and Multiple Disabilities Act, 1999. The
office of the Chief Commissioner for Persons with Disabilities (1998) and the
National Commission for Persons with Disabilities (2003} has been set up.

These initiatives of Government of India are called support-led strategies
for creating a base for the development and growth of rehabilitation services,
which will be discussed in subsequent chapters.

Role of NGOs

The growth-mediated strategies are usually seen in the formation of voluntary
organizations engaged in the disability rehabilitation programmes. These
voluntary organizations are also called Non-Government Organizations.  The
World Bank defines NGOs as ” private organizations that pursue activities to relieve
suffering, promote the interests of the poor, protect the environment, provide
basic social services, or undertake community development”. Green and Mathias
(1997) defined NGOs as “Organizations that are formally constituted, with a
primarily non-profit-seeking objective of a group or community wider than the
direct membership of the organization and with a decision-making authority
independent of government. They may achieve their aims in a variety of ways
ranging from direct service provision through to the support of other NGQOs”.
Korten (1990) classifies NGOs into a wide variety of organizations. They include:
(1) Voluntary organizations that pursue a social mission driven by a commitment
to shared wvalues; (2) Public Service contractors that function as market oriented
non-profit business serving public purposes; (3) People’s organizations that
represent their members’ interests, have member accountable leadership, and
are substantially self-reliant; and (4) Governmental-nongovernmental
organizations that are creations of government and serve as instruments of
government policy. Non-government organizations are an essential part of the
change and development in the society in many countries. The scale and diversity
of NGOs is remarkably varied and some chief characteristics are:

e  Promotion of non-profit seeking objectives of specified groups.

e TFocus on programmes and activities aimed at providing relief and
empowerment to the disabled and disadvantaged.

e (rganize activities that are generally aimed at relieving the suffering and
promote the interests of the poor.

e Organize and execute community development programmes in select
functional areas and having membership bevond regional confines.
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Enjoy operational freedom in decision-making process free from the clincher
of government control.

Self-reliant with regard to resources for pursuing social programmes.

LExhibit high degree of commitment for organizing social service involving
the community.

The UNESCAP/UNDP (1991) document on NGOs clarifies four ways in which

the government might make use of NGOs in any country:

NGOs may substitute for the government in the formal delivery of specific
services.

NGOs may supplement the service delivery role of the government, either
through delivering certain services for which government structures are not
suited or by delivering the same types of services as the government but to
population sectors to which the government structures find it difficult to
reach.

NGOs may engage in community development work that is often essential
for ensuring that normal service delivery achieves its objectives.

NGOs can assist in ensuring that statutory development reflects grassroots
realities by contributing their experience directly to the planning process,
acting as a pressure on the government to be responsive and facilitating the
people’s own access to all stages in the planning and delivery of services.

Robinson (1992) described the following factors for the success of NGOs.
Beneficiary participation in planning design and implementation of projects
(the objectives should correspond with the priorities of the poor and the
beneficiaries regularly consulted).

Strong and competent leadership, skilled management and overall vision of
the project goals (leaders were able to maintain communication with the
government, circumvent problems and mobilize rescurces; excessive,
centralised decision-making undermined staff commitment).

Staff commitment and their empathy with intended beneficiaries (well-
trained and educated staff motivated by a reasonable level of remuneration
and decent working conditions).

NGOs have the capacity to substitute the government efforts in the formal

delivery of specific services. As they are locally based and provide scope for
beneficiary participation, their commitment and empathy to the services is beyond
doubt in majority of the cases. The NGO programmes are less expensive without
bureauecratic hassles and with direct action in the field. Although NGOs movement
in India has increased manifold, there is inadequacy in the capacities available in
terms of number of organizations in various fields of social development and
regions when compared with the countries abroad, particularly in the field of
disability rehabilitation. As observed by Kalam and Rajan (1998):

“Many NGOs and youth organizations can be fruitfully utilized to fulfill
major life-saving missions.

There are many NGOs and a number of local initiatives that work well.
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¢ In order to realize the potential of NGOs and its usefulness HRD cannot
remain an exclusive domain of the corporate sector, but be a participating
process of the NGO sector”.

Convergence of Rehabilitation Strategies - A Model

As per N5S50 58th round, the number of disabled persons estimated is 18.53
million forming 1.8percent of the total population. In a developing country like
India, the support-led strategies from all developmental departments are essential
to ensure enabling conditions and empowerment of the persons with mental
retardation and their families, for which the government initiatives in various
areas of the life-cycle needs are to be increased further. The support led strategies
will also help in inducing growth-mediated strategies, which in any case related
to the econemic health of the country. Government’s role in taking the advantage
of the economic growth and social development needs no emphasis.

Convergence between the support-led and growth-mediated strategies will
be successful only when in-house convergence among the various Ministries of
the Government of India and the Departments of State Government takes place.
Based on the approach to convergence, endeavours should be made to bring in
fusion in the support led strategies and growth mediated strategies, for which
there is a need for a planned effort to develop programmes interfacing the
Government and community. Similarly there is a need to develop action plans
right from District level to State and Central level for convergence of various
schemes and programmes in vogue in the country including community initiatives.

In addition to the specific programmes and schemes in vogue, the
programmes meant for Scheduled Castes, Scheduled Tribes, Backward Classes,
Minorities, and persons benefited under 5ocial Defence programmes being
implemented by the Ministry of Social Justice and Empowerment should definitely
cover the persons with disabilities. Similarly, the programmes under various
Ministries viz., Health, Human Resource Development, Women and Child
Development, Labour and Employment, Rural Development, Urban Development,
Information and Breadcasting and Information Technology should strive to focus
on extending the benefits of the persons with disabilities through their respective
schemes. The list of the existing Government of India schemes and programmes
of various Ministries is given in Appendix-1.
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Figure-3.2: Graphical presentation of Rehabilitation Strategies (Rao, 2003)
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Based on the above concept, the systematic framework of the strategies to be

adopted for India is shown below.

Fig. 3.3 - Support-led Strategies
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Promoting cultural and sports and games
for the persons with mental retardation
Creating public awareness and preparing
the community for a rights based society
Fast track treatment to the families with
disabilities.

Adaptation and restructuring of the work
environment

Orientation and augmentative devices for
independent living of the persons with
mental retardation

Promoting cultural and sports and games
for the persons with mental retardation
Creating public awareness and preparing
the community for a rights based society
Fast track treatment to the families with
disabilities.
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Over three-fourth of the population lives in rural area, which includes the
persons with disabilities. Therefore, the people with disabilities are naturally in
the community itself. Many persons with mild and moderate mental retardation
are in the social milieu. The educational and rehabilitation programmes can
become successful when the regular departments engaged in developmental
programmes include the disability component compulsorily and obligingly in
their programmes as a social mandate. So far in India, the momentum has vet to
pick up, which however, is visible in the education sector. These programmes
have to be properly planned in consultation with the people and departments
concerned including the persons with disabilities. Despite the need for inclusion,
efforts of 85 percent of the children with disabilities in the regular settings, special
settings are still needed for the remaining 15percent of the severe and profound
categories. It is a well known theory that persons with disabilities trained in the
community based vocational training set up will have more acceptance and more
likely to be employed as adults than those who receive vocational training in
simulated work settings. Disability is the product of not merely of the individual’s
limitations but also the barriers of built environment, viz., physical, social, cultural,
political and psychological. The vicious triad of poverty, disability and illiteracy
has colossal impact on the population living in rural area and urban slums.
Exclusion from education has a cascading and consequential exclusion effect in
all aspects of individuals life viz., lack of opportunities for further personal
development, diminishing access to vocational training, employment, income
generation and business development. Disability limits active participation in
their families. They are liable for economic and social dependence. Their
vulnerability becomes a cause for self-perpetuating and inter generational cycle
affecting the lives of the persons with disabilities and their families. When
education is denied the lives become hopeless and powerless.

Biwako Millenninm Framework for Action - Inclusive,
Barrier Free and Rights Based Society.

The World Summit for Social Development held at Copenhagen in March
1995 in its Copenhagen Declaration on Social Development noted that people
with disabilities, as one of the world’s largest minorities, are often forced into
poverty, unemployment and social isolation, At the regional review meeting in
1995, the commission adopted 107 specific targets in 12 policy areas of Asian and
Pacific Decade of Disabled Persons - 1993-2002, which was further, strengthened
in 1999 and endorsed by the Commission at its 56th session in 2000. The Asian
Pacific Decade of Disabled Persons was extended for another decade, 2003-2012
in order to promote an inclusion, barrier free and rights based society for people
with disabilities in the Asian and Pacific region in the 21st Century. It is now
popularly known as Biwakoe Millennium Framework for Action (BMFA). It has 7
priority areas for action, 21 targets and 62 actions.
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Fig. 3.5 -Graphic presentation of the priority areas of
Biwako Millennium Framework for Action
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For each priority area, the following have been identified: (a) critical issues,
(b) millennium development goals, where applicable, (c) targets of the Biwako
Framework and (d) action required to achieve those targets

Four of the priority areas concern with direct empowerment to the persons
with disabilities while the remaining three addresses the issues related to enabling
conditions. Together these actions would certainly realize the goals of inclusive,
barrier free and rights based society for persons with disabilities for which the
targets set in Biwako Millennium Framework for Action are as under:

Self-help organizations of persons with disabilitics and
related family and parent associations:

Target 1. Governments, international funding agencies and non-governmental
organizations (NGOs) should, by 2004, establish policies with the requisite resource
allocations to support the development and farmation of self-help arganizations
of persons with disabilities in all areas, and with a specitic focus on slum and
rural dwellers. Governments should take steps to ensure the formation of parents
associations at local levels by the vear 2005 and federate them at the national level
by year 2010.
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Target 2. Governments and civil society organizations should, by 2005, fully
include organizations of persons with disabilities in their decision-making
processes involving planning and programme implementation which directly and
indirectly affect their lives.

Women with disabilities

Target 3. Governments should, by 2005, ensure anti discrimination measures
which safeguard the rights of women with disabilities.

Target 4. National self-help organizations of persons with disabilities should,
by 2005, adopt policies to promote the full participation and equal representation
of women with disabilities in their activities, including in management,
organizational training and advocacy programmes.

Target 5. Women with disabilities should, by 2005, be included in the
membership of national mainstream women’ associations.

Early detection, early intervention and education

Target 6. Children and vouth with disabilities will be an integral part of the
population targeted by the millennium development goal of enduring that by
2015 all boys and girls will complete a full course of primary schooling,.

Target 7. At least 75 per cent of children and youth with disabilities of school
age will, by 2010, be able to complete a full course of primary schooling.

Target 8. By 2012, all infants and young children (birth to four vears old) will
have access to and receive community based early intervention services, which
ensure survival, with support and training for their families.

Target 9. Governments should ensure detection of childhood disabilities at a
very early age.

Training and employment, including self-employment

Target 10. At least 30 per cent of the signatories (member States) will ratify
the Vocational Rehabilitation and Employment (Disabled Persons} Convention,
1983, by 2012.

Target 11. By 2012, at least 30 per cent of all vocational training programmes
in signatory countries will be inclusive of persons with disabilities and provide
appropriate support and job placement for business development services for
them.

Target 12. By 2010, reliable data that measure the employment and self-
employment rates of persons with disabilities will exist in all countries.

Access to built environments and public transport

Target 13. Governments should adopt and enforce accessibility standards
for planning of public facilities, infrastructure and transport, including those in
rural/agricultural contexts.
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Target 14. All new and renovated public transport systems, including road,
water, light and heavy mass railway and air transport systems, should be made
fully accessible by persons with disabilities and older persons; existing land, water
and air public transport systems {vehicles, stops and terminals) should be made
accessible and usable as soon as practicable.

Target 15. All international and regional funding agencies for infrastructure
development should include universal and inclusive design concepts in their loan/
grand award criteria.

Access to information and communications, including information,
communication and assistive technologies

Target 16. By 2005, persons with disabilities should have at least the same
rate of access to the Internet and related services as the rest of citizens in a countrv
of the region.

Target 17. [nternational organizations (e.g. Intermational Telecommunication
Union, International Organization for 5Standardization, World Trade
Organizational World Wide Web Consortium, Motion Picture Engineering Group)
responsible for international ICT standards should, by 2004, incorporate
accessibility standards for persons with disabilities in their international ICT
standards.

Target 18. Governments should adopt, by 2005, ICT accessibility guidelines
tor persons with disabilities in their national ICT policies and specifically include
persons with disabilities as their target beneficiary group with appropriate
measures.

Target 19. Governments should develop and coordinate a standardized sign
language, finger Braille (tactile sign language), in each country and to disseminate
and teach the results through all means, i.e. publications, CD-ROMs, etc.

Target 20. Governments should establish a system in each country to train
and dispatch sign language interpreters, Braille transcribers, finger Braille
interpreters, and human readers and have them employment.

Poverty alleviation through capacity building, social security and
sustainable livelihood programmes

Target 21. Governments should halve, between 1990 and 2015, the proportion
of persons with disabilities shoes income/consumption is less than one dollar a
day.

A Guide for Future Action

A National Consultation Meeting has been organized by the Ministry of Social
Justice and Lmpowerment, Government of India at New Delhi on 9th and 10th
Qctober, 2003 in which recommendations for various areas of action have been
made for consideration of the Government of [ndia. Based on the model of
convergence for rehabilitation strategies and strengths of Government of India
programmes and schiemes, a guide is formulated for future action, which can be
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developed into viable schemes and programmes. These supported programmes
are expected to cover the targets given in Biwako Millennium Framework for
Action.

Self-help organizations of persons with disabilities and related family and
parent associations:

*  5chemes to promote self-help groups.

*  Preference to self-help groups under Deen Dayal Rehabilitation Scheme
¢« Some DDRCs to be given to self-help groups.

*  Training on capacity building to the self-help group leaders.

*  Development of master trainers for capacity building of self-help groups.

»  [ast track treatment to the persons with disabilities and families in
Government schemes.

. Promoting partnership between persons with disabilities and NGOs.

*  Guidance and counselling to persons with disabilities and their families.
Women with disabilities
»  Literacy level of women is 30percent as against 73percent of males. Women

literacy to be promoted.

. Omnly 37percent of the women with disabilities avail services. Special
interventions needed.

. Measures to enhance enrolment of women with disabilities in special schools

and in Sarva Shiksha Abhiyan.
*  Inclusion of disability compoenent in gender related education.

. Gender-just representation of the disabled in all fora including Government
machinery.

*  Educate women organizations to associate women with disabilities in their
programmes.

*  DWACRA groups to cover women with disabilities.

*  Orientation programmes to all public services on women with disabilities
and their needs.

*  [nactment and implementation of proper laws to protect rights of women
with disabilities.

. Suppaort machinery for legal remedies for women with disabilities.

. Concessions and tax benefits for women with disabilities.

Early detection, Early intervention and education

. All the 20,000 and odd Primary Health Centres and 1,37,000 and odd sub-

centres need to be strengthened with early intervention services.

*  Inclusion of disability rehabilitation in the degree programmes of nursing
and medical sciences.
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Master trainers to be developed to train 5 lakh physicians and 10 lakh nursing
staff in the country.

To begin with, at least weekly or [ortnightly early intervention services to be
provided at PHCs and Sub-centres.

Promeotion of admission of children with mild and moderate levels in 41,738
pre-primary schools.

Training of pre-school staff.
Promoting Sarva Siksha Abhiyan covering 6,10,763 primary schools.

Promoting admission of students with disabilities in 1,85,506 secondary
schools.

100percent ulilization of the capacities of the special schools in the country -
studies indicated 25percent shortfall in the utilization.

Inclusion of special education as a compulsory subject both theory and
practical in all the teacher training courses.

One master trainer to be posted in each DIET with Masters in Disability
studies.

Strengthening teacher training on special education.
Increase in the intake of Master’s Degree Courses.

Training and employment, including self-employment
Engineering the shift from traditional to non-traditional items for the
vocational training.

Develop models to fit in the rural set.

Introduce vocational training to the adulis with disabilities in all the 6,560
technical institutes in the country.

DRDA and CAPART to promote vocational training for the persons with
disabilities in the rural area.

Orient the corporate sector for employment of the persons with disabilities.

Licenced job couches to be created for extending technical guidance and
facilitation of the employment of persons with disabilities in the factory
settings and corporate offices.

Encourage and promote open employment for persons with disabilities by
introducing incentives, tax concessions to the enterpreneurs.

Promoting HRD and Research and Develapment pragrammes.

Access to built environment and public transport

Removal of psychological and social barriers.

Orientation programmes for the community through various developmental
programmes.

Orientation to college and high school students on disabilities.
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Inclusion of a subject aon disability in the high school curriculum.
Orientation to the employees of public utility departments on disabilities.

Comprehensive acts and other labour laws to extend the benefits to the
persons with disabilities on priority basis.

Inclusion of barrier features in the plans of new buildings.

Atleast one of the existing govermment buildings per vear should be made
barrier free.

Modificalion of recruitment rules to cover the barrier free features.

Access to information and communications, including information,
communication and assistive technologies

Promoting e-rehabilitation services.

Developing softwares for reading, writing and arithmetic.

Promoting extensive use of internet with free access to internet facilities.
Concessional rates for procurement of hardware by persons with disabilities.

Citizen charters to cover comprehensive facilities to the persons with
disabilities.

Orientation to the media.
Promotion of IT education to the eligible persons with disabilities.
Promoting Research and Development in assistive and augmentative devices.

Ensuring supplying of assistive devices through self-help groups.

Poverty alleviation through capacity-building, social security and
sustammable livelihood programmes

Extensive spread of NHFDC to provide soft loans to the persons with
disabilities.

Impact studies to indicate correlation between supply of assistive devices
and the economic inputs.

Developing capacity building training programmes to cover NGOs and self-
help groups.

Developing community resource centres for extending help to the persons
with disabilities in employment guidance and employment generation.
Developing infrastructural facilities to provide inputs for various rural based
commercial activities and extend help in the sale and distribution of the
produucts.

Developing schemes for compulsory insurance coverage of persons with
disabilities and their families.

Developing rural and agro based livelihood programmes through DRDA/
CAPART.

Lxtending support through nationalized banks tfor financial support for
livelihood programmes of persons with disabilities.
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. Developing monitoring and evaluation programmes in each area.
*  Developing quality indicators.

. Inclusion of community in every programmes.

Conclusion

Monitoring and evaluation is an integral part of programme in the disability
rehabilitation area. In order to evaluate the performance in the above mentioned
priority areas we have to develop outcome indicators. Quality is an essential index
of developmental programmes. Numbers and amounts though represent the
seriousness and commitment of the programmes, research evidence (Rao, 2002)
indicates that money is not the single factor for the success of programmes, which
depends on the involvement of the community, the quality of professional inputs
and the effective role of parents in the realization of the goals. Certainly these
tasks are difficult but not unfathomable to reach the goals. With people’s
commitment and involvement for a common cause, it is possible for us to achieve
inclusive, barrier free and rights based society for persons with disabilities in our
country.
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Appendix

Government of India
Schemes and Programmes

Ministry of Social Justice and Empowerment
Disabilities

Implementation of the Persons with Disabilities (Equal Opportunities,
Protection of Rights and Full Participation) Act, 1995.

Preventive and Promotional aspects of rehabilitation of persons with
disabilities like education, employment and vocational training, job
reservation, research and manpower development, development of harrier-
free environment, rehabilitation, unemployment allowance, establishment
of homes for persons with severe disability ete.

Grievance redressal mechanism in relation to deprivation of rights of persons
with disabilities and non-implementation of related laws, rules, regulations,
executive orders, guidelines etc.

Being implemented with a multi-sectoral collaborative approach and related
ministries/d epartments of the Central Government, the State Governments
and other appropriate authorities.

Office of Chief Commissioner for Persons with Disabilities

Shall:

coordinate the work of the Commissioners;

maonitor the utilization of funds disbursed by the Central Government

take steps to safeguard the rights and facilities made available to persons
with disabilities.

Submit reports to the Central Government on the implementation of the Act
at such intervals as the Government mayv prescribe.

National Institutes/Apex level Institutions:

National Institute for the Mentally Handicapped (NIMH)

Ali Yuvar Jung National Institute for the Hearing Handicapped {AYJNIHH)
National Institute for the Visually Handicapped (NIVH)

National Institute for the Orthopaedically Handicapped (NIOH)

National Institute for Rehabilitation, Training and Research (INIRTAR)

Pandit Deen Dayal Upadhvaya Institute for the Physically Handicapped {IPH)
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The objectives of these institutions are as under:
Human Resource Development

Research and Development

Development of models of services

Consultancy services to voluntary organizations
Documentation and Dissemination

Extension and autreach praogrammes

National Commission for Persons with Disabilities

To recommend te the Central Government specific pregrammes of action
towards elimination of inequalities in status, facilities and opportunities for
disabled per sons so that they are assessed for their abilities despite disabilities
and given the right education, vocational training and poverty alleviation
packages, employment, and other support services to achieve the goal of
psvcho-social acceptance and full participation in the social and economic
life of the country;

To review the status and conditions of institutions delivering services in the
disability sector and make recommendations; and

To make annual reports to the Central and State Governments on matters
concerning disabled persons, with its recommendations

To discharge any other work assigned by the Central Government from time
to time.

ALIMCO

To manufacture components and aids and appliances
To distribute aids and appliances

To undertake research and development

National Handicapped Finance and Development Corporation (NHFDC)

To finance self-employment ventures for the persons with disabilities

To extend loans for pursuing general/professional/technical education at
graduate and higher levels for the persons with disabilities.

To assist upgradation of technical and entrepreneurial skills to enable
beneficiaries to manage their production units efficiently.

Rehabilitation Council of India (RCI)

Statutory body set up under the Rehabilitation Coundil of India Act, 1992.

Amended in 2000 to include promotion of research in rehabilitation and
special education.

Responsible for regulating training policies and programs for various
categories of professionals in the area of disability.
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Entrusted with the responsibility of maintaining a Central Rehabilitation
Register (CRR) for all professionals/personnel and promotes research in
rehabilitation and special education.

Composite Regional Centers for persons with Disabilities and Regional
Rehabilitation Centers for Persons with Spinal Injuries

Human Resource Development
Delivery of Rehabilitation Services
Research and Development
Documentation and Dissemination

Consultancy and network with other organizations.

Indian Spinal Infury Cenire (ISIC)

To provide comprehensive rehabilitation management services to the persons
with spinal cord injuries and other neuromuscular skeletal disabling
disorders.

Surgical intervention- reconstructive operations - stabilization operations
Physical rehabilitation
Psycho-social rehabilitation

Vocational rehabilitation Services

National Trust for the Welfare of Persons with Autism, Cerebral
Palsy, Mental Retardation and Multiple Disabilities

To enable and empower persons with disability to live as independently and
as fully as possible within or close to the community where they belong

To strengthen facilities to provide support to persons with disabilities to live
within their own [amilies

To extend support to registered organizations to provide need based services
during periods of crises in the family of the person with the disability

To promote measures for the care and protection of these persons in the
event of death of their parents or guardians.

District Rehabilitation Centers - 11 DRCs and 4 RRTCs

To provide comprehensive rehabilitation services te the rural disabled
through a camp approach in the villages.

To provide services for prevention, early detection, medical intervention,
surgical correction, fitment of artificial aids and appliances, physiotherapy,
occupational speech therapy, vocational therapy, job placement in local
industries and rural settings.
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National Programme for Rehabilitation of Persons with Disabilities

A State Sector Scheme

A four tier structure for service delivery at Gram Panchayat, Block, District
and State levels.

To provide comprehensives rehabilitation services to persons with
disabilities, especially those living in rural areas.

Identification, early detection and intervention at the grassroot level and
referral services at District and State level.

Pt. Deen Dayal Upadhyaya Scheme to promote voluntary action for persons
with disabilities.

To provide financial assistance technical and administrative support to
promote voluntary action for delivery of various rehabilitation services to
persans with disabilities by public institutions and voluntary organizations.

Financial assistance upto 90percent of the project cost given to such
organizations with at least two years in the field. Projects supported are:

Vocational training centers
Sheltered workshop (for 40-50 beneficiaries)

Special schools for the persons with disabilities

{a} Special school for the mentally challenged

{b) Special school for the hearing and speech impaired
{c) Special school for the visually challenged

Project for cerebral palsied children

Project for preschool and early intervention training

Home based rehabilitation programme/Home management programme
Project for rehabilitation of leprosy cured persons (LCPs)

Project relating to survey identification, awareness and sensitization
Project for community based rehabilitation

Projects for Human Resource Development

Seminars/workshops/rural camps

Project for legal literacy, including legal counseling. Legal aid and analysis
and evaluation of existing laws.

Environment friendly and eco-promotives projects for the handicapped
Grant for purchase of vehicle

Construction of building

Grant for Computer

Project tor low vision centers

Half way home for psycho-social rehabilitation of treated and controlled
mentally ill persons
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Scheme of Assistance to Disabled Persons for purchasel/fitting of
Aids and Appliances (ADIP)

. To assist the needy persons with disabilities in procuring durable,
sophisticated and scientifically manufactured, standard aids and appliances
that can promote their physical, social and psychological rehabilitation by
reducing the effects of disabilities and enhancing their economic potential.

* Toimplement through implementing agencies like voluntary organizations,
national institttes under the ministry, ALIMCQO, Zilla Panchayvats, DRDAs,
Red Cross Society, District societies headed by the District Collector, etc.

*  To distribute Aids and appliances worth ranges from Rs.50/- and more than
Rs.6000/-.

. To cover persons with disabilities in the areas of visual, mental, speech and
hearing or multiple disabilities the limit is Rs.8000/- during their study upto
12th Standard.

. 100 percent free - for the beneficiaries having income upto Rs.5000/- per
month.

* 50 percent cost is charged for beneficiaries having income between Rs,5000/
- and Rs.8000/- per month.,

District Dsability Rehabilitation Centers - More than 85 Districts have been
established out of 130 identified.

The rehabilitation services include;

*  [acilitation and provisicn of disability certificate

. Asgsessment on the need of assistive devices

¢ Provision/fitment/followup/repair of assistive devices
*  Therapeulical services

. Promotion barrier free environment

*  Prevention, early detection and early intervention

*  Providing supportive and complimentary services to promote education,
vocational training and employment for persons with disabilities.

Barrier Free Access

The concerned Central Ministries/Departments of Urban Development,
railways, surface transport, civil aviation, human resource development, labour,
rural development, health and family welfare etc. and States/Union Territories
are pursued to provide barrier free access to public facilities for the persons with
disabilities.

Scheduled Castes

Special Central Assistance (SCA) subsidy out of 5CA and loan from National
Scheduled Castes Finance and Development Corporation and Banks -
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. 5C families living BPL from one window viz State 5C Development
Corporation.

e Projects implemented in Karnataka and Andhra Pradesh.

NSEDC
¢ 5CDC -
e  Additional channelizing agencies - State level agencies dealing with specific

activities like promotion of handloom, handicrafts, dairying and women's
development -

e Micro-credit program geared to form SHGs

National Schewme of Liberation and Rehabilitation of Scavengers and their
dependents (NSLRS)

¢  Provides training and assistance -

. Sanitary marts commercially functioning in AP, Gujarat, Rajasthan and Tamil
Nadu.

e National Safai Karamcharis Finance and Development Corporation
(NSKFDC)

Scholarship for students -
¢ Post-Matric scholarship
e  Pre-Matric scholarship

Scheme of coaching to Scheduled Caste youth for getting into educational
institutions as well as for employment in Group A and B posts.

National Overseas Scholarship Scheme for SC, ST etc. students for higher
studies abroad (Master level courses, Ph.D., and Post Doctoral Research Programs
abroad in specified fields like engineering, technology and science only.

»  Tinancial Assistance @ US $ 7700/~ per annum or Pounds Sterling 5000/- per
candidate for maintenance.

»  Contingency allowance US $ 500 or UK Pound 325/- per annum per candidate.
e  For a maximum period of 4 years.

Hostels for SC Boys and Girls

Book Banks for Scheduled Castes Students -

e Agsistance for purchase of text books for medicine (including Indian Systems
of Medicine and Homeopathy), Veterinary, Engineering, Agriculture and
Polvtechnic courses, Law, CA, MBA and Biosciences.

*  TFinancial Assistance from Rs.2400/- to Rs.7500/- for Books and for cupboard
Rs.2000/-
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Special Educational Development Program for Girls belonging to 5Cs in low
Hteracy districts.

Scheme of grant-in-aid to voluntary organizations working for Scheduled
Castes.

Backward Classes

National Backward Classes Finance and Development Corparation
Pre-matric schelarship for OBCs

Hostels for OBC Boys and Girls.

Preexamination coaching.

Assistance to voluntary Organizations for Welfare of OBCs.

Minorities

Moulana Azad Education Foundation assisted over 86 orgunizations by
releasing Rs.5.31 crore

Organizes special training for imparting higher education to teachers.

National Minorities Development and Finance Corporation

Micro financing and assisting traditional artisans,

Asstistance for pre-examination coaching (a combined scheme for 5Cs, OBCs
and Minorities)

Social Defence

Integrated Programme for Older Persons

To provide financial assistance to NGOs upto 90percent of the project cost
for  establishing and maintaining old age homes, day care centres, mobile
medicare units and to provide non institutional services to older persons.

Ministry of Health

Chapter IV of the PWD Act lays down that appropriate government shall

undertake preventive measures:

Health Ministry is a nodal ministry with regard to prevention, which has

the following programmes:

National Programme for the confrol of blindness and visual impairment

(1976)

To establish regional institutes of ophthalmology, make provision for mobile
eye units, offer optholmic services to trained ophthalmic assistants

WHOQO project to promote prevention of child blindness (2001)
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National Leprosy Eradication Programme (1983)
*  To eliminate leprosy as a public health problem
. To create mass awareness
*  National goitre prevention programme
*  National Malaria Eradication Programme
d National Filaria control programme
*  National Mental Health Programme
*  Pulse polio immunization

. National Immunization Programme
*  Nutrition programmes
. Medical rehabilitaiion

Ministry Human Resource Development

*  [lementary [Cducation

*  Free and Compulsory Education to all children upto the age of 14 years.
. Non formal education

*  National Open School - 1989

*» Integrated Education for disabled children - 1974

*  District Primary Lducation Programme

*  Sarva Siksha Abhiyan

Ministry of Women and Child Development

Integrated Child Development Scheme - 1974
* To control nutritional and health problems
* [t has linkages with health and immunization programmes

Ministry of Labour and Employment

*  5Special employment exchanges,
*  Vocational rehabilitation centers for persons with disabilities

. Fpercent reservation of vacancies for persons with disabilities in the areas of
visual impairment, hearing impairment and handicap in the [TIs,

Ministry of Rural Development
Swarn Jayvanthi Grameen Swarojgar Yojna
Council for Advancement of People’s Action and Rural Technology
{CAPART)
* To promote economic rehabilitation of persons with disabilities

*  Other poverty alleviation programmes
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Ministry of Urban Development

Poverty alleviation programmes

Barrier free access to buildings

Ministry of Information and Broadcasting

Awarteness programmes
Lducation programmes
Training programmes

Ministry of Information Technology

Tele-rehabilitation
e-rehabilitation
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Chapter 4

Employment for Persons with
Disabilities: A Futuristic View

C S Mohapatra
Bhusan Punani

Thhis chapter discusses various dimensions of the issue of employment of persons with
disabilities in three sections. If mentions in brief, about the wide range of avenues and
types of employnient in both organized and unorganized sectors that include self -
employment, professional employment, home-workers, cooperatives ,community based
rehabilitation, Open Cmployment, Special Lmployment, Sheltered Workshops, Transitory
Employment Workshops, and On-the-job Training Cenfres. While dealing with the policy
framework and Government initiatives for promotion of employment of the physically
and mentally challenged persons, the strategy of the Government as reflected in the Tenth
Five Year Plan policies and programmes have also been discussed. The authors, address the
challenges ahead and pride a wide range of suggestions for a better employment scenario
for the persons with disabilities in futire,

Introduction

Productive employment raises the standard of living of a person and also
adds to the Gross Domestic Product of the country. However, employment to a
disadvantaged person means much more than economic upliftment of the
individual concerned. It not only brings about improvement to their quality of
life socially and economically and mainstreams them, but also ensures dignity
and recognition in the family and society. When employment is provided to any
disadvantaged person, such as a person with disability, the cutcome is therefore,
multidimensional. Work is essential for every human being; tor the sake of earning
money and for economic independence as also because it contributes to self-esteem
and self-dignity leading to an abiding joy for life. For persons with disabilities, it
is still more important as the self-esteem and financial gains generated out of it
would offset to a great extent the negative impact of disdainful attitude of the
saciety. (Pandey & Advani, 1993)
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There is a general consensus the world over that employment is the most
essential but the toughest aspect of rehabilitation. Employment of the disabled is
a more potent problem in India due to near non-existence of social security benefits;
limited education and training facilities; and high rate of illiteracy amongst the
disabled population. Most disabled persons and their families come from the
poorest rungs of society. In fact, studies have revealed that there exists an
association between poverty and disability. The cost of maintaining such persons
in the family adds to the financial burden. Thus their economic rehabilitation
does not remain an individual need; many a times it becomes a question of survival
of the family.

Vicious Cycle

It has been observed that a vicious cycle of the following components is an
obstacle to the employment process of persons with disabilities:

*  Low levels of literacy

*  Lack of educational facilities

¢ Absence of comprehensive identification of services
»  Lack of job-oriented training facilities

»  Irrelevant training in non-viable trades

. Lack of training of employment officers/ trained instructors
*  Lack of an implementing machinery and absence of a system of delivery of
services

¢ Apathy and apprehension of employers and Government officials.
*  Non implementation of legislative provisions
*  Lack of mainstream vocational training opportunities.

The Biwako Millennium Framework points out the challenge of integrating
and including persons with disabilities in the economic mainstream has not been
met. Despite international standards and the implementation of exemplary
training and employment legislation, policies and practices in some countries,
persons with disabilities, and especially women, youth and those in rural areas,
remain disproportionately undereducated, untrained, unemploved,

underemployed and poor (ESCAF, 2002).

To expedite the employment process, it is essential therefore to direct all
efforts at breaking the vicious cycle at some stage; extend appropriate job-oriented
training and career counselling facilities; prepare the person for suitable
employment; convince the employers to extend him employment; counsel family
members and community in this regard; ensure effective implementation of
legislative measures; and involve Government machinery actively in the process.
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Economic and Vocational Rehabilitation

Economic rehabilitation aims at developing and enhancing the functional
abilities of a person with disabilities so that he/she is gainfully occupied resulting
in economic contribution to self and the family. Economic rehabilitation includes
any trade, economic activity or profession which enables an individual to make
any tangible or intangible contribution; any monetary or non-monetary service
support to the family or community in the organized as well as unorganized sector.
Income generation activities are a sub-set of economic rehabilitation and these
mean direct monetary or tangible gains derived on a regular basis for services
rendered or goods provided. Vocational training should generally lead to
promotion of income generation or many a times economic rehabilitation. In
general parlance, vocational training aims at promoting open employment of the
individual. It refers to skill development through a structured and formal training
programme, which aims at placement of a persan in open competitive wage
employment in the organized sector.

Vocational rehabilitation is an outcome of the employment process. It may
be achieved through open, self or sheltered employment, gainful occupation or
income generation. [LO Recommendation No. 99, Paragraph 1 (a) reads: “For the
purpose of this recommencdation the term ‘vocational rehabilitation’ means that
part of the continuous and coordinated process of rehabilitation which involves
the provision of those vocational services e.g. vocational guidance, vocational
training and selective placement, designed to enable a disabled person to secure
and retain suitable employment”

Avenues of Employment

Remaining idle and unemployed are probably the major causes for the
resultant isolation, depression and rejection in a disabled person. It has been
established that persons with disabilities can perform competitively in various
professional, semi-professional and industrial jobs; rural crafts, trades and
agricultural operations. It has been observed that when incentives for work
motivation and recognition of high performance are available, their performance
is comparable to that of a non-disabled person.

The term employment, by definition, includes any frade, economic activity
or profession in the organized as well as unorganized sector or any trade that
would provide with some monetary remuneration. It may be recognized that the
community itself offers a wide spectrum of opportunities. In India, the employment
opportunities for persons with disabilities in the organized sector, particularly in
the rural areas are almost non-existent. This employment crisis, both for the
disabled as well as the non-disabled, has resulted due to exclusive dependence
on the organized sector which accounts for only a small propartion of the work-
force. The unorganized sector which is the major avenue of employment for the
non-disabled may prove to be the most appropriate avenue of employment for
the persons with disabilities also, if suitably exploited through a coordinated
approach, need based training, and an effective system of delivery of services.
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Unorganized Sector

In the unorganized sector, the major types of employment include self -
employment, professional employment, home-workers, cooperatives and
commumnity based rehabilitation.

Self Employment

Becomes a feasible and successful mission subject to availability of a launching
grant, coverage of the occupation under the existing schemes, financial viability
of the venture, availability of training facilities, existence of an organizational net-
work, Informational database, business acumen, foresight, required expertise etc.
The capacity and willingness of the persons with disabilities to work besides the
much-needed support from the family and community also play a crucial role.

Getting persons with disabilities into the arena of Professional Employment
needs initiative and hard work, mobility, suitable orientation, acquiring specific
skills through higher education and appropriate training, availability of
appropriate assistive devices, adaptations & techniques, involvement and
coordination of research, industrial training and higher education institutes and
universities in the process and above all, Governmental, administrative and
institutional support.

Home-work

Home-work is the most important avenue of economic rehabilitation for
persons with disabilities who are home-bound due to nature of their disability,
age, lack of mobility, physical incapacity, sccial constraints, particularly in case of
women, lack of education or specific production skills. The Helen Keller
International has defined industrial home work as “A service to be rendered by
an accredited agency - designed and developed with the intention of adhering to
health and labour laws - to offer regular work training and remunerative work
opportunities to those eligible disabled persons who cannot for physical,
psychological or geographical reasons leave their homes to travel to and from a
place of business”. However there are also problems in this type of employment
as observed in a module initiated and implemented at the Blind People’s
Association, Ahmedabad for the training and employment of persons with
disabilities of all categories in domicilliary occupations as home workers.

According to the ILO publication “Employment of Disabled Fersons - Manual
on Selective Placement” some essential features of a good home workers
programme are:

* adequate transport facilities for the supply of raw material and collection of
finished products;

. availability of raw material;
*  availability of training facilities;

»  effective sales organization;
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. sufficient supervisory staff to visit the stake holders at their homes;
*  variety of suitable work to suit skills and aptitude of workers;

¢« support of family members and community.

»  prevalence of occupation, production activity or craft in the area;

* adequate remuneration for the work.

Additional features of such type of employment are financial viability,
professional approach, availing of following benefits, bulk buying, low cost of
investment, financial assistance for initial training, incentives, subsidy, low-interest
rate loan from the Government, identification of occupation especially for each
category of disabled persons and Institutional and administrative support to the
activity.

Employment in a Cooperative framework in India, in general have success
stories in fields like credit, consumers, housing, dairy, irrigation, agriculture and
allied pursuits only. The cooperatives exclusively for persons with disabilities have
sertous limitations due to heterogeneous backgrounds & scatteredness of the
target group, lack of infrastructure and organizational support, limited choice of
products, lack of initiative, risk taking ability, awareness and self confidence and
absence of any organized schematic and institutionalized effort for encouraging
cooperatives of the disabled persons.

Community Based Rehabilitation

Community Based Rehabilitation (CBR) is cost effective, individual need
based and result oriented approach of promoting complete integration of the
individual into his community. Once rehabilitated, individual should lead a more
productive life, thus helping community economically. This approach calls for
tull and coordinated involvement of all levels of society, community and
intermediate and national. It seeks the integration and intervention of all relevant
sectors - education, health, legislative and vocational - and aims at the full
representation and empowerment of persons with disabilities (Punani 1997).

Organized Sector

Organized Sector includes a variety of employment types such as Open
Employment, Special Employment, Sheltered Workshops, Transitory Employment
Workshops, and On-the-job Training Centres. True economic independence of
the disabled person, realizing their limitations in self and professional employment
opportunities would mean exploring the world of employment, a secured one, in
the organized sector. It requires preparing them for employment and convincing
the employers to extend them suitable employment opportunities.
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Open Employment

Open Employment is created by State as well as Central Government;
institutions, corporations and companies; establishments, factories, production
units, schools, colleges, universities and research organizations etc. Government
intervention in terms of augmenting training facilities; encouraging placement
services; enforcing laws on employment; supporting production cum training
centres and extending admindstrative support are prerequisites for a successful
employment interventionist strategy. Institutional support for developing tratning
programmes; seeking Government intervention; creating public awareness;
developing vocational guidance and counselling services and motivating the
capable and educated disabled persons to compete for open employment will
also help. Involvement of Trade Unions, Employers’ Federations, Local
administration and Service Clubs will prove useful for extending employment
opportunities. Availability of suitable employment assistive devices for persons
with disabilities is also necessary. Open employvment of the disabled persons helps
towards their social integration into the community, gives financial security and
possibility of savings besides making the society awareness regarding their
potentials.

The Persons with Disabilities Act (1995} also intends reservation of 3 percent
of jobs for persons with disabilities in the identified posts. A large number of
State Governments and number of Ministries of the Central Government have
already issued notifications and office orders reserving 3 % jobs for persons with
disabilities. The Ministry of Social Justice & Empowerment has identified a large
number of posts for such persons and has issued appropriate notification in this
regard.

Special Employment

Special Employment is being provided in the country for providing special
employment, which could be classified as Sheltered Workshops, Transitory
Employment Centres and On-the-job Training Centres

The first two categories have been the most commonly initiated. There are
other centres which have initiated training in a few trades which are certificate
level courses recognized by the relevant governmental authorities. The vocational
training centres offer training, which is generally informal, not very structured, is
traditional and not very systematic. The stipend offered to trainees is just enough
for sustenarice. The latest trend, which is welcoming, is to admit the persons with
disabilities, in regular ITIs, technical school or professional training centres, which
ensure integration of the individual. A large number of State Councils for
Vocational Training (SCVTs) have now started recognition a variety of crafts and
trades for persons with disabilities. A large number of State Governments have
already reserved 3 percent of seats in the State run it is and Polytechnics for persons
with disabiliftes to encourage their vocational training.
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Sheltered workshop

Sheltered workshop is a work-oriented rehabilitation facility with a controlled
working environment and individual vocational goals, which utilizes work
experience and related services for assisting a visually impaired person to progress
towards normal living and a productive vocational status. It s also considered a
permanent or semi-permanent vocational placement for individuals who are
unable to find jobs in the community. It is to be considered ajob and a place to go
to work every day. [t is a vocational setting, geared to take advantage of whatever
vocational assets a client might have. It is meant to provide a resource in which
an individual can make a contribution to the community. It sometimes suffers
from limitations such as lack of legal status and trades selected not having
compatibility with the existing job scenario due to controlled environment.
However, this approach is suitable for the aged, disabled persons and persons
with multiple disabilities.

Transitory Employment

Transitory Employment is given through a transitory workshop within a
controlled working environment with the ulimate objective of open employment.
Its distinguishing features include emphasis on movement of the individual
whether his destination is the open labour market or extended employment. This
type of employment is specifically structured as a work setting leading to open
employment and is a middle path approach of providing on-the-job training far
a limited duration. It encourages open employment provided the trades selected
are compatible with the employment opportunities. As training is provided in
simulated industrial settings, it becomes easier for a person to adjust to new
environment when placed outside.

This is to suggest that wherever possible, the sheltered workshops should be
transformed into the transitory employment workshops. At the same time, open
employment is the most desirable mode of providing economic rehabilitation
and restoring dignity te visually impaired persons.

On-the-Job training centres

On-the-Job training centres aim at providing work placement in simulated
industrial settings. It is a production activity and resembles an industrial set-up,
which has a primary objective of imparting employment oriented and task-based
training to the individuals. It is a step ahead of sheltered workshop in respect of
nature of placement and training opportunities. In this case, placement is provided
for a limited duration, which depends upon nature of production activities or
skills of individuals. Its major focus is imparting skill training and actual work
experience to individuals who due to lack of requisite qualification and age cannot
be enrolled under the formal vocational training programmes. This programme
is designed to provide actual work experience for individuals who have not been
able to get jobs due to limited vocational potential, lack of employment
opportunities and poor condition of general economy. The ultimate goal is to
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prepare the individuals for open placement or self-employment on completion
of on-the-job training. S5uch programme is more desirable - socially as well as
financially. Despite all its merits, it is to be admitted that on-the-job training is
provided under simulated conditions. It may alwavs not be possible to find
appropriate competitive wage employment for every individual if the quality of
on-the-job training is not  upto the mark or the nature of training may not be in
tune with employment opportunities.

Lvery category of disability, locomotor, visual, hearing or mental retardation,
casts its typical functional limitation on the disabled person. When multiply
disabled, the prablem becomes more complex. In case of disability of severe order,
again, the problems get compounded. However, with the advent ot the modern
aids and appliances, any type of physical disability can be won over to a substantial
degree as regards the individual’s functional capacity is concerned. The basic
problem of a locomotor disabled person is mobility and being able to function
normally with the aids and appliances concerned. The hearing disabled needs a
hearing aid to overcame the disability and show his ability. Similarly, given right
type of assistive device for work that includes [T based tools and computers as
also mobility aids, the persons with disabilities can show their caliber in the worlk
they will be assigned. However, there is a fundamental difference when it comes
to the question of persons with mental retardation, because the problem is of
mental capability to do a job, which is internal. The approach  for building up
facilities, identifying jobs, preparing the mentally retarded from school to work is
there fore, different. In the following tew paragraphs, the issues concerning
mentally retarded persons are touched upon.

It is roughly calculated that there are 70 lakh adults in a population of 170
lakhs of persons with mental retardation in our country. Approximately 3000
adults are currently receiving vocational training at 16 Vocational Rehabilitation
Centres and 200 Non Government Organizations in India. The transition of persons
with mental retardation {rom school to work suitable to Indian conditions has
been attracting attention as the ultimate aim of rehabilitation services to the persons
with mental retardation emplovability and independent living and the trend of
increasing number of adults with mental retardation in special schools due to the
absence of vocational training facilities.

The National Institute for the Mentally Handicapped, based on the
experiences and experiments conducted by during the past sixteen vears has
developed a guide that gives details of the transition from school to wark that
includes functional assessment, job identification, job matching, job training, and
work place preparation etc. The ILO believes that the best opportunities for women
and men with mental handicap in developing countries are the same as those far
the working age population in general: i.e. Inclusive work in support of family
farming, household and productive activities, and work in the fast growing
informal sector of the economy.

Vocational training and placement of persons with mental retardation in
India has evolved from the purely sheltered workshop to the open employment
system. This shift has helped them to move from seclusion to inclusion.
Competitive jobs improve the quality of life of persons with mental retardation
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when compared with sheltered workshop employment. Supported employment
also provides job satisfaction, self-worth, the value of pay and relationships. For
the mild and moderate categories, instead of over-emphasis on academic
achievement, exposure to more beneficial functional training for work and job
locations will benefit them and support successful rehabilitation in jobs and
independent living. The traditional and non-traditional occupations in which
vocational training is presently given to the persons with mental retardation
include, paper based, cloth based, chemical based, food items, engineering, agro
based, service/open employment and novelty items. The NIMH has identified 66
jobs suitable for persons with mental retardation on the basis of cognitive and
work behaviour and physical requirements. Following model of reengineering of
vocational training and placement puts the approach to placement of persons
with mental retardation in clear perspective (Rao and Sivakumar, 2004).

FIG.1: A MODEL OF REENGINEERING THE
VOCATIONAL TRAINING AND PLACEMENT
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Policy Framework and Initiatives for Promotion of Employment of
Persons with Disabilities

The nation is committed to providing emplovment including self-
employment to persons with disabilities as enshrined in the Persons with
Disabilities Act (1995). There exists an institutional mechanism for providing
employment including self-employment to persons with disabilities. Though the
Government sector establishments and PSUs have made some progress, there
are a lot more initiatives that need to be taken in the private sector. Besides, special
focus also needs to be given to persons with disabilities for whom any type of
engagement including activities of daily living also brings about significant change
in the life of the person in the form of relatively independent living and relieving
their escorts for other productive purposes means addition to the National Income.

Employment Opportunities

The opportunities available for persons with disabilities along with various
measuires taken by the Government in promaoting employment of persons with
disabilities directly or indirectly are briefly given herennder:

Employment in Government Sector

The Persons with Disabilities (Equal Oppeortunities, Protection of Rights and
Full Participation) Act, 1995 is very comprehensive and encompasses provision
relating to monitoring and implementation machinery, prevention of disability,
education, employment, affirmative action, non-discrimination, research and
manpower development and recognition of institutions for the persons with
disabilities. The Chapter VI on employment envisages the following main
provisions:

¢ Identification of posts in the establishments, which can be reserved for
persans with disabilities (5-32).

* Job reservation to the extent of 3 percent of the vacancies in every
establishment in the posts identified for each disability (5-33).

¢ Seeking information from each establishment relating te appointments of
persons with disabilities in such vacancies (5-34).

»  Empowering Special Employment Exchanges te have access to any relevant
record or documents in the possession of establishments as regard such
reservation (S-35).

»  Provision for vacancies not filled to be carried forward (5-36).

. Maintenance of recards by the employers as regards filling of identified posts
{5-37).

*  Pormulation of special schemes by the local authorities and the appropriate
Governments for ensuring employment of persons with disabilities (5-38).
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. Reservation of 3 percent in all poverty alleviation schemes benefits for such
persons (5-40).

» Incentives to employers both in public and private sectors to ensure that at
least five percent work force is composed of such persons {5-41).

The Persons with Disabilities Act has made very bold provisions for
pramoting competitive employment for the persons with disabilities. The outcome
of these provisions would, however, depend upon its effective implementation.

In pursuance of the provisions, the Government has stressed upon all the
Ministries/Departments that vacancies reserved for persons with disabilities in
Group A, B, C posts are intimated to the UPSC/SSC as the case may be. In the case
of Group D posts, it has also been stressed upon them that all out efforts should
be made to fill up the vacant posts at the earliest. For clearing backlog of vacancies
reserved for the blind, all the Ministries/Departments have been requested to
furnish the same to the UPSC/SSC, as the case may be so that special examinations
could be organised by them for filling up of the same. To ensure strict compliance
of the instructions issued from time to time, all the appointing authorities have
been requested to furnish a certificate to the recruiting agencies that the policy
relating to 3% reservation for persons with disabilities has been taken care of.
DOPT has brought amendment in providing peints No.1, 34 & 67 in cycle of 100
vacancies in the 100 peint register for reservation for the disabled persons, instead
of point No. 33, 67 & 100 prescribed earlier, for the persons with disabilities in the
posts filled through direct recruitment/promotion. The Govt. of India in the
Department of Personnel & Training (DOPT) have issued instructions providing
relaxation of upper age limit for persons with disabilities in Group C & D posts
tilled through employment exchanges, to the extent of 10 years. DOPT vide their
instructions dated 27.7.1995 has allowed age relaxation of 5 yvears (10 years for SC/
ST and 8 years for OBC) to persons with disabilities for appointment to Group A
and B posts/ services except where recruitment is made through open competitive
examination.

As per the review undertaken and information available with the Department
of Personnel & Training, which is the nodal Department concerned with reservation
in posts/services under the Central Government, the status of reservation for
persons with disabilities in various Ministries/ Departments of Government of
India with reference to the identified posts in Group A, B, C & D, 15 3.07%, 4£.41%,
3.76% and 3.18% respectively. The position of PSUs numbering 237 with reference
to identified posts in Group A, B, C & D is 2.78, 8.54, 5.04 and 6.75 respectively.

Expansion of Scope of Government Employment

With a view to expand the list of posts identified for persons with disabilities,
the Government on the recommendation of an Expert Committee, has identified
more than 1900 categories of posts for persons with disabilities in Government
establishments and Public Sector Undertakings. This is an indicative list and
similar/ analogous posts can alse be included under the identified category by
the emplovers.
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Employment in Private Sector

The Government, in order to identify jobs suitable for persons with disabilities
in private sector, had also constituted a Committee of Experts including
representatives from the Corporate Sector. The Committee has identified 120
accupations at Executive/ Managemenlt/ Supervisory levels and 945 occupations
at skilled/ semi-skilled/ un-skilled levels. The report has been made available to
Central Ministries/ Departments, States/ UTs/ PSUs and various other
organizations/ institutions, including FICCI, ASSOCHAM, CII, NGOs in an effort

to promote employment af persans with disabilities in the private sector.

Self - Employment

Leonomic empowerment of the persons with disabilities is facilitated by the
National Handicapped Finance & Development Corporation (NHFDC) which
provides concessional financial assistance to persons with disabilities through
the State Channelising Agencies (SCAs) and micro credit programmes. The
Corporation provides leans to persons with disability of 40% or above with annual
income less than Rs.1, 00,000/- per annum in urban areas and Rs.80, 000/- per
annum in rural areas. Loans are provided for setting up small business in service
or trading sector, small industrial units, manufacturing/ production unit of assistive
devices for disabled persons and also for agricultural activities, higher studies/
professional training etc. A rebate of 1% on interest for disabled women is being
given. Applications for financial assistance are routed through the concerned
State Channelising Agency for sanction by NHFDC,

Under micro financing scheme of NHFDC, loans are given to NGOs for
further disbursement to individual beneficiaries or through Self-Help Groups
(SHGs) for starting or augmenting income generation activities like small business/
trade, tiny/cottage industry or service activity, artisan activities, agricultural and
allied activities and transport sector activities. lnder this scheme, loan upto an
amount of Rs.5 lakhs is given to an NGO for further disbursement to individual
beneficiary with a ceiling of Rs.15, 000/- per beneficiary at a rate of interest not
exceeding 5% per annum on convenient repayment period of 24 months and on
convenient terms. The NHFD(C has disbursed Rs.1284.32 lakh to 3015 beneficiaries
during 2001-2002. Under Micro Finance Scheme, an amount of Rs.39.78 lakhs
has been disbursed to 24 NGOs to benefit 640 persons with disabilities, NHFDC
has disbursed (cumulative) Rs.4546 lakhs to 11294 beneficiaries in 31 States/ UTs
till 31.10.2002,

Assistance fm' Vocational Traintng

Under the Scheme to Promote Voluntary Action for Persons with Disabilities,
Government gives assistance to voluntary organizations for providing facilities
of education, training, including vocational training and a wide range of
rehabilitative services for the disabled including the mentally challenged. The
extent of assistance given is up to a maximum of 90% of the eligible amount of
grant. Assistance within the aforesaid ceiling is given for recurring items such as
honorarium for human resource personnel, stipend, transportation allowance,
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hostel maintenance, contingencies and non recurring items such as furniture,
equipment, construction of building etc. as indicated in the scheme.

The Mindstry of Labour, through the Directorate General of Employment &
Training (DGE&T) extends its services to persons with disabilities through a
number of schemes. DGLE&T runs 17 Vocational Rehabilitation Centres (VRCs)
for the disabled persons (including 7 skill development centres) throughout the
country covering all types of disability. This training is not only tree of cost, but
the Government of India also lends support to the training programme of VRCs
by providing stipends to the trainees.

Rural Rehabilitation Extension Centres

Rural Rehabilitation Extension Centres and a Central Institute for Research
and Training in employment service. The Ministry of Labour is planning to
establish at least one VRC in each State. Ministry of Labour has also instructed
the State Governments to ensure that 3% of the seats reserved for the persons
with disabilities in the IT1, are fully wutilized. It has further instructed that all the
State Directors dealing with craftsmen training scheme to include an exclusive
IT] for the disabled in the Plan schemes of the State Government.

The Government has taken up a scheme to select and up grade 50 existing
palytechnics spread all over the country to undertake technical/ vocational and
continuing education programme for persons with disability. The All India Council
tor Technical Education (AICTLE} has allotted 25 extra seats to the selected
polytechnics. 35 additional polytechnics have been selected and the remaining
15 polytechnics is being selected from amongst the Women’s Government
Polytechnics preferably, which are conducting the courses in Hotel management
with a view to benefit female students with disabilities.

Employment Through Poverty Alleviation Programmes

Three per cent reservation is available under Swaranjayanti Gramin
Swarozgar Yojana (5G5Y) being implemented by Ministry of Rural Development.
Similar programmes are also being run in urban areas. However, 3% reservation
has not been achieved so far.

According to the Guidelines of Swarnjayanti Gram Swarozgar Yojana
(SGSY), Jawahar Gram Samridhi Yojana (JGSY) and Indira Awaas Yojana (IAY),
3% of the beneficiaries assisted under the Programme  are to be from the category
of physically disabled persons. During 1999-2000, 8529 disabled persons have
been assisted which forms 0.91% of the total Swarozgaris. During 2000-2001
{January, 2001}, 3615 disabled persons were assisted which forms 0.64% of the
total Swarozgaris. Under the Jawahar Gram Samridhi Yojana (JG5Y), during 1999-
2000, 7753 works have been taken up for disabled persons, which forms 0.01% of
the total works completed. During 2000-2001, 6878 works have been taken up for
the disabled persons which forms 0.02% of the total works completed. Under the
Indira Awaas Yojana (IAY), 3,196 disabled persons have been provided houses
during 1999-2000, which forms 0.96% of the total houses constructed. During 2000-
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2001, (December, 2000), 3435 disabled persaons have been provided houses which
forms 0.65% of the total houses constructed.

The Ministry of Urban Development and Poverty Alleviation implements
the unified urban poverty alleviation scheme called Swarna Jayanti Shahari
Rozgar Yojana (SJSRY) with effect from 1st December, 1997 for the benefit of
urban poor. This programme seeks to provide gainful employment to them
through encouraging the setting up of self-em ployment ventures. Ithas a provision
of 3% reservation for persons with disabilities and till 31.12.2000, out of 2, 67,034
persons assisted under the self-employment ventures, 13,547 were persons with
disabilities, which works out to 5%.

Information Technology for Persons with Disabilities

The National Programme for Braille Literacy with the application of
Information Technology of Ministry of Information Technology plans to provide
various opportunities to the visually impaired population. The text and
supplementary reading material in Braille form will be developed. The material
will be prepared at the Resource Centers {(RCs) which are networked together for
sharing information in electronic form for keeping education standard uniform.
Further, RC will distribute information to the respective Training Centre (TC)
over the network. It is envisaged that many NGOs and voluntary organizations
would also be offering their services for content creation under coordination of
RC. Computer based training material integrating with tactile device will be
developed tor teaching Braille to students. For self-learning, speech and
multimedia will also be incorporated. Resource Centers will have a repository of
reading material like magazines, newspapers and books for the visually impaired.
The material will be stored mainly in the electronic media with a facility to take a
Braille print. RCs will also compile and distribute information like welfare schemes
of the Govt.,, employment opportunities for the blind, health bulletin, news
highlights ete. This will be available to the end user at Nodal Centers over the
network. The blind for writing articles etc can also use the facilities at the RCs and
TCs.

At training Centers, visually impaired students will be trained in Braille while
in Resource Center teaching material will be generated and electronic library will
be maintained. These materials will be made accessible to TCs through networking.
Various RCs will also be connected to each other through networking so that
uniform standard of teaching material can be maintained among them. At present
software has been developed, which translates text in English, Devnagari, Bengali,
Oriya etc. to Braille. Further, tactile device for reading text line wise has also been
developed. For the benefit of Blind Schools in NLE Region, on a pilot scale, the
Computerized Braille Transcription system with present development has been
implemented in five Blind schools of Assam. The systems that have been installed
are working satisfactorily. Students are regularly using the system for education.
With the new Computerized Braille system, an ordinary typist with no knowledge
of Braille can transcribe books and other text materials into Braille form. Work on
infermation technology for disabled persons has just started and there is vast
scope of harnessing IT for the differently abled.
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National Trust Initiatives

The National Trust is a statutory body under the Ministry of Social Justice
and Empowerment, Government of [ndia, set up in 2000 under the “National
Trust for the Welfare of persons with Autism, Cerebral Palsy, Mental Retardation
and Multiple Disabilities” Act, in December, 1999. Its prime objectives include
enabling persons with disability to live as independently and as fully as possible
within and as close to the commumity to which they belong, strengthening facilities
to provide support to persons with disability to live within their own families,
extending support to registered organizations to provide need based services
during period of crisis in the family of persons with disability. It also promotes
measures for the care and protection of persons with disability in the event of
death of their parent or guardian. The Trust provides assistance for undertaking
projects for training of caregivers, day care centers, respite care and residential
programmes. Out of 574 districts in the country, 347 districts have formed Local
Level Committees in 29 States/ UTs. The activities of Trust empower the severely
disabled to live independently, learn activities of daily living and in some cases,
contribute to the society as much as it can. The “feel good factor”, a severely
disabled person derive from this transformation has to be felt to be believed. It
releases the escort for doing other productive work, such ‘engagement’ of a severely
disabled person, is no less than ‘employment” and it indirectly helps increasing
the standard of living of the family when escorts go out for work.

Tenth Five Year Plan Perspective

The 10th Plan projects 8% GDP growth during the period. The plan along
with various other policy measures and promotion of labour intensive sectors
promises to create more employment opportunities in general. Various anti-
poverty programmes and employment generation programmes such as Swarna
Jayant Gram Swarojgar Yojana (SGS5Y) and Sampoorna Gramin Rojgar Yojana
(SGRY) aims at creating self-employment/wage employment.

Recognising the need of special attention to the disadvantaged groups, the
10th Plan envisages empowering the socially dis-advantaged groups economically
through promotion of emplovment-cum-income generation activities with an
ultimate objective of making them economically independent and self-reliant.

Policies and Programmes in Tenth Five-Year Plan

According to the Tenth Five Year Plan, “Arrangements will be made to utilize
the training facilities available at the National Vocational Training Institutes (NVTI),
Regional Vocational Training Institutes (RVTIs), District Rehabilitation Centres, it
is, and Craft Training Centres. Effarts will also be made to expand the existing
Scheme of Vocational Rehabilitation Centres (VRCs) in each State/Union Territory,
besides modernizing the existing VRCs to keep pace with the merging market
trends. The VRUs are also expected to provide help and guidance to persons with
disabilities in getting placements. Also, while planning for training programmes
for such persons, every effort will be made to diversify the trades besides giving
priority to up-coming trades, keeping in view the trends and demands in the
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employment market. [nter-se priority will be given to disabled women and
adolescent girls in all training and employment programmes, through identifying
specific trades/vocations with suitable training inputs. For people with severe
disabilities, efforts will be made to expand the on-going programme of Sheltered
Workshops-cum-Production Centres to be spread all over the country with a
special priority in rural areas”.

The tenith Plan Document envisages that “simultaneously, efforts will be made
to tie-up with all concerned Ministries/Departments to ensure flow of benefits to
persons with disabilities in all the employment-cum-income generation
programmes, especially meant for those living below the poverty line. They include
3 per cent reservation in wage and self-employment opportunities and other asset-
endowment benefits created under various poverty-alleviation programmes viz.
SISRY for the urban disabled and SGSY, SGRY, |AY for the rural disabled. In
addition, measures like concessional finance, land allotment, etc. will also be
provided to create income-generation activities to person with disabilities. To
help them, SHGs or Viklang Sangams will also be empowered to start their own
employment units and cooperatives. Necessary tie-ups will also be encouraged
to develop both backward and forward linkages to keep the SHGs gainfully
employed and self-reliant. Agencies like the National Bank for Agriculture and
Rural Development (NABARD]), Council for Advancement of People’s Action for
Rural Technology (CAPART} and Rashtriva Mahila Kosh {(RMK) can play a major
role in extending credit to these Groups.The Placement of persons with disabilities
in Government jobs will receive an added thrust through more of pro-active role
of the Special Employment Exchanges/Special Cells under the general employment
exchanges. To ensure effective implementation, periodic evaluation of their
performance will be undertaken. Also, the reserved quota/preferential selection
for the disabled in Group A, B, C and D services of the Government need to be
filed up promptly. For this purpose, all Ministries/State Governments and Public
Sector Undertakings will identify posts to be reserved for them as mandated under
the Persons with Disabilities Act, 1995, the corporate sector, with adequate
opportunities to employ disabled persons will be encouraged to do so. Various
Legislations like the Workmen Compensation Act, 1923, Industrial Disputes Act,
1947, and Apprentice Act, 1961, will be suitably reviewed/amended to make them
enabling instruments for the employment of disabled persons.” These planned
agenda for the future , if implemented effectively will see a remarkable change in
the employment situation of the disabled persons .
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Challenges Ahead and Suggestions : A Futuristic View

Looking at the institutional mechanism and the Government initiatives,
though prima-facie, it appears that significant strides have been made in the right
direction, yet there are many areas that need attention. While employment is a
general socio-economic problem that needs to be tackled, there is a case for laying
special focus for ensuring more employment opportunities for persons with
disabilities.

Some of the challenges and issues that needs to be addressed on priority by
the Government, NGOs, media and society at large, are delineated as under:

(1) With globalization, the scope of Government employment has shrunk.
Therefore, there is need to provide employment opportunities for persons with
disabilities through initiatives in the private sector as also through promoting
self-employment ventures. In the Government, there are backlogs in many
Ministries that need to be filled. Review needs to be done by each Ministry/
employer on an annual basis to ensure filling up the vacancies directly in terms of
the instructions of the Department of Personnel and Training which has a provision
of carry forward of vacancies for three years in case of non availability of candidates
with disability and also interchange of category of disability,

(i1} The revised list of identified posts has been notified in June 2001 after
lapse of one and half decades and encompasses over 1900 categories of posts. [t
has also been clarified that this is an indicative list, thereby encompassing similar/
analogous posts in the ambit of identified posts for persons with disabilities. This
has been notitied in June 2001 and placed on the website of Ministry of Social
Justice & Empowerment at www.socialjustice.nic.in The Central Government
Ministries/Departments need to take this revised list as a guide before planning
to achieve the 3% reservation target. Now, three percent of this expanded list will
mean more number of posts for disabled persons.

Besides, the anomalies and bottlenecks in implementing the reservation
provisions need to be sorted out. For example, The DOPT needs to revise the
definition of hearing impaired in accordance with the section 2 (1) of the PPersons
with Disabilities Act, 1995. Due to non-revision, majority of hearing impaired
persons are not able to get employment in spite of fulfilling other conditions. Till
date the Banking Sector, Railways and Public Sector Undertakings are insisting
that the person should have 90 dB (in some cases 7} dB) hearing loss in the better
ear to be eligible for the posts reserved for the hearing handicapped. Whereas,
under Section 2 (1) of Act, it is defined that "hearing impaired” means loss of 60
dB in the better ear. This type of discrepancy needs to be corrected.

(tii) Most State Governments have not yet identified posts for persons with
disabilities, which need to be done as provided in the Disabilities Act, 1995, All
States should notify identified posts in State Government jobs/State PSUs on the
lines done by Central Government. There is a need to review the progress on a
regular basis.

{iv) The Private Sector should come forward to employ persons with

disabilities taking the private sector identified list as the guide. The organisations
like FICCL CII and PHDCCI etc. should take a lead role in creating awareness on
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potential abilities of the persons with disabilities. To enhance the employment
prospects for the Persons with disabilities in Private Sector, the Persons with
Disabilities Act, 1995 made the provision of incentives to be to given to the
employers for employing at least 5% of the employees with disabilities. Such an
incentive is still awaited from the Government. The incentives like tax rebates,
excise concession, tax holidays, preferential allotment of land, soft loans, easy
payment terms etc. could be thought of.

{v) Enabling the persons with disabilities to work in a congenial atmosphere
in the Government/private organizations still remains a challenge. Many
Government buildings are yvet to have barrier free features. Assistive devices for
enabling the persons with disabilities to work efficiently are also not being provided
adequately in many organizations thereby suppressing the hidden talent of persons
with disabilities. A differently abled person, due to the natural gift of God or may
be due to his higher level of concentration, sincerity of purpose and dedication,
commitment to the society and a drive to acquire dignity in this world (which
generally looks at a person with disability as a Lability) always tries to give his/
her best in the work situation which need to be harnessed in full.

{vi) In general, the mental barriers are even more challenging than the
physical barriers when it comes to accepting an employee with disability in the
workplace. This needs to be removed through orientation programmes,
workshops, social integration and awareness generation programmes. The role
of media including the electronic media is significant in this direction.

{(vii) At present vocational training is being given in many age-old trades,
which has out-lived its utility and/context. For example, the traditional trades
that were and are being imparted to the visually handicapped include: chair
canning, knitting, chalk - piece making, agarbathi making, and instrumental and
vacal music.  All these and more such traditional trades and skills have very
limited employment opportunities. The advent and growth of Braille in Indian
languages with contractions and short - hand system and computers with
compatible software for visually impaired has made many a trade and jobs
accessible for them. Telephone operating, stenography, light mechanical
engineering, physiotherapy, medical transcription, caller services computer
operations & programming skills are the new additions of avenues for the
employment of persons with disabilities, With IT revolution, the scope for
employment of persons with disabilities has expanded. Hon'ble President of India
Dr. A.PJ. Abdul Kalam in his address to the nation on the eve of Republic Day
2003 have aptly mentioned “I had met many physically and mentally challenged children
at Rashtrapati Bhavan and alse during my visits to various States. My belief all alone was
reconfirmed that these children like all others have an equal wrye to pursuce their studies
and WORK. We have to provide solutions to their problems with the aid of
Information Technology, by developing audio books, talking websites, voice assistive
interfaces and other devices. Public buildings and educational institutions need to
provide friendly facilities that offer easy access and reach”.

{viii) Vocational training per se is not a guarantee for employment. They
have to be given preliminary training of entrepreneurial development, provided
with all kinds of information and back-up support for taking up self-employment
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ventures, including forming Self-help Groups (SHGs).

Also, existing VRCs of every state are to be strengthened to assess and
evaluate the persons with disabilities to match their individual ability and the job
requirement and to take up imparting vocational skills in the most modern trades.
[xisting Community Based Rehabilitation (CBR) programmes are also to be
strengthened to provide self-employment and gainful placement of the persons
with disabilities. Concessional loans of NHFDC available for various purposes
may be given to large number of beneficiaries with necessary backup support
including marketing and infrastructure.

{ix) At present there is no thrust on placement services for persons with
disabilities though there exists Special Employment Exchanges of the Government,
placement service facilities by few NGOs and placement advices/assistance that
are provided by the Government's institutions like the National Institutes in the
disability sector.

{x) Inclusive education of children with disabilities has started in the country
but we have miles to go in that regard. Lnsuring inclusive education for children
with disabilities will bring the necessary changes in the sociely towards acceptance
of an educated person with disability for employment purposes and also improve
the confidence level of prospective employees/entrepreneurs of the future.

{xi) The existing placement services in the organized sector must emerge as
centres of excellence for initiating, promoting and coordinating integrated training
of the target group. Wherever possible, sheltered workshops must redefine their
roles and progressively emerge as skill development centres aimed at promotion
of gainful occupation of the individual.

{xii) A nation-wide study and evaluation of the existing employment services
may be carried out for establishing and evaluating their objectives and the
strategies. The centres should redefine their objectives; modify their strategies
and approach to emerge as employment oriented, skill development, economically
viable units. It may require introduction of new vocations, new equipment, new
curricula and new procedure of evaluation and certification. These centres should
emerge as skill development cum placement centre. A time bound Plan of Action
should be evolved to convert these Skill Development Centres in a phased manner
to be promoters of integrated training, they becoming resource centres.

{xiii) New programmes of vocational training, income generation or
economic rehabilitation should adopt integrated approach from the beginning
itself. In this case, developmental organizations engaged in welfare of the disabled
persons should become the resource centres, programme implementation centres,
advocacy agencies or sapport systems.

{xiv} The placement centres should develop and supply special equipment,
carry out task analysis and provide information, extend individual preparatory
services and coordinate admissions, supply of educational material and promote
appropriate employment. These centres must emerge as properly equipped, well-
maintained, appropriately staffed training and placement centres with structured
training and suitable certification. There should be in-built provision for
continuous evaluation and self-monitoring of the process and outcome of the
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activities. While core statf should be appointed on regular basis, part time and
visiting professionals should be involved for up gradation of services.

{x¥) Economic independence and social integration of the persons with
disabilities should generally be achieved through their competitive and open
employment. It certainly requires preparing them for appropriate employment
through suitable training and exploring all avenues of employment. Apart from
administrative measures and institutional support, it requires adoption of
appropriate, result-oriented and relevant modern placement techniques, which
include the following, which has been explained in detail in the Appendix to this
Chapter:

*  Vocational Assessment and Worlk Preparation
. Selective Placement

e Job Clubs

. Work Stations

. Social Reinforcement

e Job Camps

. Institutional Placement Services

{xvi} Looking at the poverty profile of the disabled population of the country,
it is a ray of hope one sees in the recently launched scheme for awarding National
Scholarship to disabled students for pursuing post-metric and higher technical
education. However, coverage of such schemes needs to be expanded and
providing of Scholarships from the school level, need to be made by all State
Governments.

(xvii} There are other generic issues/challenges that needs to be tackled for
ensuring better employment opportunities for persons with disabilities in future
years. The level of literacy of disabled population in general is quite low and that
of rural and/or female disabled population is dismal. Special focus needs to be
given through the Sarva Shikshya Abhiyan (55A) and through other non-
Governmental efforts to increase the level of literacy. This should be coupled with
better opportunities in the technical/professional education including IT education
for children with disabilities.

(xviii) At present, there is lack of coordination between educational/technical
institutions, Institutions/NGOs in the disabilites sector, and prospective private
and Government employers as also producers of assistive devices for the persons
with disabilities to ensure that the educated person with disability gets the
employment it deserves. Mechanisms need to be evolved to effectively employ
the person with disability with necessary facilitating devices and environment.
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Conclusion

The authars have brought outin this Chapter, various avenues of employment
for all categories of persons with disabilities while highlighting the special case of
mentally retarded persons. Analysing the policy framework and Government
initiatives for promotion of employment of the disabled persons, it has been shawn
that whereas there exists a framework, yet the scope and opportunity in the
Government sector is limited It is suggested that while effective implementation
of the reservation provisions need to be ensured by the Central and State
Governments and the list of identified posts revised in every three years, thrust
should be given towards harnessing the private sector opportunities for
employment in organized as well as unorganized sectors. Promoting self
employment through concessional loans from the National Handicapped linance
and Development Corporation has to be taken up in a big way which may call for
great amount of involvement and cooperation of the 5tate Governments and
strengthening of the State Chanellising Agencies. Vocational training in non-
traditional areas with thrust on sustainable employment and placements need
serious attention. Capacity building of NGOs ,Self Help Groups and Parent
associations is crucial in promoting employment of the physically and mentally
challenged. Access to educational facilities, barrier- free environment, in both
physical and mental terms supported by right kind of modern assistive devices
are the needs of the day for ensuring gainful employment for the persons with
disabilities. Harnessing benefits of Information and Communication Technology
for the benefit of this disadvantaged section of society in a mass scale, will
revolutionize the employment scenario for the persons with disabilities.
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Appendix
Modern Techniques of Promoting Employment of

Persons with Disabilities

Vocational Assessment and Work Preparation

Vocational rehabilitation may be achieved with or without work testing,

aptitude testing, psychological testing, extensive and prolonged vocational
guidance, reconditioning or vocational training.

Services:

The prometion of vocational rehabilitation in the organized sector will

necessitate provision of the following services:

il.

b.

Assessment: Obtaining a clear picture of a person’s remaining physical,
mental and vocational abilities and possibilities.

LEvaluation: Lvaluating level of skill, aptitude, functional and occupational
abilities.

Guidance: Advising the person accordingly in the light of vocational training
and employment possibilities.

Training: Providing any necessary reconditioning, toning-up or formal
vocational training or work preparation.

Assistive Devices: Organizing appropriate vocational assistive devices to
enhance mobility, functioning capabilities and capacities of the individual.

Placement: Assisting individual to find appropriate and suitable work or
service oppeortunities in the open or sheltered environment.

Follow up until complete rehabilitation is achieved.

Outcome
Vocational assessment of this nature can:

evaluate work performance under actual work conditions;

indicate the degree of work talerance, the hours a person can work without
fatigue, his ability to stand noise and other environmental stresses,
interruptions etc.;

assist to develop his self-confidence, self-reliance and personal adequacy;
assist the person to realize and accept his own potentials and limitations;

assist in vocational orientation.
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Atms

The procedure followed for vocational assessment, work preparation

and placement would achieve the following objectives:

To assist a person to gain or recover the habit of work
To give advice on any secial problems, which emerge in the process
To provide physical reconditioning

To provide medical, physical, psychological and vocational assessment of
work capacity.

To build up person’s morale, help him to recognize his abilities and to think
positively about his future

To place the person in employment or in suitable course of vocational training
as a prelude to emplovment.

Pre-requisites

In order to benefit from the procedure of promoting employment in the

organized sector, an individual should:

be of a working age, or approaching it, but not too old to secure appropriate
placement at the end of the course;

have, or likely to have at the end of the procedure, the physical and mental
capacity to work;
have reasonable prospects of getting a job at the end of the course.

The benefits of vocational assessment and work preparation would be lost

unless the person concerned obtains appropriate placement on termination, either
with or without suitable vocational training.

Selective Placement

Introduction

The selective placement involves:
using all the normal services and provisions; and
adjusting them as necessary to their known and carefully assessed needs.

It i5 the next step after assessment, vocational guidance, vocational training

or on-the-job training and involves three distinct processes i.e.

Knowing the individual,
Knowing the job and

Matching following qualities of the individual with the job:

Educational background, work experience and age
FFamily background, economic and social status and occupation
Level of training in orientation and mobility and activities of daily living.
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Basic Principles

*  Meeting the physical requirements of the job
¢« Compatibility between the training availed and job provided
*  Matching between the potentials of the individual and job requirement

»  Placement not resulting to any occupational hazard or risk to the visually
impaired or fellow workers

e  [inhanced social integration
»  Conducive working conditions and environment
e  Placement on grounds of suitability for the job, not pity, charity or sympathy.

Job Clubs

Introduction

A group of visually impaired persons meets everyday, in a structured meeting
supervised by a counsellor using a ‘lesson plan” schedule of daily activities. Half
a day is spent in obtaining job leads and interviews in the office; the other half is
spent in going out to these interviews. The counsellor closely observes and
supervises as the client is engaged in obtaining leads, calling emplovers and writing
letters.

Essential Features

e Train the counsellor to provide adequate counselling.
»  Emphasize creation of job leads.
. Encourage a person to maintain the job once he is placed.
*  Rapidity of obtaining job is dependent uporn:
»  consistency of attending sessions
- number of new job leads created
- number of interviews attended
- interest of counsellor

* Involve other employment agencies, concerned Government departments,
voluntary develop-mental organizations and emplovers” federations actively.

Work Stations

Introduction

The Work Station is a step between open placement and the training or the
sheltered employment. The aspirant is placed under the conditions of actual
employment but without formal employment. He is expected to:
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. perform actual work;

*» follow all the rules as applicable to other workers in terms of timings,
uniform, work performance and other conditions of employment

*  However, the emplover has no obligation in terms of
payment of wages,
maintenance of attendance cards,
incidental expenses,
compensation for hazards and

insurance coverage

The local implementing agency or the Government department may provide
the payment in terms of stipend, local transport, incidental expenses and insurance
coverage. At the end of the training, it has been observed that the employer
normally absorbs the person in his firm or unit.

Merits

It serves as an excellent arrangement wherein a person is under direct
observation of the prospective emplover who gets an opportunity to study his
potentials, talents and adaptability to the job. The approach has the following
merits:

*  Demonstrates production potentials of the visually impaired.
»  Convinces the co-workers regarding his production skills
. Enables the employment officers to:
*  perform task analysis
- doindividual planning
- assist the VIP to adjust to the job
*  Economical and cost effective as compared to other modes of training
. ldeal for a person who had no formal training

*  Reduces the gap between on the job training or transitory employment and
open placement

. Establishes direct contacts between the trainee and the prospective employer
and improves chances of open employment

Factors Affecting Success

While the work station approach seems to be practical, result-oriented and
cost effective, its success depends upon the following aspects:
*  Proper selection of the job depending upon:

ability,

skills,

potentials and

interest,
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. Proper supervision by the employer and the placement officer
*» Willingness of the emplover to extend open employment on completion
. Invalvement of the concerned officials

*  Willingness of the implementing agency to incur expenditure on stipend,
transportation and incidentals

. Most important, adoption of this approach by the employment exchanges,
vocational rehabilitation centres, district rehabilitation centres and voluntary
placement organizations.

Social Reinforcement
Definition

The Social Reinforcement approach portrays the employment process as an
informal job information net-work in which the persaon with early knowledge of
job openings selectively passes this infermation on to unemployed persons who
are then likely to reward the job informants in a social way.

Merits

. Prevalent for employment in unorganized sector, small units where
recruitment process has not been streamlined

*  Effective where employment per se does not pose a very serious problem
. May be adopted as a supplementary tool for encouraging employment

* May enable the aspirants to seek employment under legal provisions for
which they are otherwise eligible

Job Camps

Definition

It involves inviting the prospective employers and unemployed disabled
persons en masse and providing them appropriate conditions for mutual
interaction for expediting the employment process. It has been adopted by special
employment exchanges and the disabled welfare voluntary arganization for the
person with disabilities.

Merits
*  Emplover gets to meet, examine and interview a large number of disabled
persans and to select the most suitable ones

*  Person with disability faces a large number of interviews on the same day

*  Suitable for developing countries where there is lot of unemployment and
lengthy selection procedures are invalved.
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Limitations;

-- A strong ‘emplover-pull’ is essential

- Not a complete process by itself

--  Merely one aspect of the employment process

-~ Incentives, motivation and follow-up are essential

Institutional Placement Services

Procediire

¢ Circulate a detailed resume of the individual giving following details among
the prospective employers:

-~ educational qualification

--  past experience

--  area of specialization

-~ age and areas of interest

*  Display the offers received from the employers
*  Encourage the individuals to apply for the job
. Provide facilities and infrastructure for the nterviews

*  Arrange initial interviews.

This approach has praoved very effective for the placement of various
professionals, particularly in case of well established and reputed institutions
and universities offering professional courses. The development institutions and
placement agencies may adopt this technique for expediting employment in the
following areas:

. physiotherapy, massage

*  stenography, touch typing

* telephone operating

. computer programming, data entry

* social work, office management, marketing
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Part Three
EMERGENT ISSUES
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Chapter 5

Human Resource Development
in Disability Management

K C Panda

This chapter vives a comprehensive picture about the human resource development
for disability vehabilitation in India for different categories of disability. The author discusses
the emerging vole of distance learning in HRD in the disability wiile dealing if in other
initiatives taken by various agencies for catering to the increase in demand for rehabilitation
professionals in the country. A brief review of activities of Rehabilitation Council of India
in sg fur as HRD is concerned, including the courses conducted and recent initiatives
taken have been discussed. The author highlights the role of humanitic element such as
Service and human values, Understanding the needs and rights of the disabled, Paying
individual attention, Developing and using resources, Resource Managewmeni and
Collaborative working in increasing effectivencss.

Introduction

Human Resource Development deals with creating conditions that enable
people to get the best out of themselves and families. Development is a never
ending process As people develop themselves in new directions, new prablems
and issues arise enabling them to new competences to meet the changing
requirements, aspirations, and problems. There are however, some universal goals
towards which all HRD efforts aim to achieve the most important and common
objective at all levels being competence {capacity) building. It is a process of
competency development in people and creation of conditions through public
policy, programmes & intervention to help people to apply there competencies
for their own benefit and for that of others. Competence may include, knowledge,
skills, attitudes and values. The core of HRD depends upon the context in which
items are used (Pareek & Rao, 1981). UNDP has given a broad meaning to it. [t
defines policies and programmes that support and sustain equitable opportunities
for continuing acquisition and application of skills, attitudes and competences
which promote individual autonomy and one that is mutually beneficial to
individuals the communitv and the larger environment of which they are a part
(UNDPT, BPPE 1991). The term HRD have come into popular usage during the
1990's. Prior to that emphasis was on development. Literature had been on the
terms “human capital”, the social “psvchology based” & “poverty driven” aspects.
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All three stress human competency development and the role of education in
developing and human competencies.

Human Resource Development and
Disability Rehabilitation in India

Disability rehabilitation in India has a long past but a short scientific history.
Groups and individuals initiated measures for betterment and improvement of
the disabled persons but unfortunately these efforts were individualistic and
perhaps unorganized and ad-hoc in nature though they were committed to
improve the condition of disabled persons. There was little concern for systematic
and scientific efforts in this direction. Systematic efforts has started as of TYDP
1981.

Disability though to a large extent inherited, environment has a substantial
role to play in growth and development. One can visualize disability Rehabilitation
and HRD

Professional |

Technicians |

1\

Special Educators |

HRd in terms of |

Service Providers |

Parents and Community members |

/!

The Disabled Child |

UN (1992} in its report on Regional Framework for human resource
development refers as “the totality of skills and knowledge available to any given
society a well as the prevailing attitudes and resource persons of members of that
society to manipulate natural and physical resources towards the production of
socially & economically valuable goals and practices. HRD concept depends upon
the focus in which it is used. The following model would explain the range of
activities in relation to HR:

Capacity
Building of
varigus groups

Public policy and
manpower
requirement

Social
Securily-interacling
personnel

Research
and Development
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In India, the term HRD was first introduced by Pareek and Rao in 1981, to
professionals and academicians. It prepares people, professionals, technicians

*  To acquire and sharpen capabilities to perform various functions — present
and future roles.

e Todevelop their general capabilities as individuals and discover and explicit
their own potentials for their own and organizational development purposes.

HRED ensues a steady supply of competent and well trained people at all
levels to the different areas spelt out. HRD is also required for NGO management
purposes in disability organizations particularly for NGOs warking in the area of
disability.

The Rehabilitation Courses in the field of disability are broadly classified as
courses for Master Trainers, clinical and Technical Assistants, Special Educators
and other technicians. [or master Trainers the courses are offered at the Masters
level and for clinical and technical assistants at Graduate level, for special teachers
at Diploma level. There are 22 graduate and PG level courses and 14 at Diploma
level coming the functional areas in all disabilities. These functional areas include
rehabilitation psychology and speech pathology, and audiology, orthotic &
prosthetic Engineering, Physiotherapy OT, vocational, Rehabilitation Engineers
and technicians including ear-mould technicians, Rehabilitation Workers, CBR
workers and mobility specialists, rehabilitation managers. The trained manpower
of all categories taken together upto 2001-2002 is 18000.

Considering the magnitude of requirement of the manpower requirement,
RCT has launched a distance mode education of the rehabilitation courses through
various training institutes in the country. The RCI has also come up with Bridge
courses & MRW training programmes so that the gap in trained man power
Development can be covered to some extent. Simultaneously plans are afoot to
develop CBR workers programme and other rehabilitation workers who could
take up the rehabilitation work at the grass-root level as the studies reveal that
80% of the resources with disabilities could be met from & within the community
itself and 20% of the needs,t he qualified professionals intervention will be needed.

Human Resource Development in Visual Impairment

The RCI has recognized a large number of teacher preparation courses. At
present there are four courses for training of secondary level teachers at NIVH,
Dehradun; Blind People’s Association, Ahmedabad; Ramakrishna Mission
Ashram, Narendrapur; and Blind Relief Association, New Delhi. Similarly, the
NIVH has sanctioned 16 courses for the training of teachers at the primary level.
Training Course for the Deaf blind which {5 run at the Helen Keller [nstitute for
the Deaf and Deaf blind, Mumbai.

In recent years, there has been noteworthy progress in the field of cure of
blindness, comprehensive rehabilitation, education and development ot support
services [or the people with visual impairment and blindness. During last few
years, the number of teacher preparation facilities went for a major expansion
with 22 diploma courses and number of degree courses, all recognized by the
RCI. The country at the moment has training facilities for training of 700 teachers
gvery year.
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The National Association for the Blind took the lead in starting a nation -
wide programme on community based rehabilitation, which has covered more
than 30,000 blind persons till date. A large number of NGOs have also initiated
and supported a variety of programmes on rehabilitation of the rural disabled.
During the recent years, the Ministry of Social Justice & Empowerment have also
introduced programmes, for the benefit of persons with disabilities including
visually impaired:

A few leading eye care agencies, viz,, L.V. Prasad Lye Institute, Venu Lye
Hospital, and Arvind Eye Hospital have also established low vision centers for
assessment, provision of low vision devices and training of low vision
professionals.

Teacher Training :

(a) The first ever Teacher Training Course for the Deaf blind sponsored by Sense
International (India) started at the Helen Keller Institute for the [Deaf and
Deaf blind, Mumbai in the month of July, 2000. In the first batch, eight teachers
successfully completed the course recognized by the RCL In the second batch
{2001) and third batch (2002), 8 and 7 students have been admitted
respectively. From the academic year 2002-2003, another such course has
been started at the Clarke School for the Deaf & Deafl blind, Chennai.

(b) Inclusion of Deaf blindness in the Teacher Training : The RCI has upgraded
the teachers training courses for the primary as well as secondary level
teachers of the blind including one-third of a paper on deaf blindness. Thus
all the teachers of the blind will be provided appropriate information about
deaf blindness.

Continuing Education

The RCT has sanctioned a few projects for upgrading skills of the teachers of
the visually impaired under the mode of continuing education with the following
objectives :

e To impart advance training to special teachers in teaching of science and
mathematics to the teachers.

e To review the status of teaching of science and mathematics to the blind
students.

. To evolve mechanism of promoting leaming of science and mathematics
among blind students.

e To review use of Nemeth Code for Mathematics among blind students.

There is a need for the RC1, NIVH and other educational institutes for the
blind should adopt a system of continuing education as a regular programme for
upgrading skills of special teachers of the blind.

The RCI has introduced a national programme for imparting orientation to
the Medical officers about all types of disabilities. All the Medical Officers working
at the District and Block level in the rural areas will be covered under this
programme which includes definition, limitations and causes of visual
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impairment; socio-psychological implications of blindness, effects of visual
impairment on personality development; and an overview of education and
rehabilitation of the visually impaired.

This course is programme very effective in respect of screening, identification
and referral of people with eye problems and visual impairment.

The RCI has developed a vocational training module for the instructors of
the blind under the Science & Technology Mission. This module will standardize
and improve quality of training for such instructors. (Punani , 2003)

Human Resource Development in Hearing Impairment

Manpower in speech and hearing is the professionally qualified women and
men who deal with the speech and hearing handicapped. This group includes
those with B.Sc, M.5c. and Ph.D. degrees in speech and hearing one offered in
general in [ndia.

The introduction of internship subsequent to the completion academic
training, but prior to the award of degrees as per the RCI guidelines is an important
step. The professionals in the field have voiced their feelings that an undergraduate
program of four-year duration in keeping with other professional courses would
increase their promotional opportunities. This step would also pave the way for
providing services in the rural areas. It is pertinent to recall at this point that at
the AIISH, those enrolled in the Master’s program had to complete one year of
internship prior to receiving their degrees. The present program of internship is
at the Bachelor’s level of one-vear duration and of shorter duration for shorter
programs,

Subsequently, In the year, 1983, the Ali Yavar Institute for the Hearing
Handicapped was started. The AIISH and AYINHH have played a signal role in
developing manpower in the area of speech and hearing in the countrv.

The professianals in speech and hearing perform various functions; those of
formal and non-formal teaching, diagnosis of speech and hearing problems,
selection of suitable amplification and / or assistive devices, recommendation,
initiation and implementation of intervention procedures. They are also involved
in conducting surveys, camps, and screening programs aimed at educating the
layman and in identifying the problem in ils early stages.

Manpower in speech and hearing also includes those personnel who may
not have professional degree in speech and hearing but who assist the professional
in the management of the speech and hearing handicapped. They include ear-
mold technicians, technicians who repair hearing aids. Training of these personnel
is done through shori-term programs lasting for a month or two for those who
have completed tenth standard education. AIISH and the AYJNIHH have
conducted these programs, the latter doing so at ditferent parts of the country.
The Rehabilitation Ceuncil of India has standardized a training program in ear-
mould making and hearing aid technology with the entry requirement of ten plus
two.

The training programs at levels below the bachelor’s degree approved by
the RCI for the CBR workers for varying duration, short term program for sign
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language, and the programs for the VRWs, MRWs and programs for family
members conducted by the Directorate of the Disabled Welfare, Govt. of Karnataka,
are some of the programs that are intended to generate manpower to help the
hearing impaired.

There are no programs for training professionals in the engineering and
technical institutions for giving expertise in performing installation and calibration.
Hence there is need for a course of study including repair & maintenance.

The speech and hearing professionals need involvement in research activities.
The course of study especially at Master’s level includes both theoretical and
practical training to inculcate in the trainees the inclination for conducting
research. The outcome of these research activities help in the overall betterment
of the speech and hearing handicapped. No such Research & Development Centre
exist in the country.

There is a need for specialist manpower of higher technical capability.
Recognizing this need, those programs which started off with an undergraduate
degree, have added on the Master’s degree program subsequently. The Ph.D.
degree program was started in the Mysore University in 1978 and later also the
Bangalore University. Doctoral studies have also been pursued at the Indian
Institute of Science, Bangalore, PGIMR, Chandigarh bv candidates with their basic
degree in speech and hearing,

The need of the hour is not only to have sizeable numbers which are capable
of meeting the requirements in protessional settings, but a force that is capable of
adapting itself to new emerging situations. The need is also for ensuring overall
high caliber of these forces and their ready availability to meet the demand. The
government programs such as the NPRPD to provide more attention to the rural
masses and the emphasis on community based rehabilitation constitute other
emerging areas that lay emphasis on the development of suitable manpower.

The individual speech and hearing professional is the prime source in
providing relief to the communicatively handicapped. In tune with this, the policies
for development of manpower should have the following goals :

i}y  Increasing number of professicnals to meet the increasing demands in various
categories.

ii} There is a growing concern that the existing training programs are not able
to get the requisite number of candidates to fill up the sanctioned number of
seats.

iii)  Assigning each individual s0 as to utilize his / her highest potential. The
rigorous training imparted to the trainees is not being fully utilized for want
of the infrastructure facilities including audiomefric rooms, diagnostic test
instruments. Added to it is the lack of orientation of the other professionals
to the needs and contribution of the speech and hearing professional as a
member of the interdisciplinary diagnostic team.

(uestions are being raised whether the tools used in professional practice

are appropriate in a developing country and if scaling it down might help in
retaining and increasing the available manpower in the country.
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iv} Shortage of human resources to man the training programs is an added woe.
Charges are traded that the fresh graduates are recruited to man the training
programs with little or no experience. There is thus a vicious circle of
manpower not being available to generate fresh manpower.

v} Development of suitable instruction modes. The relevant processes and
procedures may be explained through lectures. Patient participation may be
used in demonstration. Preparation of aids such as models, audio-visual
material, programmed instructional material must form part of the
manpower development process.

vi} Development of criteria for determining the level of competency reached in
the various skills expected of them, and at the various levels of training,.

vii) A close evaluation of training programs must also be undertaken periodically
in the light of current potential employment opportunities.

Resource Materials are important inputs into HRD programimes. Publications,
mostly from abroad, in the form of books, journals, monographs, etc., pertaining
to the field of speech and hearing and allied areas, linguistics, electronics, acoustics,
psychology, and in medical subjects - neuroclogy, pediatrics, anatomy, physiology
serve as resource material.

Audic-visual cassettes prepared by some of the training institutions such as
the S. R. Chandrashekar Institute, the AIISH and the AYJNIHH also make good
resources. Computer and intermet facilities are made available to the trainees in
the respective institutions examples being AISH, AY]NIHH and SRC Institute of
speech and hearing.

There is urgent need for developing resource material indigenously instead
of depending on overseas publications even at the undergraduate entry level.

Continuing Education :

In addition to the formal programs affiliated to the universities, short-term
programs have also been conducted by the national institutes. These programs
were planned to meet the demands of allied professionals for orientation to the
field of speech and hearing. At the AIISH, Mysore, more than sixty such programs
were attended by allied professionals instruments were limited. They were of
short duration conducted on demand from enough number of candidates on a
specific Topic.

The speech and hearing professionals are also invalved in training programs
of short-term to the CBR workers, Anganwadi workers, Nurses etc,

The population in the country is large enough to provide the quantitative
needs, but the requirement for qualified, skilled and human manpower is not so
readily met. The days of relying for manpower is not so readily met. The days of
relying for manpower in speech and hearing on large number of men and women
trained only in simple tasks of identifying the speech and hearing impaired and
providing therapy is far behind us. In modern times, the handicapped is to be
dealt with as a whole persor.
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Efforts Since 1981 (IYDP)

It was the setting up of Ali Yavar Jung National Institute for the Hearing
Handicapped (AY]NIHH} in Mumbai in 1983, gave an impetus to the Teacher
Training Programmes and other technical services tor the deaf in the country. At
that time, eight centers were only conducting teacher training programmes as
reported by Dr. Rita Mary, in 1993.

Besides conducting D.Ld. and B.ld. in (H.L), at AYJNIHH and its regional
centers, it also rins collaborative centers, involving the State Governments and
the NGOs.

The AYINIHH also realized that (a) there is dearth of qualitied professionals
for these centers to appoint as Lecturers (b) the level of model teaching schools,
where the [2.Ed. trainees did their practice teaching was also very low. Therefare,
with concentrated efforts and persuading the Universities of Osmania at
Hyderabhad and Calcntta respectively, the B.Ed. (H.I} training programme was
started at SRC & ERC of AYJNIHH, in addition to already running programme at
Mumbai since 1897, This enabled several schools to upgrade their D.Ld. training
levels.

Further the Bombay University provided affiliation to conduct M.Ed. (H.1)
training from 1995-96 at AYJNIHH, Mumbai. This provides better qualitied
Lecturers for B.Ed., conrse and equips teachers for higher education, using
curricular approved by RCL

RCI has also recognized Madhya Pradesh Bhoj {Open) University (MPBOU)
for conducting the B.Ed. Special Education Programme throngh distance mode
and it provides technical expertise to the MPBOU and the study centers.

Some Universities are also getting interested in running similar programmes.
(Nikam, 2003).

Human Resource Development for Locomotor Disability

The present situation of human resource development for locomotor disabled
is being analysed on number of locomotor specific manpower, nnmber on
distribution of their training centers, number of standardized courses / syllabus,
activities of different councils or standard enforcement authorities, available
funding resources etc.

Medical Council of India has registered 575,600 doctors as on 31.12.2001 of
which some graduate doctors, some pediatricians, some orthopaedic surgeons
and all physiatrists (specialists in PMR]) are looking after the medical rehabilitation
services of locomotor disabled. [ndian Association of Physical Medicine &
Rehabilitation (IAPMR) which register practicing doctors of medical rehabilitation
with postgraduate gualification both in PMR as well as any other speciality with
actual work in medical rehabilitation, has registered 300 doctors of which 175
possess postgraduate degrees who were registered on the basis of their work
experience in rehabilitation. There are 22 departments of physical medicine &
rehabilitation in 181 MCI recognized medical colleges of the country. The
departments are in Medical colleges. About 50 percent of these departments have
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gat post-graduate degree course in PMR. In addition, there are Departments of
Physical Medicine & Rehabilitation in some tertiary level hospitals, which also
undertake training in Physical Medicine & Rehabilitation of undergraduate and
postgraduate level.

The cumulative number of training centers for post-graduation in PMR is
27, which includes MCI centers as well as NBE centers. Of these 27 training centers
in PMR, 3 belong to Ministry of Social Justice & Empowerment while 24 belong to
Ministry of Health & Family Welfare.

The training programme for post graduate diploma and degree in physical
medicine & rehabilitation has been standardized by MCI. The revised
undergraduate medical curricula, as approved by MCI in 199, has included
teaching and training in physical medicine & rehabilitation, but he same is kept
as optional. Indian Association of Orthopaedics has 4,000 doctors registered with
it. They are relevant to the locomotor handicaps as most of them performed
corrective surgery. There are department of orthopaedics for postgraduate training
in 100 medical colleges and 50 percent of district hospitals have service dept. of
Orthopaedics.

Indian Association Physiotherapists has about 10,000 physiotherapists
registered with it. There are about 80 colleges and schools of physiotherapy in the
country. As there is no council for regulation of physiotherapists, there is a
mushroom growth of training colleges in the country particularly in South India.
Voluntary exercise is being done by [AP without any statutory authority for
regulation of the physiotherapy profession. IAP register the training colleges after
inspection and awards recognition to their training programme. However, this
voluntary exercise of [AP has not yielded desired results in regulating the
profession of physiotherapy. Of these 8 colleges about 42 are registered while 38
are conducting training without any registration. RCI has developed course
curricular of two and a half years for diploma course and three and a half years
course for degree in physiotherapy. [AP has recommended four and a half years
degree course. A mixed picture of duration of training is seen in the country at
present. The training programme for postgraduate degree is also standardized
and presently is being run at few colleges. On an average, there had been 50
percent exports of this group of professionals, which has become less in recent
past on account of stoppage by USA for hiring physiotherapists.

Indian Association of Occupational Therapists is the body, which register
qualified occupational therapists. As per |AOT there are approximately 2,500
occupational therapists registered with it. There are about 20 colleges / schools of
occupational therapy in the country. The duration of the training and the
mushroom growth of training centers is almost the same as in physiotherapy, on
account of lack of any council. The I[AOT has voluntarily taken up the function of
regulating the profession by registering the colleges / schools of training of
occupational therapy and recognizing / derecognising their training programmes.
However, this voluntary exercise of [AOT has not yielded desired results in
regulating the profession of occupational therapist. Hardly 12 training colleges
are recognized by IAOT. The Training curricula for diploma and degree is
standardized by RCI and IAOT both. At some places postgraduate training in
occupational therapy is also undertaken.



144 K C Panda

Training of the medical officer of PHC was meant for transferring the
knowledge of disability management to PHC doctors and accerding to by Status
of Implementation 2001 on National Programme on Orientation of Medical
Officers working in Primary Health Centres to Disability Management, 293 Master
Trainers and 3,581 Medical Officers are trained against the target of 30,000 Medical
Qfficers are trained against the target of 30,000 Medical Officers. Qut of 36 states
and Uts only 20 could be covered.

RCI has recognized 160 institutions both in government and in non-
government sectors, where Rehabilitation Council of India training courses are
operated. Of these institutions only 21 are running training courses for locomator
disabled. These 21 training institutions are spread over 18 States / UTs. It has also
registered Prosthetic and Qrthotic Manpower as professionals / personnel. They
are working in aids and appliance workshops. They are certificate / diploma and
degree holder in I'rosthetic and Orthotic science. Diploma course and degree
course in Prosthetic and Orthotic science has already been standardized by RCL
There are about 250 registered professionals / personnel in the category of
prosthetic and orthotic manpower. In the country there are seven training colleges,
which are imparting training of degree level in Prosthetics and Orthotics.

RCI also registers multi-rehabilitation workers under the category of Multi-
purpose Rehabilitation workers and technicians. RCI has recognized two years
training programme for multi-rehabilitation workers, wha is suppased to be key
person for rehabilitation at block level. The programme was started with high
hopes for producing skilful functionaries, who can act as worker, facilitator,
coordinator of rehabilitation programme of disabled of a block, but it has not
pick-up the required momentum due to manifold reasons. Initially, the manpower
was being produced by seven training centers, which have been reduced to three
in 2000. There are approximately 500 MRW in the country. There is a need to
review this kev training programme from all the angles, fine tune it from the
point of view of the needs of all stake holders and refloat it in modified form.

It is a fact that the focus of the programme of rehabilitation of a locomotor
disabled person is the patient himself. [t is also a fact that the awareness about
his disease and disability can bring about a lot of changes in success of failure of
the programme. However, it is a pity that the general awareness programme about
disease, accident and disability are onlv confined to some slogans, posters and
T.V. films, which neither equip the disabled person with proper knowledge and
skill nor facilitate the process of rehabilitation. The same is the case with the
parents and family members of a locomotor disabled. However, a ray of hope
was generated when RCI started structured bridge course, which was taken up
21 training centers and trained 8,841 such parents and family members, but the
same is meant to clear the backlog only.

On the basis of the situation analyvsis of manpower, training facilities,
regulatory mechanism and funding sources and manpower projections as given
in the report on Manpower Development by RCl, it is clear that the issue of
manpower development requirement re-examination and in depth analysis. As
locomotor disabled is primarily the concern of Ministry of Health & Family Welfare,
it is the suitable ministry for doing this job. There is a set strategy of development
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of manpower in different national programmes, which consists of national trainer,
regional trainer, district trainer and PHC trainers. They are known by different
names at different programmes. It is necessary that while plarning and phasing
the training, the same strategy should be followed and efforts should be made to
converge all training facilities at one focus. The training should cover the
manpower to be produced in future by introduction of rehabilitative component
in their training curriculum, the manpower already available for the locomotor
disabled persons by orienting them to the needs of locomotor disability and by
producing required number of qualified teachers for them. This is the only method
by which rehabilitation of locomotor disabled can become a part of regular service
delivery system. (Srivastav, 2003)

Human Resource Development for the Mentally Retarded

Ome important area which is to be attended on priority is the development
of manpower and training facilities in various areas of manpower, more
particularly the teacher training programmes in the field of rehabilitation of
mentally retarded, which was individualistic, haphazard, characterized by
diversity, incompleteness and largely by irrelevance. There was no restriction
imposed or condition to fellow, nor bodies to process. Even if RCI came into
existence as a society in 1986 to regulate the broad parameters of manpower
development and the various programmes related to it. The recommendations
and suggestions were hardly implemented wherever any special education training
programme was being conducted.

Based on the recommendations on the National Education Policy, the
Rehabilitation Coundil of India was formed as a statutory body under the RCI Act
1992 (w.ef. 1993) passed in the Parliament after which manpower development
and training programmes came straightway to the grip of RCL

For human resource development programme, RCI is conscious of its role
in maintaining and providing well qualified professionals, and high quality
standards of services. [or this purpose, RCI has formulated norms for recognition
of institutions, and programmes. These are (i) only agencies, institutions receiving
grant either from the Central Govt. or the State Govt. are considered, and (ii) the
required infrastructure and professional standards have been clearly prescribed
for each category qualify to recognition by RCIL After fulfilling the above criteria.,
inspection teams of highly qualified professionals are sent to study the capabilities
of institutions for giving recognition by RCL. Under section 11 of the RCI Act, it is
a mandatory legal requirement for all universities and institutions offering or
intending to offer training courses in the field of disability rehabilitation to seek
RCI recognition before the commencement of the course. Accordingly, all the
institutions are inspected by the visiting experts to assess infrastructural facilities,
faculty, etc. before granting recognition to start the programme. So far 160
institutions have been granted recognition to run courses recognized by the
Council.

The manpower report (1996) prepared by RCI has projected that about 0.36
million persons would have to be trained during the 9™ Plan peried.



146 K C Panda

Various National Institutes as well as the Ministry of Social Justice and
Empowerment are implementing the Manpower Development Programmes.
Currently such centers run the Diploma in Special Education (Mental Retardation)
and D.S.E. (M.R) course producing about 800 special teachers every year. The
Universities offering B.Ld. and M.[Ed. in special education have also increased
considerations.

Manpower Reguiremenls

RCI has developed in the manpower development document the type of
professionals who would work in the field of disability and in mental retardation
with an estimate (Projected)

For all disabilities RCl has developed 59 courses for different levels and
different professionals by now, besides the short term courses, i.e., Bridge courses,
PHC doctors training curriculum, and 45 days programme for primary teachers
working under DPEP system.

A projection of Human Resource requirement for the ninth and tenth plans
phase by RCI reveals a great gap between availability of trained teachers and the
number of children to be catered to. It has also recognized as many as 41 training
institutions in the country where the programmes are located.

Human Resource Developmenf Programme

The various programmes in manpower development which are running can
be looked in terms of long duration courses, short programmes, and workshop /
orientation programmes contributing to professional inoculation of different
personnel. The special teacher training / and master trainers are most essential.
RCl has standardized the teacher training curriculum at certificate to M.Phil
levels. During the year 2000-2003, NIMH has trained special teachers to work in
special schools. Diploma course in special education was conducted at centers
supported by or affiliated to NIMH are spread across the country. This is the
largest network of teacher training centers in the field of mental retardation in the
country. Diploma in special education holders are now available.

The I[nstitute has been conducting a year degree course in rehabilitation
studies (MR). The course is designed to impart skills from multi-disciplinary
aspects so that comprehensive services can be provided for persons with mental
retardation in non-school educational settings. The Bachelor of Rehabilitation
service programme in MR is also being conducted in Chennai at the Holy Cross
College with built in rehabilitation practice programme. State-wise qualified
candidates in BRS course upto 2001indicate that out of all state AP, Bihar, Uttar
Pradesh, Tamilnadu have taken a major chunk. The 5States, Union territories like
Assam, Goa, Chandigarh, Harvana, Himanchal Pradesh, Karnataka, Nagaland,
Punjab are the least recipient of the programme.
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A aone vear academic course preparing professionals as vacational instructions
DVTL (MR) for the purpose of training-cum-employment in the field of mental
retardation has been started from the year 1995-96. This course presently is being
offered at NIMH, Secunderabad and Navjyothi Trust, Chennai which is financially
supported by NIMIL

This course has inputs from industrial engineering, psychology, social work,
management and special emphasis of training persans with mental retardation.
Eligibility for admissions is 10+2 or intermediate or its equivalent examination in
general education or vocational education.

Distance Learning for HRD in Disability

Distance learning is emerging as a possible solution to meet the shortfall of
rehabilitation professionals. In a break-through development, rehabilitation
education programmes are now available through the distance learning mode.
Under an agreement with Rehabilitation Council of India, Madhya Pradesh Bhoj
(open} University has launched B.Ld. (Special Education} through distance mode
for training of special teachers.

The programme has been launched throughout the country through 51 Study
Centres. Of these 21 Centres are recognized to run the Mentally Retarded
programme.

Om an average about 600 to 700 teachers receive the B.Ed., SE-DE (MR) during
2001-2002 {14 menths) and during 2002-2004 another 500 are enrolled. The course
duration has been change now to 18 months. As per another MOU signed with
Indira Gandhi National Open University (IGNOU), certificate course for CBR
workers through distance mode will be launched shortly. Another programme
for sensitization of parents through use of audio-visual/multi-media technology
is also be launched shortly.

The NIMH at Secunderabad has been running a post-graduate diploma in
early intervention in Mental Retardation.

It has also developed a Diploma level course for training teachers for pre-
school in the area of mental retardation. These programmes will eventually
contribute to meeting the needs of rehabilitation of mentally retarded or
intellectually challenged in India in the foreseeable future and should be run in
different institutions to meet the target.

At present the following programmes are also being run which prepares
manpowet related to the rehabilitation of the MR. Master of Rehabilitation Services,
Holycross College, Tiruchinapalli, Chennai Multi Rehabilitation Workers
Safdarjung Hospital, New Delhi, Mercy Home, Chethipuzha Madras [nstitute of
Rehabilitation Service, Vikalanga Kendra Allahabad, Master in psycho-sacial
Rehabilitation. The Richmond Fellowship Society, Bangalore, M..Ed.
(Multicategory), Ramakrishna Mission, College of Education, Coimbatore,
Chennai, M.Ed. Special Education
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5.N.D.T. Women's University, Mumbai, Post-Graduate Diploma in
Developmental Rehabilitation (PGDDR), THPI, Hvderabad, Post Graduate
Diploma in Rehabilitation Psychology (PGDRP), Aligarh Muslim University,
Aligarh, Calcutta Univ., Psychology Dept. Calcutta, PG.D.5.E. (M.R.), Society for
Mental Health Care, Burdwan, M.Phil (Clinical Psychology). Manipal Academy
of Higher Education, Manipal. However, NIMHANS, Bangalore and CIP, Kanke,
Ranchi also offer such programmes. M.Phil in Rehabilitation Psychology, NIMH
has also stated in 2003-2004 with an intake of

10. Besides PT/OT, courses, Speech Therapy Courses are being run in a
number of institutes in the country including NIRTAR, All India Inst. Of Speech
& Hearing, NIOH, ANJNIHH. (Panda - 2003).

Innovations in Human Resources Development for
petsons with Disabilities

The RCI Act provides that every person delivering services to persons with
disability must possesses a qualification recognized by RCl and be registered
with the Council as a mandatory requirement.

The scheme of offering a Bridge Course was devised as a means to overcome
the back log of untrained manpower and was launched as a National programme
on 2™ October 1998, It was an one time measure designed to assist those
professionals who were working prior to 1993 in the field of rehabilitation, but
did not have a qualification recognized by the Council, to get registered with it.

Teachers, Instructors, counselors, placement officers, CBR workers or any
other categories of professional/personnel, dealing with disabled persons without
any recognized qualification, prior to 1993, shall be eligible for joining the Bridge
Course.

The scheme covers the major areas of disabilities including cerebral palsy,
learning disability, autism and attention disorder is one area.

There are two broad objectives of the course :
1. Totrain those who have had wide experience but no recognized qualification.

2. To spread awareness about the problems and potential of people with
disabilities particularly in rural areas.

While most of the trainees have acquired considered experience in teaching,
they feel that the Bridge Course has exposed then to various professional and
management aspects of rehabilitation Not only has it helped them in a pure
academic sense, it has also made them more professional in outlook and appreciate
the kind of linkages that need to be worked out in the community and society.
The Bridge Course has further helped them teo update their skills and create a
more functional environment in their respective institutions. This has been a
torwarding looking step in HRD preparation.

It may be one of the selutions for meeting the need of large manpower in the
field of disability significantly different from a zero base.
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Forty Five Days Foundation Course on Disability :
A step towards inclusion

RCI has developed 45 days training programme which includes five areas
of disability : MR, HI, VI, LD, LL The purpose of the programme was to orient the
teachers of primary schools through DPEP and state Govts and give the
knowledge, skills, attitudes and instructional teaching techniques to handle the
disabled children in the regular schools. Such training will not only contribute
to care of disabled in the classroom but will contribute to the enhancement of
schooling and eventually to UEE in an inclusive setting being a cost effective
programme.

The Ministry of HRD, Government of India is also making efforts to
incorporate special education in the curriculum of regular school teacher training
programme. Both pre-service and in-service training programmes are being
modified to incorporate special education component inte the curriculum. Many
pre school teacher-training programmes have also included "Education of
exceptional children” in their curriculum. Considering the paucity of trained
teachers and the large number of children with disabilities to be reached, the
nation is gearing up to clear the backlog of untrained teachers in special schools
and in regular schools.

National Progravumes on orientation of Medical Officers

National programme on Orientation of Medical Officers working in Primary
Health Centres to Disability Management has also been launched the RCI plans
to train  about 30,000 Medical Officers through selected agencies located all over
the country; i.e. medical colleges, NGOs, Rehabilitation centres.

Short duration Programmes for professionals and
Growth of Functionaries Including parents

Both the Government and Voluntary Organisations are involved in extension
services of training the trainers of children with severe disabilities. Crash
orientation seminars. Workshops are organized [or teachers of ordinary schools
on different aspects of special education. A number of programmes that the
National Institute of Mentally Handicapped and its Regional Centres, NGOs,
leading NGOs like THFI, Amarjyoti, MRIH, CHETNA, DEEPSEKIIA, and SNDT
Women's University, an MIND’S College of Education, are running. These simply
demonstrate coverage, and continuous awareness and protessional development
through exchange participation, deliberation contributing to the holistic
development and rehabilitation of mentally retarded. The CRE programme have
now been standardized to quality standards.

Parent Training Programime

NIMH is has initiated wide ranging family oriented services. It is one of the
models of services where the intention is to empower the parents and family
members to look after their children with mental retardation as against providing
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institutional support or residential programmes which are expensive and lead
to de-socialization of persons with mental retardation. This is a unique
programme now being followed by many NGOs.

Professional Enculturation through workshops

NIMH organizes national level programmes : one for professionals, one for
parents, and one for persons with mental retardation on different themes te build
latest awareness and thinking in the area of intellectual disability.

In human resource development one of the major activities is to conduct
refresher courses, training workshops and continuing education programmes
for professionals. Short-term courses are being conducted by Govt. University &
NGOs and also other schemes of disabilities providing opportunities to
professionals to upgrade their knowledge and skills and render services to persons
with mental retardation. [tis estimated that there are 832 institutions in the country
having an estimated 8,320 professionals at an average of 10 professionals per
institution, who need continued exposure(Panda 2003).

Human Resource Development for
persons with Multiple Disabilities

A.Human Resource Development is the key to initiate and maintain quality
services for deaf blind children. Since the field is a new one in the country there
is an obvious need for training and expertise in order to sustain the different
services to deaf blind persons.

. RCI recognised courses for teacher training in single category disability has
helped in pooling in resources for the deaf blind field till date.

e RCI recognised first teacher training course in Deaf blindness in Asia and
the National Institute for the Visually Handicapped certified the same course
which is running at the Helen Keller Institute, Mumbai with support trom
Sense International {India)

. Component on Deaf blindness has been included in the training of Primary
and Secondary teachers,

Short Term Programme

Besides the above recognised and certified courses, there are a number of
informal training activities being undertaken in the field of deaf blindness in the
country. Some of the significant ones are :

*  Awareness training programmes for in-service single category teachers,
itinerant /resource teachers, medical professionals, community workers and
50 on.

*  Orientation programme on needs of deaf blind children for teachers working
for children with deaf / blind / multi handicapped / Cerebral palsy / Mental
retardation.
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. Specific need based topics such as Early Identification and Assessment,
Communicatien and so on for teachers working with deaf blind children.

s Leadership training for personnel organising and managing different kinds
of services of deaf blind children.

* Intensive training on working strategies for and hands on workers at the
programme sites.

The first Deaf blind Asian Conference, 2000, held in India set the pace for
many professionals to come together and brainstorm on the various issues
concerning human resources development specific to the field of deaf blindness.
Similarly the National Experts Meetings, organised by Sense international (India)
have been instrumental in getting people together to identify their staff
development needs and match it with appropriate existing training opportunities
or create new training activities,

As the field is emerging there has been a repeated concern for the need for
developing more and more formal training programmes for different target
groups. (Paul - 2003),

B. A large number of innovative and well-planned programmes have been
initiated across the country for this category of children with multiple disabilities
with visual disability.

The Hilton Perkins International Program, USA took the lead in providing
training to professional warkers and Master Trainers of the children with multiple
disabilities. Due to initiatives of Sense International some innovative programme
have been undertaken.

(a) New Campus of the Helen Keller Institute for the Deaf and Deaf blind, Thane-
Belapur Road, Navi Mumbai was inaugurated on 3 March, 2001. The new
and spacious premises also houses Vocational Training Unit for Deaf blind
Adults and the Teacher Training Programme.

(b) Satellite Centres : BPA has established six Hilton Perkins International
sponsored Satellite Centres for providing comprehensive services to children
with multiple disabilities in remote areas. Out of 78 such children, 17 of
them are those with deaf blindness. The HPI has also extended technical
support to a large number of orgnisations in India including Education
Leadership Programme, teacher training, early intervention and material
development.

(¢) Nation-wide programme : The 5Il has extended technical support to a
number of organizations including training through Professional
Development Programme. Home Based Services to Deaf blind Children in
seven states of India.

Human Resource Development for Cerebral palsied

All the major NGOs in the cerebral palsy sector have taken a leading role in
providing training at community, secondary and tertiary levels. They have
worked closely with RCI in developing and augmenting training programmes.
In fact the first university that came forward to recognise a disability course was
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Jadavpur University in West Bengal. Since cerebral palsy does not fall under the
purview of any of the existing National Institutes, NGOs have taken a lead in
supporting and designing training initiatives. Specialised training programines
in this category have recently been developed on self-advocacy, developmental
therapy and augmentative and alternative communication (AAC). Besides
professionals training programmes the emphasis of all the NGOs working in the
field of cerebral palsy is one warking with the families by providing opportunities
tor empowerment and training. PPeople with cerebral palsy need to be provided
with more opportunities to take a leading role in taking policy decisions about
their own future, as they are interested and potential leaders in this field.

Name of the inslilulion Courses offered

The instilulions such as P.G. Diploma in Special Educalion Diploma
in Basic Developmenlal Therapy far

The Spastics Sociely of Tamil Nadu; Cerebral palsy and other Neurological

Chennai; Disorders

Indian Tnslitule of Cerebral palsy, Kolkala | Post Graduale Diploma in Special
Educalion

The Spastics Sociely of India, Mumbai Past Graduale Diploma in Educalion of the
physically Handicapped (Dip. Ph. H.)

Vidya Sagar (Formerly Spaslics Saciely Post Graduale Diploma in Special
of India, Chennai) Educalion

Short Term Courses

Community initiatives in Inclusive Education course for trainees and planners
of Community Disability services; Orientation course on Disability management
tor Nursing students. Orientation of both under-graduate and Post-graduate
Medical students.

Senior trainers course ; Zonal Affiliate trainers course ; Community Based
Rehabilitation physical and Tunctional Management of Multiple Disabilities in
the Community; Basic Management of Cerebral palsy for Medical Practitioners
and Basic Management of Multiple Disabilities in the Community are being
conducted to update and / or develop manpower in the area of CP.

Training of Care Givers

The National Trust for the Welfare of persons with Autism, Cerebral palsy,
Mental Retardation and Multiple Disabilities has formulated a scheme for
providing a three-month training programme for care givers with the objective
of empowering families to retain their disabled members within the family and
the community. The above training programmes are presently being conducted
by Indian Institute of Cerebral Palsy, the Spastics Society of Tamil Nadu and
other training NGOs in India. (Kaul 2003)
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Courses conducted by RCI recognized Institutions

P.G. Diploma in Developmental Therapy.

P.G. Diploma in CBR.

B.Ed. (Special Education)- MR-HI/VI

Bachelor in Mability Science.

B.Ld. Special Lducation - Distance Mode)

Bachelor in Audiology and Speech Language pathology (BASLP).
Bachelor in Rehabilitation Science.

B.5c. (Special Education and Rehabilitationd.

Bachelar in prosthetics and Orthatics.

Bachelor in Rehabilitation Therapv.

B.A., B.Ed. 9VI)

M.Ed. (Special Education) — MR/HI/VI

Master in Audiology and Speech Language — Pathology.
Master in Rehabilitation Science.

M.5c. (Phycho-5ocial Rehabilitation)

M.Phil. (Clinical psychology)

M.Phil. in Rehabilitation Psychology.

Recent Initiatives taken by RCI

The Council is working to establish a College of Rehabilitation Sciences to
impart advanced training to professionals covered under the RCI Act and
the Persons with Disability Act. The objective is to advance the frontiers of
knowledge underlying the practice of rehabilitation disciplines and
professions through research, teaching and professional development,
besides standardization of education and rehabilitation of persons with
disabilities. The College would aim to secure the advancement, diffusion
and extension of knowledge in all disciplines of learning for persons with
disabilities.

The RCI regularly maintains linkages with various National and International
agencies. This is important to share the new programme developments and
latest technologies emerging day by day. [t also helps in collaboration,
updating knowledge concerning disability and exchange of literature, which
cancerns to human resource development.

In order to utilize the latest information technology and enhance the efficiency,
the process of computerization of the activities of RCI is being undertaken
by the National Informatics Center (NIC), Govt. of India. Under the
programme, LAN system has already been installed and the officials have
been trained by NIC in computer applications. RCI website is being updated
to give it a more professional look. In addition to information on activities
of RCI, it is also proposed to have comprehensive information on all areas of
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disabilities for the benefit of persons with disability, parents, professionals,
researchers, administrators and others. The website is being made bilingual,
i.e.,, English and Hindi.

Teleconferencing/video conferencing facilities are also being created at RCI
with the assistance of NIC which will have linking with NIC centres all over the
country. Once functional, it will help in dissemination information more quickly,
particularly in rural and remote areas.

Rehabilitation  Council of India launched its  website
{www.rehabcouncilmic.in) in pursuit of automation and excellence for improving
the quality of life of persons with disabilities. The website is a step forward in
pursuit of the goal of improving the quality of the disabled people as it would
enable the society to have access to the latest development in the relevant fields.
{(Singh, 2003)

Review of the Manpower Development report of the RCI for Ninth & Tenth
Plan has indicated some specific requirements and accordingly.

The following Human Resource Development Courses have been suggested

—_

Diploma in Prosthesis and orthosis

2. Bachelor course in Rehabilitation Therapy

3. Postgraduate Diploma in CBR

4. PG Diploma in Rehabilitation

5. PG Diploma in Disability Rehahilitation

6. MSc in Prosthetics and Orthotics

7. Credit based courses

8. Diploma in special education (Autism spectrum Disordes)

M.5c. in Audiology
10, M.Sc. in speech pathology
11.  M.Phil in Rehabilitation Psychology
12. Diploma in special Education - Deaf blind
13. PG Diploma in Cerebral palsy
14. M.Ed. Multiple disability
15, Modular course on Research Methodoelogy

These course in addition to the existing one’s would contribute to
comprehensive human resource development provided that the programme
delivery, built in practical internship {on the job training). Proper monitoring and
evaluation, courses being taught by trained professionals are taken up quite
seriously be it any mode, Any attempt to make HRD programmes populist will
not contribute to disability rehabilitation management.
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Humanistic element in Human Resource
Development Programme

As is obviously the case, human resource development programmes are
basically knowledge, skill and rarely altitude oriented. In case of disability
rehabilitation what is equally important is a humanistic orientation to the various
problems disabled people face, organisations of disability encounter and such an
emphasis would automatically strengthen resource components in training.

This means more particularly the various categories of professicnals
undertaking training preservice particularly an effective orientation to a few
specific areas of concerns for rehabilitation purpases. These are

. Service and hauman values

. Understanding the needs and rights of the disabled
e  Paying individual attention

o Developing and using resources

. Resource Management

e  Collaborative working

which could contribute to effectiveness of rehabilitation activities in any
organization dealing with disability. Hence, any curricular development and for
renewal shall take into consideration the above elements across disabilities and
across professional groups, (Rao, 2002} to strengthen the HRD programmes and
the products coming out of such programmes,

The future perspective in Human Resources
Development for Disability Rehabilitation

PPersons with disabilities have problems in undertaking education, work and
participation in community activities expected of individual of the same age and
socio-economic status. Therefore, the purpose of rehabilitation will be to enhance
the capacity of a person with disability to receive better education, vocational
training and social skills so that he / she can be mainstreamed.

Mass awareness is very vital for providing rehabilitation services to the
unreached, Awareness can be generated through all kinds of means and mass
media. [n this regard we have to train professionals for providing timely
intervention for those who acquire disability earlv in childhood as a result of
infections, trauma or genetic causes. This will also include early detection.
Developing simple mechanisms and tools for early identification by primary school
teachers and training professionals for providing early childhood education to
children with various special needs is also the need of the hour.

We need to train professionals to provide education through multi —option
system covering inclusive education, integrated education, special school, distance
learning, home based education part time education and alternative schooling or
any combination of these that suits the need of the child and also to train
paramedical teachers for providing non-formal education.
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There i5 a need to train manpower to promote fundamental as well as applied
research in the area of Rehabilitation and Special education. Stress should be lain
on empirical action research so that benefit could reach disabled people in the
shartest possible time.

The RCI shall undertake a thorough on-going review of the curricula already
prepared by it with a view to laying better stress on emerging technology in
imparting education and providing rehabilitation services both in urban and rural
areas. [lurther curricula will be developed for the training of professionals to
provide entire continuum of rehabilitation services already indicated and to
include a component in all training programmes and at bringing positive changes
in social attitudes towards disability. The objective will be to promote better
appreciation of the potential of all persens with disability. Short term courses will
have to developed for this purpose.

Several foundation course should be launched through the conventional or
distance mode to promote the development of appropriate human resources on
an urgent basis without sacrificing quality.

Professional development calls for developing considerable and competent
teaching facilities as well as properly monitored and regulated research.

There is a need to consolidate and expand manpower development through
upgraded curriculum and teaching learning material at post-graduate and diploma
levels in all areas of disabilities. For this, master training programmes should be
encouraged by involving experts throughout the country and from abroad. Since
a larger number of institutions in the voluntary sector are going to depend on
professionals with diploma and certificate halders, focus should be on
development and expansion of professional courses at these levels. Priority should
be given for expansion of programme of diploma and certificate level. Special
emphasis should be given on the psychological rehabilitation of the disabled.
Since ditferent Ministries such as Ministry of Health & Family Welfare, Ministry
of Human Resource Development, Ministry of labour, Ministry of Rural
Development & Employment are contributing for the welfare of disabled persons
besides the Ministrv of Social Justice & Empowerment, inter-ministerial
collaboration and co-ordination is needed for the overall development of persons
with disability.

The main purpose of RCI is to accelerate and diversify human rescurce
development in such a way that rehabilitation and education reaches every child
or adult with a disability in the country. NGOs have been pioneers in the field of
rehabilitation and special education in this country and in almost every country
of the world. But the disability scenario is changing the needs of people with
disability rapidly. NGOs have to enter into a constructive partnership with the
state. But before they can do so, NGOs have to dialogue among themselves to
evolve strategies for the promotion of a creative partnership with the State for the
purpase of reaching everyone who is unreached today and contribute to HRD
activities.
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The persons with disabilities formed a substantial amount of the population,
rehale services are to be planned and developed. This can be done through HRD
programme & institution building. If the promise of the 86" constitutional
amendment and such as 26 of PWD Act is to be a reality the States need to plan
tor early intervention & general orientation for persons with disability and their
family.The data clearly indicates disability affects a large portion of older persons
with the life expectancy rising and alsa the years of survival beyond 60. Bearing
the needs of elderly persons well need special care & issues of accessibility in
view their physical capacity will require attention.

The demand for rehabilitation professionals is very great keeping in view
the enormous need of rehabilitation services of nearly 18.5 million people with
disabilities in the country. In the 10% plan it is envisaged to reach a respectable
figure of between 25 to 30% for which various models are being worked.

The GOI has taken initiative in generating manpower through the networlk
of NIS at the apex level institutes only AYJNHH, NIMH, NIVH, NIOH, NIRTAR,
IPH, & in total 144 institutes including apex level institutes. RCI has been set up
as a statutory body to formulate & standardize the rehabilitation courses. Many
voluntary agencies not only provide services but also act as potential pressure
groups,

Conclusion

Organised programmes and packages in the field of human resources
development are required to be evolved to effectively manage Rehabilitation
activities being undertaken by the NGOs. Ministry of Social Justice and
Empowerment is working on a massive some of e-rehabilitation to be launched
through out the country for trained tour is everywhere. The strength of community
groups / NGO is more in terms mobilizing non-financial resources, inspiring high
levels of performance for it and is being able to innovate experiment, & in general
carry out activities in a more flexible institutional environmental than that usually
allowed in Govt bureaucracies. While NGOs may utilize resources more effectively
than government in certain situations they are not realistic in planning for
investments in human resources development. HRD involves a range of
interrelated activities in order to achieve its goals, Govt. intervention should be
sensitive to these interrelationships and use them to their advantage. The
determination of priorities should be based on understanding of the cumulative
effects of alternative intervention, interdepartmental co-ordination even inter
agencies coordination and collaborative team work are valuable solutions to the
need and the problem. This needs integration of policy making, planning and
implementation at all levels.
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HRD has been viewed in terms of capacity building of professionals,
technicians, service providers, parents and community members and the disabled
child. Itis considered that the disabled child himself is a resource and that resource
has to be nurtured and developed. In order to conceptualise HRI in this integrated
tashion the public policy and manpower requirement have to lead capacity
building of different target groups interacting personnel for social security,
leadership groups, family and community for advocacy and awareness building
and finally research and development professionals for contributing to indigenous
practices in rehabkilitation. The state of art in HRD in the area of visual impairment,
multi disabled visual impairment, hearing impairment , locomotor disabled,
mentally retarded, deat and blind , cerebral palsied, have been described in relation
to pre-service training continuing rehabilitation programmes, distance mode of
education, short term courses and training of Intervention Specialists including
medical officers at the primary health centres and training of Master Trainers.
For professional enculturation in the field of HRD, workshops organized by
various mnational Institutes have been focussed and the contribution of
Rehabilitation Council of India in the development and standardisation of the
curriculum for different categories of rehabilitation professionals have been spelt
out including covering linkage with various professional agencies as well as
application of Information Technology in HRD. An attempt has been made to
malke a plea for including humanistic elements in human resource development
programme in the field of disability rehabilitation for improving service delivery
as well as organizational effectiveness. The future perspective in disability
rehabilitation concerning HRD runs across the model which was developed in
the beginning portion of the chapter involving professionals, the disabled and
the community leading to an integrated model of HRD,
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Chapter 6

Inclusive Education and the
Common School in India

Madan Mohan Jha

The purpose of this paper is to examine education for persons with disabilities, of the
children at the school level in particular, nof in isolation but as a part of the school system.
It is the case of the auther that giving equal opportunity of education to all children, the
disabled included, is wot n question of a programmie or a project. 1t is 4 systewic issue. In
that context the paper analyses the policy of the common school system and polices relating
to education of children with disabilities, and argues that educating the disabled could
become a reality in the foreseeable future if concerns are expressed in regard fo the systemic
veforms, which benefit all children and the disabled remain an Integral part of the reform
process.

Introduction

The history of education of persons with disabilities is a progression from
segregation to integration, and now to inclusion. It may be important to look at
the development in the West, in Lngland in particular since a general perception
persists in this country that our system has been influenced by the Brilish (or the
colonial) education system. In England, while mass education became the
responsibility of the state with the enactment of the Lducation Act of 1870, a
separate Act after 13 years laid a duty on the Local Education Authority (LEA) to
provide education for the blind and deaf children, thus laying the foundation of
the special education. Subsequent education acts in that country expanded the
scope of education for children with other types of disabilities, with the Education
(Handicapped Children} Act of 1970 bringing the last group of children- those
with severe disabilities- into education. The first attempt to divide the bridge
between the general and special education was made with the Education Act of
1976, which laid down a duty on LEAs to provide education of the disabled in
normal schools when it was practicable. It is said that this section was never
implemented (Jha, 2001).

The most landmark development in education for the persons with disabilities

in England could be traced to the Warnock Report of 1978 that introduced the
concept of ‘special educational needs’. The term has become synonymous with
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education of the disabled across the world, and is being used in India by all those
involved in it, though it does not have a legal meaning or an agreed definition
unlike in England where the 1981 Education Act defines the term, and the Code
of Practice issued following the Act, and revised from time to time, lays down a
very detailed guidelines on how toidentify children with special educational needs
and seek additional resources and support from the government.

In India, we do not have such parallel legislations, though we have policy
statements from time to time including the Persons with Disabilities Act of 1995,
which encourages for ‘integrated’ education. However, we have not been able to
provide the constitutionally guaranteed elementary education for eight years to
all children, despite the repeated promises, programmes and projects. The
proportion of children with disabilities missing the education being offered under
the existing system would be very high. The gaps between educational
opportunities in India are not confined only to the disabled and the non-disabled,
it may be seen across the country among its diverse population as well as the
geographical spread. The disparities have been commented upon by Alexander
(2000,p.82) cited by Day (2003), India’s many disparities include massive differences
between rich and poor, exacerbated by geography, class and caste, between world-
beating high tech cities...and low tech subsistence farming; between world class
universities and training institutes, and rural primary schools, some of which exit in
name only, having neither buildings not teachers. (Emphasis added)

The country has been struggling to achieve the goals of education for all through
a series of policy announcements and the programme launch, the latest being the
86" Constitutional amendment guaranteeing ‘free and compulsory education’ to
children for age 6-14, the Sarva Siksha Abhiyan and the education bill intended to
convert the Fundamental Right to elementary education into a reality. When it
comes to education of the persons with disabilities the immediate hunch of the
policy makers and “special’ educationists is to launch some new schemes for the
disabled children, or rehash the old one and refer to 3% reservations. The paper
becomes relevant for the policy makers, special educationists and social activists
as it presents a different paradigm to approach the issue of education for children
with disabilities.

Policy progress for educating the disabled

There has been four major policy initiatives aimed at bringing children with
disabilities into the school system. Notably, the first initiative had been taken
before the country became independent, in 1944, when the Central Advisory Board
of Education (CABE) submitted a report to the government on the post-War
educational development in India. John Sargent, the British chief, had largely
authored the report, and might have been influenced by developments in England
with the 1944 Education Act that made it mandatory for the local education authority
to provide ‘special education treatment’ to those with a “disability of mind and
body’ in special schools or elsewhere (Jha, 2001).

The Sargent report made three important recommendations, which remain

relevant even today. lirst, it recommended that ‘provision for the mentally and
physically handicapped should form an essential part of a national system of
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education and should be administered by the education department.” Second,
‘wherever possible, handicapped children should not be segregated from normal
children’. Third, the report set aside 10 percent of total budget for the basic high
schools for the provisions for the disabled on ‘really comprehensive lines’ (CABE,
1944,p.11, emphasis added)

The first education commission or the Kothari commission in 1968
recommended the ‘integrated education’ for the disabled, but made a judgmental
observation, contrary to the spirit of the integrated education, when it said, ‘many
handicapped children find it psychologically disturbing to be placed in an ordinary
school’. The second contradiction in the commission’s report could be seen in its
assertion that ‘the Constitutional Directive {Article 45) on compulsory education
includes handicapped children as well’, but in its ‘plan of action” it recommended
facilities anly for ‘ten percent of the total number of the handicapped children’
by 1986, thus leaving 90 percent outside anv intervention by the government
(Education Commission, 1966). The 1968 National Education Policy followed the
commission’s recommendations and suggested the expansion of education
facilities for the disabled children and also the development of ‘integrated
programmes.” This led to the formulation of the Integrated Education of Disabled
Children (IEDC) in the then welfare ministry in 1974.

The National Policy on Education, 1986 (as modified in 1992) called for the
education of the disabled with the others ‘wherever it is feasible’ (MHRD, 1998).
Three years later, the Persons with Disabilities Act, 1995 required the appropriate
governments to endeqvor fo promote the integration of students with disabilities in
normal schools (emphasis added). It may be seen that since 1944, in all the three
policy statements there have been mere changes in the phraseology - wherever
possible (CABE 1944), wherever it is feasible (NPE 1986/1992) and endeavor to
pramote (PWD Act 1995) without making any significant departure aimed at the
system as whole that would include all children with disabilities.

The progress at the international level and the UN fora had been on different
line in 1980 and 1990’ ta which India has been cansistently committed. The UN
World Programme of Action Concerning Disabled Persons (1983) called upon the
member states to recognize the rights of the disabled persons to equal educational
opportunities’ (Article 120). The World Declaration on Education for All (1990)
recommended for the steps ‘to be taken to provide equal access to education to
every category of disabled persons as an integral part of the education system
(Article 3.5). This was again emphasized under the UN Standard Rules (1993),
which insist that the education of persons with disabilities should be ‘an integral
part of the education system’ (Rule 6). The most landmark development in
education for persons with disabilities has been the World Conference on Special
Needs Fducation: Access and Quality (Salamanca Statement, UNLESCO, 1994),
which proclaimed that ‘Regular schools with this inclusive orientation are the
most effective means of combating discriminatory attitudes, creating welcoming
communities, building an inclusive society and achieving education for all;
moreover they provide an effective education to the majority of children and
improve the efficiency and ultimately the cost-effectiveness of the entire education
system (UNLSCO, 1994}
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In the same spirit the conference called upon all governments and urged
them to ‘give the highest policy and budgetary priority to improve their education
systems to enable them to include all children regardless of individual differences
or difficulties’, and ‘adopt as a matter of law or policy, the principle of inclusive
education, enrolling all children in regular schools, unless there are compelling
reasons for doing otherwise’.

While the emphasis at the world level has been on equal opportunity and
change in system so as to include persons with disabilities into the educational
fold, the Indian policy has largely remained unchanged since 1944, and the state
interventions have remained piece meal and targeted only at a small percentage
of the disabled. While reviewing the national policy, the Committee headed by
Acharya Ramamurty observed that the education of the disabled is viewed as a
‘social welfare’ activity and ‘the |[EDC scheme was being implemented in terms
of running ‘Mini Special Schools” within general schools. The committee turther
commented, ‘NPE has not stressed the mobilization of the total general education
system for the education of the disabled. Special schools have been treated in
isolation from other educational institutions from the point of view of providing
the educational supervisory infrastructure, leaving it to the ministries of welfare
and HRD to co-operatively develop the same (MHRD 1990)." While critiquing the
National Policy on LEducation, 1986 (as modified in 1992) Jangira (1997) observes,
‘Though endorsing integration, the NPE seemed hesitant in full commitment to
universalization of elementary education for this group of children (disabled)
just like other children. It remained silent on the department of education assuming
full responsibility for education of children with disability (p.496).

As per a UNESCO report of 1995 over ninety five percent of the countries
surveyed had transferred responsibility of special education to the mainstream
ministry of education (UNESCO, 1995). The policies in regard to the education of
children with disabilities have remained fragmented, and vague in regard to
ascertainment of the ‘feasibility” and “possibility’ of admission of these children
into regular schools. Who decides the ‘feasibility’ and ‘possibility’ on their behalf?
Do they get the same power to exercise choice of schools as available to the non-
disabled children and their parents? It may be worthwhile to examine the
development of policies on the general school system in the country since
independence if children with disabilities are expected to enter general schools
as a part of the integration and inclusion into the society through the school as a
vehicle.

Common School System

On the eve of India’s independence the country had a road map, in the shape
of Gandhi’s Basic Education to ‘alter the symbolic meanings of education and
thereby to change the established structure of oppartunities for education’ (Krishna
Kumar, 1994). Launched in the Natienal Lducation Conference in Wardha in 1937
the Basic Education or Buniyadi Siksha had been under operation for ten years,
which aimed at ‘a proper and harmonious combination of bady, heart and soul’
by conceptually and pedagogically integrating the "world of work’ with the ‘world
of knowledge’ (Fagg, 2002). The author has tried to understand the inclusive
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education, the buzz word for bringing children with disabilities into regular schools,
including in India, in the context of Fagg's ‘Back to the Sources: A Study of Gandhi’s
Basic Education’” (2002, National Book Trust) and found certain similarities in
both the concept as expressed by him in the Foreword (Fagg, 2002), ‘1 have found
in both discourses competition giving way to cooperation, individual excellence
to group achievement and rote learning to activity and experimental learning. I
am thus tempted to draw a parallel, in a pedagogical sense, between the
internationally recognized paradigm of inclusive schooling to achieve ‘education
for all” and Gandhi's (basic) education system as presented by the Report of the
Zakir Hussain Committee’ (p. xiv)

The question of education of the disabled in inclusive settings is largely related
to the notion of the right to equality and te protection of life and personal liberty
enshrined in the [ndian Constitution {(Article 14, 21) read with the Directive
Principles under the Article 38 (social order with justice and elimination of
inequalities in status, facilities and opportunities), Article 39 (tender of age children
not to be abused) and Article 46 (promotion of educational interests of the weaker
section). While the first Lducation Commission during 1966-68 formally
recommended work experience as an additional subject as a ‘substitute” for the
Basic Education, it was finally ‘butchered” by the Ishwarbhai Patel Committee
(1978} by the SUPW (Sccially Useful Productive Work) incdluded in the curriculum
as a separate subject. Such policy stance created an artificial division between the
skill based education or vocational education, largely relevant to the mentally
challenged children and the academic stream focused upon literacy and numeracy.
Thouglh the commission could not see through the essence of the Basic Education
as an epistemological innovation, it suggested restructuring of the school system
50 as to create a ‘common school system of public education’. The
recommendations called upon the government to end the ‘caste’ system in the
school management, for the common admission policies that will prevent
segregation of classes, involvement with local communities, and freedom for
experimentation and creativity. The common school system was intended to lead
to the neighbourhood school within twenty years that would prevent segregation
between different groups of children. It needs no overemphasizing that the
neighbourhood school system offering education of a comparable quality, and
accessible to all would serve the interest of the disabled, in particular. The 1968
national education policy accepted the Commission’s recommendations on the
common school system "to promote social cohesion and national integration.’

There does not seem to be any analysis done as to why the common school
system could not be built up, and how education of comparable quality could be
made available to all children, the disabled and the disadvantaged in particular,
while making National Education Policy of 1986. Nevertheless, the NPE 1986
reiterated the implantation of the common school system and laid the following
statement

The Constitution embodies the principles on which the National Systermn of
Education is conceived of. The concept of a National System of Education implies
that, up to a given level, all students, irrespective of caste, creed, location or sex,
have access to education of a comparable quality. To achieve this government



Inclusive Education and the Common School in India 165

will initiate appropriately funded programme. Effective measures will be taken
in the direction of the Common 5chool System recommended in the 1968 policy
(MHRD, 1998,p.5).

No measures were taken to give effect to the common school system policy
either in the POA {programme of action} of 1986 or in the POA 1992 brought out
following modification of the 1986 policy in 1992. Besides, a system of non-formal
education was introduced for the ‘drop-outs’ and other disadvantaged children,
thus sowing the seeds of a dual-system of education in the Indian school. The
policy encouraged NGOs running Non Formal Education (NFE) in the name of
innovation and creativity, thereby creating a powerful group of ‘vested interests’
to lobby for the second track education system for the ‘poor’, romanticize and
glamorizing ‘their education” and show utter contempt for the formal system,
and thereby the teachers and the text books, which were created and prescribed
at the instance of the same policy makers. It was claimed that the NEFL could be
designed to make it ‘socio- culturally and physically accessible, curriculum flexible
and relevant and recruiting ‘instructors’ (not teachers) wha would have empathy
for the children from the disadvantaged section. Sadgopal (2004} finds it intrigning
that while all these desirable features were recommended for the non-formal
system, the policy makers allowed the formal system serving them directly to
‘continue to be inflicted with all the undesirable features!” For instance, while the
NFE would have ‘relevant’ curriculum, the formal system would continue to have
‘irrelevant’ curriculum; while the NFE would have ‘joyful’ learning, the education
in formal system would remain jovless to make sure that the poor, the ‘non-
achievers’ and the challenged drop out; and finally the NFE would have flexible
time and structure so that children could continue as child labour to suit the
employers.

The Ramamurty Committee set up to review the 1986 policy recommended
to bring ‘private schools into the common school system through a combination
of incentives, disincentives and legislation” and to transform Government, local-
body and aided schaols into genuine neighbourhood schools. The Committee also
recommended that the instruction for all be in the medium of mother tongue at
the primary level, the NFE be phased out and special schools for educating the
disabled be made as a part of mainstream education system. The big question is if
all these systemic reforms were introduced- would it not facilitate the children
with disabilities to get included in the school system?

There is not much data on the impact of the non-exclusive and divisive
schooling policies on children with disabilities, but there are evidences on the fall
out on other sections of the children population. The PROBE Report (1999) has
reported forms of social discrimination operating in the Indian school system. A
system of ‘multiple tracks’ has come up providing different forms of schooling
opportunities to different sections of population. Some such school systems are:
private fee charging schools for middle, upper middle and elite classes;
government and municipal schools for low middle and poor classes; NIL, LGS,
AE centres for the poor and the under-privileged; schools for child labour; kendriya
vidyalayas for salaried central emplovees; schaols for “talented’ rural children
etc. There is no exact count of growing private schools in India though Panchmukhi
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(1983} estimated twenty percent way back in 1983 observed its tendency to
‘perpetuate social inequalities and divisions’, and Kingdon (1996) has agreed to
its serious impact on issues of equity in the Indian school system. The impact of
private schoals on the disabilities would get a reference in the next section of this
paper. The impact of the existing policies on the scheduled castes and scheduled
tribes could be seen from the following table.

Table 6.1 Drop Out Rates

Age Non-5C/ST (%) 5C (%) ST (%)
Year 11 boys 37 43 56
Year 11 girls 42 47 5o
Year 14 boys 50 61 71
Year 14 girls 57 67 76

Source: Compiled from Selected Educational Statistics, 2001, MHRD, New Delhi

Gaps indicate that the formal system is designed to make it unsuitable for
the large sections of population, which are disadvantaged. How far it would be
able to respond to the disabled unless there is design change? There is not much
research evidence on the impact of mixing children from different socio-economic
backgrounds on their overall performance in the Indian context (Jha, 2001).
However, a US studies shows, if poor students are missed in middle class schools,
the over all performance of all children improves (Kahelnberg, 2001). In the UK
also, it has been observed since 1950 that ‘the way to raise the achievements of
all children is to have schools, which incorporate a socially-mixed intake with a
range of abilities’ (Tomlinson, 2004). Since early 1960’5 Britain began dispensing
with the selection system for getting children into grammar schools, and switched
over to the ‘comprehensive education’, and standards, as measured by those
entered for and passing public examinations have been steadily rising’ (Tomlinson,
2004). During the same decade the first education commission had recommended
the ‘common school system’ in India, which remained and continues to remain
in the domain the policy rhetoric.

Reporting from statistics on educating the disabled

Without going into the merits of the existing policies towards education of
children with disabilities, one may be interested in what has been happening to
their education in actuality. There is no comprehensive data to suggest the extent
of the literacy and schooling among the disabled. While anecdotal references
suggest a very low figure of 2-5 percent of the disabled into schoals in India, the
same is not corroborated by the NS50 (1994) survey made in 1991, which reported
that in rural India 70 percent of the physically disabled were not literate as against
46 percent in urban India. It is likely that such a ‘high’ percentage in comparison
to the general perception might be due to the definition of the physical disability
in the N550 survey that included only visual, hearing, speech and locomotors
disabilities. However, one can’t ignore the observation by Miles (1997) that the
number of children with disabilities ‘casually integrated” in ordinary schools must
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be exceeding those in special schools. It would be interesting to watch the census
2001 report on literacy percentages and educational levels of the disabled persons
in different States.

The author has recently conducted a survey of the CBSE affiliated schools-
government, aided and unaided (private) in Delhi and neighbouring districts of
LUP and Haryana by sending questionnaires to 205 school principals selected on
the basis of stratified random sampling. A preliminary analysis of 82 returns
received reveal two factors. First, though almost all schools claimed admitting
children with disabilities the average number of students in each school is five
only. Besides, the propertion of children with locomotor disabilities is very high
in government schools (100 out of 108) with no one reporting the admission of
children with ‘learning disabilities’. On the other hand aided and private schools
reported less number of locomotor disabled children and increasing number of
children with learning disabilities. While aided schools had 24 locomotor disabled
and 33 children with learning disability (total 67 in 17 schools), the unaided schools
report to have admitted 71 locomotor disabled and 134 children with learning
disability (total 260 in 45 schools).

Second, revelations about principals’ perceptions on disabilities and their
information on integration/inclusion are also pointers to policy makers. Of the 82
principals, whose returns have been analyzed, 45 think that disability is God given,
while 30 disagree to this theory. Again according to 33 principals disability is a
type of disease, but for 21 it is not. There is not much difference in perceptions
among principals in government, aided and private schools. Higher proportions
of the respondents in all the three types of schools consider disability a disease.

As stated in the earlier section of the paper, a scheme to ‘integrate’ children
with disabilities was launched by the central government way back in 1974 in the
then welfare ministry. The integrated education of the disabled children or the
IEDC was revised in 1992 and transferred to the Ministry of Lducation. The Persons
with Disabilities Act of 1993 calls upon to ‘promote the integration of students
with disabilities in the normal schools’. The 1995 Salamanca Statement issued
following the world conference on children with special needs, to which the
country is a signatory, has committed us to the principals of indusive education.
Drespite all such policy rhetoric, the scenario in the ground is entirely ditferent.
While nearly all the principals reported that they had heard about the special
schools, only 49 said that they knew about “inlegrated schools” and still lesser
only 37 have heard about inclusive schools. Again, there does not seem to be
much difference between government, aided and private schools on this account.

Perspectives and Discourses on Disability

Traditionally perspectives on disability have been infliienced by medical
factors. People believed, and many still do as reflected from the principals’
responses referred to in the previous section, that disability is some sort of a disease.
It could ke diagnosed and cured or rectified. Such lay perceptions arising mostly
from the medical explanation of disability lead to ‘fear, prejudice, pity, ignorance,
misplaced patronage and resentment resulting in social practices which are
blatantly discriminatory” {Fulcher, 1999). It also brings in sympathy, charity and
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human approach towards the disabled leading to the justification for segregating
the disabled and organizing special schools in the form of special schools (Jha,
2001). Tomlinson (1982) contested medical model of the disability and charity
and humanitarian considerations for establishing special schools in Britain, and
tinds ‘the economic and commercial interests of a developing industrial society’
as the factor behind the promotion of special education. Besides she argues, the
‘vested interests of professional groups, particularly medical men’ encouraged
special education of the of the disabled before the state began the large scale
interventions.

The psycho model has generally followed the discourse on medical model
of the disability, wherein as Tomlinson {1982) points out ‘other professional
interests became more important’. In Britain, following the rejection of the medical
model by the Warnack Report in 1978, the concept of special needs was introduced
and an army of psychologist began rising to offer their services and for giving
‘special education treatment” to the children identified as having “special needs’.
Under this model while the children are not referred to be as ‘defective’ or
‘impaired’, but deficits or deficiencies are pointed out within the child and the
same are required fo be compensated with additional resources. This model has
given birth to the ‘integration’ theory, under which though a child may be allowed
to get into the regular school, but he/she would be expected to fit-in into the
system without the school bringing in any substantial changes in its culture, ethos
and practices. This approach more than often leads segregation of a child within
the school or at times within the classrooms. Some schools create special sections
or learning centres for educating ‘these children” and for occasional social and
extra-curricular integrations, which are seen more as rituals than the natural
integrated peers integration. Most of the schools in India, particularly under the
private sector, are emerging under this model.

The recent discourse on disability may be called the “diversity discourse’
emerging from the sociological perspectives. Extensive work has been going on
across the schools in the world whereby disability is seen more as a ‘societal and
legal construct’ (Sleeter, 1987; Fulcher, 1999) than as a “defect in” or a “deficit within’
a child. Under this discourse, the solutions are attempted not be curing or
compensating a child but by accepting, valuing and ‘celebrating” a child and its
ability. It initiates a mode of dialogue based on the principles of equality and
equity, unlike the medical model, which is prescriptive indicating a sense of
hierarchy and control, or the psycho model, which is a no-change situation
emerging from a sense of superiority in the existing school system. The equality
advocated under this discourse is not the sameness. It does not mean a forced
equal treatmentbut refers to giving an equal opportunity and removing the barriers
and impediments so that children with disabilities are able to participate and feel
involved in the educational process. Under the diversity discourse or the
saciological perspectives, the system looks inward, it becomes reflective, and a
reform process begins. This leads to true inclusion not only of the disabled but
also of all other children. Sociological perspectives on the disabled and their
education have got a boost since the Salamanca Statement (UNESCO, 1995). The
following table could depict all the three discourses on disability, which also
explains distinctions between special, integrated and inclusive schools.
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Table 6.2 Disability- diversity discourse: A sociological perspective

Defect/medico Correct/ Special/ Control/
Rectity segregate prescriptive
Delicit/psycho Compensate/ Integrate/ Superiority/
Resource fit-in no-change
Diversity/socio Accept/vale Inclusive/ Equity/
reformative not sameness

Adapted from Jha (2001)

Systemic issues at two levels

What has been argued is the system change at two levels: structure and

perspectives. While at the structure level a case has been made for the common
school system, at the level of perspective it seems important for the Indian school
system to join the international discourse and look at the disabilities not just a
preblem of, or within a child but these of the sociely at large, and the school
system in particular. Supported by the RCI (Rehabilitation Council of India} the
author in collaboration with colleagues has launched a project for workshops
with school principals from Delhi and neighbouring districts. Guided by the later
aspect of the system issue, which is a sociological perspective, the project is
intormed by the following philosophies, meanings and framework,

Disability is a societal and legal construct. Therefore, deconstruct disability.

All children enjoy learning, which is a multi-dimensional phenomenon,
beyond literacy and numeracy.

Children differ in the ways they learn.

Teaching children with disabilities is not essentially different from teaching
the non-disabled

Diversity is a part of the Indian classroom.

Meanings

Education and schooling is beyond literacy and numeracy.

Intelligence is not static; there is well-developed theory of multiple-
intelligence (Gardner, 1993).

Inclusion is not confined only to the disabled. It also means non-exclusion.
A true inclusive schoal must not be selective. Selection in any form or with
any explanation is against the spirit of inclusion. (Here the concept of the
common scheol system and the principle of inclusive education confluence.)

Inclusion benefits all children. It brings in an engaging pedagogy, a caring
and loving school culture and a differential approach to the same classroom.
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Under such a vision of inclusive education the project has the following
tramework in view, which becomes important from policy angle.

. ldentification and assessment are not required befare children are admitted
into schools. This has been dispensed with in most developed countries.

*  Some children with ‘severe’ disabilities might need individualized teaching
within an inclusive school culture.

e All children need to be responded to with required support and services.
Hence the 40% criterion for declaring a child with disability as beneficiary of
educational subsidies becomes meaningless.

. 3% reservation for admissions into schools is less relevant for the children,
particularly in the age group of 6-14, in view of the Constitutional guarantee
of equality before law (Article 14}, protection of lite and personal liberty
{Article 21) and right to education (Article 21A), all as Fundamental Rights.
Implementation of these constitutional provisions would enhance the
presernice of children with disabilities in regular schools by more than three
percent.

Conclusion

The paper examines policies regarding education for children with disabilities
in inclusive settings and on the common school system for all children, and tries
to establish linkages between the two. It is argued that it's not only a question of
structural changes in the school system, but also of the perspectives on disabilities
and educating children labeled as ‘disabled’. What is required is a paradigm shift
from psycho-medico model of disability to the socio model, from an approach to
detect defect and deficit within children to viewing disability as a form of diversity
making their presence in schools a natural thing to happen. The author advocated
for securing the Constitutional rights guaranteed under Article 14, 21 and 21A to
enhance educational benefits to more than three percent children as provided for
under the Persons with Disabilities Act, and irrespective of the percentage of
‘impairment’. After launching of programmes or projects, and making of laws
that would determine the education for all, children with disabilities included.
Ultimately it is a question of systemic reforms and perspectives towards disabilities,
inclusion and education.
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Chapter 7

Accessibility Issues

Sunita Singh

Acccssibih’ty as g generic term include approachability to build an environment as
alse in terms of access for education, employment. The author delincates various components
of accessibility that includes safety, independence, affordability, logicity of layouts etc.
The provisions of PWIY Act, 1995 as also the guidelines for a barrier free environment
have been hiyhlighted by the author who feels that benefits of accessible environment is
enjoyed not only by the persons with disabilities, but also other groups of persons such as
children, women, elderly, and chronically sick. It is argued that universal design need to
be applied to make the environment barrier free. The chapter depicts pictures with description
about the minimum designing needs for public facilities such as parking, flooring, counters,
switch boards, doors, lifts, pathways and corridors, toilets etc. Allaying the fears of high
cost involved in ensuring barrier free environment, the author argues that in many cases,
inaccessible facilities/envivonment can be made accessible by minimun investinents and
venovation. Besides, ensuring a barriey free construction from the designing stage is also
 much cheaper option than moedifing a new construction.

Introduction

“Accessibility” as per its dictionary meaning means “approach-ableness”.
In that sense it could refer to access to many aspects of life i.e, education,
employment, information, technolegy etc. But broadly when we talk about
accessibility issues for persons with disabilities, we refer to their access /mobility
within the built environment — both internal and external i.e. their movement
within the building, in markets, parks, on footpaths and roads etc.

Components of Accessibility

An accessible environment is one, which has the following components
namely:

¢ Safety: - A place where people can move around safely.
* Independence: - where people are able to use the facilities independently.

. Affordable: - where barrier free or accessible environment does not come
with premium.



Accessibility Issues 173

¢+ Logical layout: - where people are able to navigate without too much physical
exertion i.e. not having to move through the length and breadth of the
building to access information or make use of the facilities.

Currently in both cities and villages in India, the conventional constructions
and public transport system are inaccessible. Conscious efforts need to be made
to incorporate and implement modification in the designs of the built environment
including the transport system.

Recently, there have been some efforts to incorporale some accessible features
in the buildings, subways but railway stations and insensivity and lack of
understanding about the subject is glaringly apparent. Slopes have been made at
any angle, toilets are devoid of grab bar and other essentials.

Statutory Commitments & Guidelines

In the year 1993, India has enacted the Persons with Disabilities (Equal
Opportunities, Protection of Rights and Iull Participation) Act. Chapter VIII,
Sections 44 to 46 deal with non-discrimination in transport, on the roads and in
the built environment. Section 46 directs that the appropriate governments and
local authorities shall within the limits of their economic capacity and
development, provide for ramps in public buildings, barrier free toilets for wheel
chair users, Braille symbols and audio signals in elevators and lifts and ramps in
hospitals, primary health centres and other medical care and rehabilitation
institutions. Under Section 44, establishments in the transport sector are required
to design rail compartments, buses, etc. in such a way as to promote easy access
to disabled persons. Section 45 provides for installation of signals at traffic lights
on public roads, kerb cuts and slopes to be made in pavements, facilitating easy
access of wheel chair users, engraving on the edges of railway platforms, designing
appropriate symbols of disability and warning signals at appropriate places.

The Central Public Works Department (CPWD) under the Ministry of Urban
Affairs and Employment, have developed “Guidelines and Space Standards for
Barrier Free Built Environment”, which also includes model building bye-laws to
facilitate adoption of these by local bodies in the state.

India has also adopted to the Biwako Millennium l'ramework for Action:
towards an Inclusive, Barrier-free and Rights-based Society for Persons with
Disabilities in Asia and the Pacific, which encourages and promotes its member
countries to focus on seven priority areas; access to built environment and public
transpoert being one of them. Keeping in view the commitments that India has
made to itself, we have a long way to go as regards making the environment
barrier tree and accessible tfor the persons with disabilities.
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Who Benefits from an Accessible Environment?

Obstacles in movement is encountered by so many more people ather then
people with disability such as those carrving packages, elderly persons, pregnant
women, and parents of children with strollers, those who are ill or fatigued, those
suffering from temparary disability and those with orientation difficulties. In
addition, short people, tall people, large people, left side dominated individuals,
children etc. often encounter functional problems because most of the built
environment and products are designed for the non-disabled peaple. For example,
a left-handed person faces difficulty in using a two-wheeler scooter because the
controls are designed for right-handed majority. Similarly most Indian women
find the seat belt of the jabbing into their throats, because the product might
have been apparently, designed for males. The visitor in an unfamiliar citv or
building also might need help of signages to find the places. Hence, one can see
that the benefits of a good functional design do not extend just to a handtul of
people but would be for the benefit of all.

Thus, there is a need to have an integrated/comprehensive approach to the
development of environment and products that can be used effectively by all, to
the greatest extent possible, without need for adaptation of specialized design.
This approach is called Universal Design and it aims at enabling all of us to
experience the full benefits of the products and environment around us regardless
of our age, size or abilitv.

Seven Principles of Universal Design (Balaram, 2003)

The concept of Universal design is fairly recent in origin and puts forth seven
widely accepted principles of practice. These principles may be applied to evaluate
existing designs, guide the design process and educate both designers and
consumers about the characteristics of more wsable products and environment.
Each principle is explained with an example as below:

Principle one: Equitable use

The design should be useful and marketable to people with diverse abilities.
A simple everyday example is the doorknob.

A simple everyday example is the door knob. A round smooth knob can

only be used by young and strong people, Instead, if a design of rubber - gripped,
lever type knob is introduced, it will benefit all.

Principle two: Flexibility in use

The design should accommodate a wide range of individual preferences
and abilities. Good examples are toilets with grab bars and door frames, wide
enough for wheel chairs to pass, Llevator switches located at a low level can be
used by non-disabled adults, children as well as wheel chair users.

Principle three: Simple and interactive use

Use of the design should be easy to understand regardless of the users
experience, knowledge, language skills or current concentration level.  For
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example, the text in any message should be replaced with a picture ar icon which
could be understandable for illiterate as well as literate people. An embossed
picture is even better as it can communicate even to a visually impaired person.

Principle four: Perceptible Information

The design should communicate necessary information effectively to the
user regardless of ambient conditions or the users abilities. I'or example, a label
on a drug bottle should have text large enough and with enough contrast with the
background so that people with low vision, elderly people as well as non-disabled
people can read it well. This aspect is vital in critical for right amount of drug
dosage, emergency instructions etc.

Principle five: Tolerance for error

The design should minimize hazards and adverse consequences of accidental
or unintended actions. For example, the cup should be so designed as not to slip
from un-steady hands and should be able to withstand clumsy or erroneous use.

Principle six: Low physical effort

The design should be used efficiently and comfortably and with a minimum
of fatigue. For example, replacing heavy lever type handles and controls with
feather touch buttons a friendly design for all.

Principle 7: Size and space for approach and use

The design should be appropriate in size and adequate space should be
provided for approach, reach, manipulation and use regardless of users body
size, posture or mobility is the the principle is very signiticant in the modern
world where all things are getting increasingly miniaturized. Cell phones for
example should be designed particularly with this consideration to suite all
including people with fat fingers, unsteady hands, fingers with nails etc.

Thrust areas for improving Accessibility

A Dbarrier free environment is a welcome step for all including persons
with disabilities . It is a statutory commitment to be fulfilled within the limits of
ecanomic capacity and development when it comes to persons with disabilities.

Following are the major areas of attention for improving accessibility:

1.  The external environment, which includes footpaths, kerb ramp at walkway,
pedestrian crossing, traffic signals, subway and overhead bridge, play-
grounds, parks etc,

2. The internal built environment, which includes homes, schools, factories,
companies, hotels, movie houses, museums, tourist spots, sports complex,
public buildings, etc.

3. Public Transport by road and rail. Also, equal access to water and air
transport.

4. Products that affect daily living like safe non-slippery good grasp utensils,
safe cooking gas, obstacle climbing wheel chairs etc.
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Minimum Accessible Design Needs for a Public Building

Parking facilities earmarked for
persons with disabilities at the entrance so
that the person does not have to move a lot
from the parking spot to enter into the
building.

Ramps at the entrance to enable the
wheel chair users to get to any floor easily
and independently. The flooring on the
ramp should be non -slippery to enable the
wheelchair user to ascend safely and
smoothly. At regular intervals the ramp
should have landings to provide a breather
for the wheelchair user during ascent and
to control the speed during descent.

Signages in Braille: At the entrance,
there should be a route map that has the
guidelines to all the departments in the
center and the entire plan of the building
is in Braille for the benefit of the visually
impaired people. At the entrance of each
room, there should be a board, which has
signboards in Braille indicating to the
visually impaired person where he/ she is
heading.

Flooring: The major pathways of the
entire building should be fitted with tactile
tiles (tiles with different surface) of
contrasting colour to guide visually
impaired people within the building. Anti
skid tiles need to be used to prevent slips
and falls. Change in the level of flooring like
starting or landing of steps can be indicated
by different tactile floorings.
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Public  dealing  counter,
switchboards and other essential
amenities like public telephones, drinking
water etc, placed at a lower level for easy
access by wheelchair wusers. The
switchboards should be lined in a dark
colour (black) to enable the people with low
vision to identify the same comfortably.

Railings throughout the building at
two levels (for adults and children) as
additional support for people using
crutches, elderly etc to move freely.

Doorways and corridors: The width of all the doors in the building should
be more than 900mm and corridors more than 1500mm for easy and independent
maneuverability of wheel chairs. The opening and closing of doors should be
easy and door handles should be smooth, end carved in to ensure that clothes do
not get caught or cause injury to anyone.

The lift with auditory signals and
embossed controls, enables visually
impaired people to alight or embark at the
right floor. A sensitive sensor prevents the
door from  closing when the person enters
or exits the lift. Hand rail support in the lift
is also essential.
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The washrooms/toilets need to be
spacious enough for movement of wheel
chair. There should be grab bars for the
wheelchair user and people using crutches.
The toilet seats should be placed at an
appropriate height for easy transfer from a
wheelchair. Special attachments need to be
fixed to wash so that hands are free to hold
the grab bar.

Washbasin: The area below the
washbasin should be kept vacant so that a
person using a wheelchair can maneuver
himself or herself by wheeling comfortably
to reach the tap in the basin. The taps
should have a lever, that is easy to operate
for everybody especially for people without
hands or fingers, to use independently. It
applies also to people with hand
deformities.

Visual information systems for hearing impaired like ticker tape information
system particularly in public buildings, airports, railway stations and blinking
signals for room bell and intercom services in hotels etc.

Nosing and landings of contrasting bright colours for steps to ease the
movements of visually impaired/ low vision persons.

Rooms should have good lighting & illumination (which is non reflective)
and acoustics. Contrasting colours can also be used to aid identification of various
components of buildings.

Underground cabling to ensure no
cable runs through the building and people
do not trip over wires. Furniture with
rounded edges should be used to avoid
accidents.

Emergency evacuation path should constitute ramps rather than stairs,
which will assist all categories of people for easy and quick evacuation.
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Minimum Accessible Design Needs for External Environment

Appropriate signages should be placed to facilitate movement of peaple.
Signs should be clear, simple, visible and easy to read and understand and properly
lit at night. Accessible space and facility should be identified by international
symbal of accessibility. The colour combinations of red/green and yellow/blue
should not be used in order to avoid confusing colour-blind persons. Maps and
information panels should be placed between the heights of 0.9m to 1.8m to allow
ease in reading by wheel chair users.

Kerb ramps to facilitate movements wherever there is a difference in level
on pedestrian paths or cross paths such as street intersection, pedestrian crossing,
parking area, building entrance and pathways. Tactile floors of contrasting and
bright colours should be placed at vantage peints to indicate difference of level
and directions.

Parking space at convenient location and the space must be large enough
for vehicular doors to fully open and for wheelchairs to be placed perpendicular
to the parked vehicle.

Subways for crossing roads should have ramps of at least 1: 13 slope and
with landing for resting after every 10m, instead of stairs.

Auditory signals should be provided at busy cross-sections.

Public transpert system needs to be accessible with appropriate provisions
of space and movement of wheel chairs, audiovisual information systems etc.

Cost Considerations

There is a general misconception that accessible designs cost much more
than the conventional design. In fact incorporating principles of accessible design/
universal desigh in new construction projects is claimed to typically require less
than 1% of the total construction cost. Moreaver, many of the universal design
teatures mayv cost nothing or actually save money. Like selecting door handles
that are easier to use does not require any additional expenses. Designing of
main entry with level access and no change in level inside eliminates stairs/ ramp
and saves moneyv. Improved functional design can also save money over the life
of the building by lowering the cost of renovation. Even renovation cost of old
construction for incorporating accessible design is cost effective when thought in
terms of the benefits extended to people.

Current Scenario

In spite of existence of legislative provisions, building codes and byelaws,
resource canstraints really make accessible environment in cities and rural areas
an uphill task. A beginning has been made in some places:
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¢« All airports and 150 railway stations are reported to have provided facilities
such as barrier free entry, non-slippery walkway, accessible water taps,
wheelchairs at railway stations etc.

. Delhi Metro, which has recently come up, has an exemplary accessible
environment.

. Many Municipal Corporations like Bangalore and Kolkata have adopted
building bye laws for barrier free environment.

»  Collectorate Offices and other such important buildings frequented by the
public are being made barrier free.

*  Delhi Transport Corporation (DIC) is planning to introduce high capacity
buses on certain routes that are disabled friendly.

. The University Grants Commission has allocated separate funds to ensure
barrier free accessible universities,

»  Research work has been undertaken to develop products and aids useful for
persons with disabilities like sate cooking gas for the visually impaired,
motorized wheel chair, development of speech card, lifts for small heights
etc.

However, all these have not made things very different for persons with
disabilities. Even if public buildings are barrier free reaching them often is
difficult. More thought has to be given to the needs of visually impaired and
hearing impaired while making buildings and roads barrier free . Similarly many
of the constructions undertaken (especially ramps and toilets) are often not as
per the specitications and hence cannot be used safely or independently by persons
with disabilities or other such user groups. Commercial production of aids
developed through research in many cases is vel to take place. Resultantly, it has
not been possible to make the benefits available to the user group.

Future Needs and Challenges

There is a need for architects, engineers and urban planners to realize that
the problem of accessibility cannot be tackled piecemeal but requires a holistic
approach as has been taken in many parts of the warld. It is further being realized
that slow implementation of such provisions, has been due to lack of awareness
as well as conviction regarding the need for such facilities. Hence there is a great
need to create awareness among the policy makers, engineers, architects, local
bodies etc. to make them understand the needs and requirements of an accessible
environment. In addition, the following actions need to be taken:

*  Adoption of building bye-laws by all the States.

. Include the idea, concept, basics and standards for planning an accessible
environment in the curricula for training the architects and civil engineers.

»  [ducation and training of professionals to ensure that the structures designed/
constructed have all the barrier free features.

. Modify the building byelaws to keep up with the latest ideas of universal
design in consultation with persons with disabilities.
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. Development of guidelines for barrier free transportation.
*  Developing standards for products like tactile flooring, grab bar etc.
. Publicizing the places from where such products can be purchased.

*  Research & development for accessible designs of various products like public
transport systems, daily living aids elc.

. Commercialization of praducts developed through research projects by
bridging the gap between researchers and manufacturers.

*  Appropriate Governments should develop awareness about common
standards and bye-laws for adopting the same in an uniform manner across
the country.

Conclusion

It is one of the basic responsibilities of an architect to enable the physically
challenged citizens for accessing, using and participating in the built environment,
thereby ensuring equal opportunities and their full participation in social life.
When the built environment is designed to enable the disabled and elderly, the
able bodied users will find it even more friendly and easy to use. Thus, every built
environment should be designed for its easy usage by persons with diverse bodily
capabilities through a successful implementation of standards. However a cursory
approach towards this will not be etfective. There is a great need to create
awareness among the policy makers, engineers, architects local bodies and to
male them understand the needs and analyze why we do not come across people
with disabilities in our schools, colleges, work environments or in social gatherings.
There is also a need to consult persons with disabilities at all levels while planning
and building external and internal environments. Education and training of
professionals on this issue plays a significant role in promoting a barrier-free
world.
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Chapter 8

Information, Communication and
Technology :

A Tool for Empowerment of
Persons with Disabilities

Dharmendra Kumar
Dipendra Manocha

L this chapter, the authors deal with the recent advancements that have positively
affecied the lives of each category of persons with disabilitics with the advenl of information
and conmmunication technology and the constraints that the people of developing societies
face in its application. The authors feel that a sincere effort in making the bnefits of ICT
veach the disabled population will not enly impreve their quality of lives, but alos their
contribution towards the socicty.

Introduction

Information technology has revolutionized the life of common man. It has
not only increased their accessibility to information globally but has also enhanced
interpersonal communication. Basic functional units used in information and
communication technelogy such as ‘microchips’ and ‘softwares packages” have
made such things possible in the life which, were thought to be impossible earlier
on. The persons with disabilities to some extent, have also got their share of fruits
of these developments in the developed world. They are in better control of their
lives with the help electronic gad gets, software packages and digital control panels
developed on the principles of information technology.

[t may sound amazing to those who are not accustomed, to see blind persons
using computers and surfing the internet today. The world sees with gaping eves
when it listens to renowned scientists like Stephen Hawking, who has lost the
power to speak and has minimal muscle power left in his upper limbs. But such
miraculous deeds have been made possible by the ever-developing field of
Information and Communication Technology (ICT). Similarly, the persons with
disabilities affected by all the four major categories of impairments have been
benefited by the innovations and adaptations made with the help of ICT.
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Independent access to information has been identified as one of the core
and key issues for persons with blindness. Most of the information is disseminated
either in the visual or in audio format. Thus making persons with vision and
hearing impairment dependent an their non-disabled counter parts for its access.
The readings of newspapers, studying text books, writing answer sheets, consulting
dicticnary, writing application, filing of forms etc. are the functions which need
to be performed every day by any educated person. Even if a person is a home
bound he or she could need to refer to calendars, read bills, telephone books etc.
to be able to live an independent life. Reaching a place is impossible without
reading sign boards, bus numbers etc. Thus access to information is essential for
performing educational, vocational, recreational and daily living activities.
Considering the importance of this UNESCAP has identified the access to
information and communication technology by persons with disability as one of
the key areas in Biwako Millennium Framework Document, which identified the
target action areas for the decade of persons with disability 2003-2012.

ICT and Locomotor Disability

Major challenges which confront a person with locomotor disability include
their mobility, transfers from one place (o another and accessibilities to various
public and private premises. Sometimes they have to be dependent on others
even for their activities of daily living which not only affects the privacy of the
persons but also their morale adversely. The adoption and information and
application of communication technology have greatly helped the persons in
becoming independent.

Aids and Appliances

Technologically well-developed appropriate aids and appliances are an
integral part of rehabilitation process of a person with locomotor disability. They
not only improve the mability of persons, their access to different places but also
the quality of life. It gives a lot of confidence and immense pleasure in using it if
it is a well fitting, cosmetically good looking, aesthetically designed, light and
comfortable to use. Na one, for that matter, would like to use an ugly looking ar
ill fitting body wear. Itis, therefore, within the rights of the persons with disabilities
to ask for aids and appliances, which are nol only easy to use but also affordable
and available in ditferent variables. A lot of research and development activities
are taking place worldwide in the field of assistive devices. The information about
them is available on the internet. On the click of a mouse, one can surf the websites
and enrich knowledge. As per requirements, one is in a position to choose the
best suitable device. The disabled person can also interact with the manufactures,
rehabilitation scientists and professionals in the field via e-mails to help them in
their efforts of selecting the most appropriate device.

Computer Aided Designing and Computer Aided Manufacturing
(AD and CAM)of Prosthesis

Computer aided designing and manufacturing of components of prosthesis
are available now a days in different rehabilitation centres. One of the most
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troublesome part of a prosthesis is its socket which comes directly in touch with
the stump of the amputated limb. An ideal socket should be properly fitting,
flexible, comfortable and free of rough edges. It requires frequent changes if it is
il fitting, loose ar injures the stump due te friction or it it projects irregular margins.
Computer designed prosthesis basically helps in taking the mould of the stump.
In normal practice the mould is taken with the help of plaster of paris bandages,
which are wrapped around the stump. In this, there are chances that some
discrepancies still remain between the actual shape of the stumps and the mould.
Because the patient is not available at the time of shaping of mould, the plastic
sacket made on this mould some time remains ill fitted, either loose or tight over
the stump. This process also requires longer time and by the time prosthesis is
ready, the stump is shrunken and the prosthesis renders loose in fitting. The
computer aided designing and manufacturing makes the mould same day and
conforms to the shape of stump. Moreover a large number of patients can be
fitted prosthesis the same day without waiting with the help of CAD and CAM.

Gait Analyzers

Various gait analyzers are available which can give comprehensive data about
the walking pattern of a person. It can pinpoint about the deficiencies and
inadequacies which require correction while the earlier versions of commonly
used gait analyzers work on the principles of range of motion analysis of the
pictures received on the three view cameras. The latest versions work on the
principle of pressure transducers and positional electrodes. These are useful not
only in improving neurclogical conditions like hemiplegia, poliomyelitis etc. but
also in pointing out appropriateness/inadequacies in prosthetic devices. The
defects in a prosthesis can be corrected and gait can be improved with the help of
computer trynograms.

Electronic Wheel Chairs

While a standard wheel chair can be comfortable for paraplegia with stronger
arms, it may not be very helpful for a person with weaker upper limbs. A
quadruparesis person with weak upper limb will always be dependant on others
for his mability from one place to another. High technology electronic wheel chairs
offer excellent mobility to such persons. These are compact manceverable and
battery operated. Some of the models available are also foldable. The control
unit consist of a light touch on-off switch and a multi-directional controlling joy
stick. The technology is simple and efforts of developing an indigenous and
affordable model are likely to become successful in near future. For the persons
who do not have any power in their upper limbs including hands, trials are on to
develop slow operated wheel chairs in which the central panels are designed in
such a manner that even of muscle or blow from the mouth can control the
direction and speed of wheel chair. In cases of quadriplegia the control unit is
operated by the chin or finger of the persons with disability. The multifunction
chin control, finger control, foot control systems can be adapted according to the
needs of the patient varying from a single hand operated joystick control system
to multiple control where more than one system is operable.
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Computer Assisted Instruction (CAI) for Students with
Mental Retardation

Given an opportunity, persons with mental retardation can also learn using
computers. The Department of Special Education at NIMH has developed
softwares for teaching literacy and numeracy skills to persons with mental
retardation. Literacy software covers functional words in English and the second
package covers forming sentences using the functional words. Numeracy software
covers numbers upto 10 in the first package and numbers beyond 10, addition,
subtraction and application in second package (Jayanti Narayan and Vijayalakshmi
Myreddy,2003)

Computer Assisted Instructions

Computer assisted Instruction has several types of instructional programmes
namely, drill and practice, tutorial, educational games, demonstration, simulation,
problem solving and discovery learning for helping the children with mental
retardation to develop their potential.

»  Drill and Practice- Those softwares are developed to help the students practice
the previously learnt materials on computer, thus enhancing automatic level
of responding. Though it provides over learning, repetition and immediate
feedback it may end up to be monotonous and have limited cognitive
demands.

*  Instructional games - These are highly motivating as learning occurs through
games. It increases concentration, coordination and dexterity, but it has the
threat of children wanting to play the games and not actually meeting the
educational objectives.

*  Simulation - Experiences provided in simulations are analogous to real life
situations, demanding active involvement of the student in problem solving.
However, it may be difficult fo integrate this component in academic
curriculum, which is structured and rigid.

¢ Tutorial - This assists the child to work independently and provides for review
of learnt materials. [t has the facility to present instruction in sequential,
step-by-step manner. Child’s own motivations are a prerequisite for use of
this software.

»  Demonstration - This allows the students and teachers to manipulate
relationship among variables by pressing the keys and has presentations
with colour, graphics and sounds that sustain interest.

»  Problem solving - Computer as a tool to solve problems is used in many
areas, especially, in calculations, where the student analyses the problem
and writes executable programme to get desired results.

»  Discovery learning - This can be integrated in games and simulations and it
allows a child to learn by exploration and experience.
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Access and Current Trends

The technelogy advance in general education as well as special education is
of recent origin. A pilot project on computer literacy was launched in 1985 by
Deepartment of Education in a number of regular schools. Presently in a number
of states, regular school education includes computer literacy as a part of
curriculum. Word processor programmes in Indian languages have been
developed for wider reach. Production of adapted peripherals and add-on devices
with indigenous softwares are rapidly increasing to suit the need of the disabled
individuals. The biomedical engineering departments of colleges of technology
collaborate with special education programmes for development of suitable
materials for the disabled persons in India. Following are some of the devices
developed in India. (i) Writing aid for persons with motor disabilities was
developed by Indian Institute of Research and Information Services, New Delhi
(i) Communication aid to children with cerebral palsy called ‘Swarlipi’, where
an electronic interface provides access to computer using, touch, movement of
head, eye ball, blow energy or tongue. (iii) The Indian Institute of Science (115},
Bangalore has developed three gadgets for the visually impaired individuals to
manipulate a computer. In addition, speech synthesizer, electronic Braille shortand
machine have also been developed. The National Institutes for the disabled person
in our country are also experimenting with technology for the disabled individuals.

Advantages and Limitations

As we all know, computers have changed the entire lifestyle of people. Thase
with disabilities are no exception. In the area of mental retardation, where
individualized instruction is essential, the computer is a boon. It provides the
individual learning time to student. After training, the teacher may allow the
child to use the computer on his own, and she can attend to other children. The
interactive programmes play the role of the teacher too. The disabled person’s
self esteem is boosted when he proudly say he uses computers. Going with the
principle of normalization it provides access to retarded children. The suitably
selected softwares help as drill and practice for the content already taught by the
teacher. The studies done at NIMH through multicentred data collection on use
of CAl revealed that even severely retarded children benefit from the programme,
the students attention span increases and distractibility reduces, the students do
their routine duties well if promised of computer time thus serving as a goad
reinforcement.

Limitations

When we look at limitations, affordability stands out as a major problem.
CAl seems out of reach for majority students. Indian softwares are minimum
thus having limited access, especially so, for education of those with mental
retardation. The NIMH has developed a few exclusive softwares and is in the
process of developing more of mentally retarded persons. Multilingual
characteristic of our country in another problem in quick reproduction and use
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of softwares. Transfer of training from computer to daily living activities is difficult
in mental retardation unless the teacher takes extra efforts. Moreover the teachers
herself needs to be trained in the use of computers.

Information Technology Based Communication / Education

This technology is particularly useful in the cases where speech is also
involved and the persons find it difficult to communicate. The conditions like
cerebral palsy and brain injuries and multiple sclerosis in adult some times atfects
the muscles involved in speech mechanism. To help such cases voice out put
communication aid (VOCA) device has been developed in different languages.
The indigenous software and hardware equipment are under field trial in our
country also. The advantage with this package is that it can be developed into
local languages and can be operated without a mouse with the help of a special
switch.

ICT for Persons with Visual Impairment

The information technology has not only opened the door of direct use of
PC by persons with blindness or low vision buf also has revolutionized the way
the text boaks and reading materials can be produced in accessible format such
as Braille, talking books, large print etc. for them. This technology of direct access
by persons with blindness has been in use in the developed countries for the past
two decades but in the developing country like India the doors of this technology
were opened only for the persons who could read and write in English medium.
Presented below are results of two projects, which attempts to break this barrier
of language with [CT solutions for persons with blindness.

The DAISY Standards and the DFA Project

This technology offers a possibility to make information available in text,
audio, video or picture format that is accessible for persons with visual impairment,
dyslexic, slow learner etc. The digital technology also has the possibility of
presentation and dissemination in many ditferent formats. For example, an audio
stream can be stored and compressed in innumerable proprietary or non-
praprietary systems. Each system would require an encoder and decoder for this
audio stream. To ensure that the information produced in one part of the world is
accessible for persons with blindness everywhere, a Consortium was established
in the year 1996 to formulate standards for storage and playback of digital
information. This Consortium is known as the DAISY Consortium. This consortium
las members from more than 40 countries from all round the world. Various
organizations producing materials in accessible format such as talking books,
Braille books etc. are members of this organization. Initially this Consortium was
formed only to set standards for new generation of talking books using digital
instead of analogue technology, but, considering the use of the digital technology
in production of all the other alternative formats, the objective of the DAISY
Consortium was expanded which has resulted in convergence of many
technologies.
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The DAISY Digital Books

Traditionally the talking books were recorded using the analogue lechnology
and stored on audiocassettes. The following reasons made it compulsory to shift
the recording processes of the recording books to a digital format:

»  Technology for general audio recording changed from analogue to digital.
Digital recording offers variety of advantages like enhanced editing and
mixing features,

»  New mediums like CD and mini digital disks have become popular and
replacing gramophone records and audiocassettes.

e  The production of audiocassettes for the general audio industry is reducing,.
Thus there is a possibility, that in near future, availability of audiocassettes
will redice which would also result in an increase in its cost.

Apart from the reasons mentioned above, talking books that are recorded
using digital technologies have the following advantages over the talking book
recorded on andiocassettes:

i} A single book is recorded on many casseties, where as only one compact
disc (CD) is enough to record one full book.

it} Due to the serial access, it is difficult to reach a desired location in a book
using the audiocassette. CD has a random access and if proper marks are
placed then desired location can be reached very easily. It could be reaching
a desired page in a book or reaching a chapter or a topic inside a chapter.

iii} A cassette is much more vulnerable to damage than the CD. Moreover, once
the recording is available in digital format, many masters can be stored on
ditferent mediums to minimize the chances of loss of recording

iv) A CD takes very less space in comparison to an audiocassette. This means
the maintenance and storage of CD is much easier than that of an
audiocassette,

v} A book on aundiocassette takes 20 times more space than its print version
whereas, talking book recorded on CD would occupy at least 15 times less
space then its print version.

vi}) On a CD, quality of duplicates is as good as the master. On audiocassettes,
the quality of the duplicate is inferior to the master. Even the quality of the
master deteriorates due to the warning out process.

vil) Digitally recorded material can be recorded on many different mediums
and also transferred in many different ways including on the Internet.
Digital Talking Books recorded in accordance to the DAISY standards would

add many enhancements to the talking books. Following types of talking books

can be produced:

»  Complete audio with table of contents structure — These books provide
random access to any chapter, subsection or page of the audio recording of
the book.

»  Full audio with full text — In this book, while the audio of the book is being
plaved, the text of that recording gets displayed on the computer screen.
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This feature specially helps persons with dyslexic, slow learners aor persons
with low vision. This also allows searching of anv word or phrase in the
book.

. Full text with no audio — This is a fully structured bock that can be read on
the computer with the help of a screen reading software.

DAISY Book in Braille Format

The tools available for Braille transcription are now being adopted to convert
text files included in a DAISY book into a Braille format. The software DAISY
book plaver support refreshable Braille display, thus providing access to material
int Braille to the users. The software DAISY book reader also has enhancements to
praduce the text of the DAISY boaks in large print to cater to the needs of persons
with low vision. Thus, the most important feature of the DAISY standards has
evolved in a way in which by creating one source document in html e-text format,
the material can be produced as audio, Braille, large print or as e-text book with
in a matter of few minutes. A DAISY book can be explained as a set of digital files
that includes one or more digital audio files containing a human narration of part
or all of the source text; A marked-up file containing some or all of the text (strictly
speaking, this marked-up text file is optional); A synchronization file to relate
markings in the text file with time points in the audio file; and A navigation control
file, which enables the user to move smoothly between files while synchronization
between text and audio, is mainfained. Lfforts are being made for acceptance of
DAISY standards in the mainstream electronic book publishing industry as
Industry Standard. This would result in accessibility for persons with blindness
or low vision to any book, which is published electronically without the need for
any translation, transcription or reproduction.

The DAISY For All Project (DFA)

The implementation of the DAISY technology was restricted to the developed
countries till the year 2001. Since 80% of the population of persons with blindness
live in developing countries, it was essential to introduce and implement DAISY
standards in these countries to reach out the maximum number of end users.
With the initiatives of organizations such as National Association for the Blind,
New Delld, India, Japanese Society for Rehabilitation of Persons with Disability
(JSRPD), Tokyo, Japan and the Thal Association of the Blind, Bangkok, Thailand,
an initiative with the name of DAISY For All was taken by the DAISY Consortium
in the year 2003. The DAISY For All Project was conceived by the standing
committee of the DAISY Consortium of the developing countries. This Project is
tunded by NIPPON Foundation. The main objectives of the project is to encourage
production and dissemination of Digital Talking Books in the developing countries
and to provide information in accessible format to the persons with blindness in
their local languages. This would be done through creation of content in the local
language and developing playback and talking book authoring tools that support
local language content. The achievements and major streams of action to be taken
under the project are given in Appendix
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Screen Access for Al (SAFA)

Appropriate speech output from a computer is the most commonly used
access technology, which enables persons with blindness to use a computer. This
speech output comprises of two components: i.e. (a) S5creen Reading Software
and (b) Text to Speech Engine.

The screen reading software is a computer programme that picks up the
relevant information from the screen and sends this information to text-to-speech
engine or speech synthesizer or a Refreshable Braille Display. This software
determines what would be spoken by the computer. There are innumerable screen
lavouts and user interfaces of computer applications. To be able to determine
what would be the appropriate text to be spoken in each of those screens is an
unending task. Screen readers need regular up-gradation as the new programmes
and applications are being introduced in the market. A single key of the keyboard
does different things in different softwares on a computer. For example, in a word
processing environment right arrow goes to next character whereas in the menu
bar right arrow takes the focus to the next menu item. The speech output required
in these two situations differs entirely. In the first situation only one character
needs to be spoken whereas in the second situation complete item of focus needs
to be spoken. Therefore, the screen reader sends the text to be spoken to the TT5
in relevance to the key pressed and also considering the situation where the key is
pressed.

A text-to-speech engine on the other hand is the software which converts
any text string into a spoken word [orm. A screen reading solftware determines
what will be spoken and the text-to-speech engine determines how that text would
be pronounced. The quality of speech output and the various voices depend
entirely on the text-to-speech engine. Apart from being used as a speaking device
for the screen reading software the TTS is used in various other applications such
as computerized telephonic inquiry systems, computerized announcement
systems, etc. To be able to design a speech output system for any particular
language it is essential to have a text-to-speech engine for that particular language.
Screen reading software can then be designed or adapted to give appropriate
speech output to blind persons in that particular language. Screen reading software
and a text-to-speech engine are two entirely different application programmes
which work in tandem providing accessibilitv to computers for persons with
blindness.

Till date, the screen reading softwares which could support Indian languages
were not available. This meant that the world of information was not available to
persons with blindness who wished to read and write in their own language.
SAFA Project was undertaken by NAD to provide solutions to this prablem. The
Hindi language text-to-speech engine was obtained from [IT-Hyderabad for the
development of the SAFA screen reading software. Subsequently, the support for
Hindi language text-to-speech engine vaachak has been added to the screen reader.
The vaachak has been produced by the Prologix Company situated in Lucknow.
The SAFA screen reading software provides facilities of reading and writing
independently in MS3-Word, WerdPad and Notepad. It enables reading of Hindi
text from the websites using internet explorer and also has the facility to read and
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write e-mails using outlook express in Hindi language to the blind persons. The
SAFA is a bilingual screen reading software. It can automatically detect whether
text is written in the English or Hindi language and provides speech output in
the appropriate text-to-speech output. The software is in its beta test stage and is
due for release. This software is being prepared by a team of computer
programmers who are themselves blind persons.

Use of ICT for Employment Opportunities

Information Technology has provided various tools such as personal
computers, note-takers etc. to persons with blindness. The computers, which are
used by the blind persons, are not different from those used in the work
environment for performing various job processes. This essentially means that
persons with blindness can work on various jobs where extensive reading and
writing is involved and where there is a scope of using the computer for such
reading and writing. Many of such jobs traditionally were considered unsuitable
tor them. Although, in principle it is known that IT has empowered persons with
blindness to work productively at many job situations, clear identification of such
jobs was nat available. Knowledge about new [T tools for persons with blindness,
their capabilities and their potential to enable persons with blindness to perform
any specific job was very limited. As a result of this, very few of such jobs are
actually available to the persons with blindness. Many of the jobs, where persons
with blindness can work productively with the help of IT tools, require professional
qualifications and special training. Until such jobs are clearly identified,
educational and rehabilitation institutions will be unable to design appropriate
training modules to make persons with blindness eligible for new job
opportunities.

Infarmation Technology has increased productivity and efficiency in almost
every profession. IT tools are redefining the job profiles in the work environment.
Many of such Job profiles provide job opportunities for persons with blindness
ot low vision especially in the fields of Business Pracess Cutsourcing, IT profession,
tourism and as editors, Labor Welfare Officers, teachers, Law officers, Personnel
Managers, Bankers, Librarian, Office Assistants etc, In these sectors, 31 new jobs
were found where Persons with blindness could work productively. It has also
been found that due to the re-definition of job profile amongst the 345 already
identified jobs in A, B and C categories under Government of India where persons
with blindness or low vision are being employed, 80 jobs require efficiency in [T
tools to maintain the productivity levels expected in these professions. This list
should not be treated as an exhaustive list. IT Tools remove the basic barrier of
dependency on reading and writing and therefore, the jobs that is doable by
persons with blindness becomes unlimited. The line which divides what job
processes IT tools can make accessible or not, is still shifting, thereby expanding
opportunities for visually disabled.
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Current Status of Adaptive Technology and its Application in India:

Job in the office environment is done either in English or Local language.
The Indian language versions of general-purpose Computer software for Word
Processing, Spreadsheet etc. are being used widely but the screen reading softwares
to support the Indian languages is not available. Therefore, the application of IT
tools for persons with blindness in India is limited te the job processes being
done in English language. The use of this tool in education too is therefore limited
to select population of persons with blindness that uses English as the medinm of
their study. The percentage of persons with blindness whe receive basic education
is also not more than 10% and therefore the use of IT tools for increasing
emplovability gets limited. India has 22 official languages and the screen reader
would be required to support these languages to be able to provide solutions to
the persons with blindness.

Some of the job processes found doable by persons with blindness or low
vision require customization of screen reading software or adaptability in the
tools used for those professions. A detailed research in each of these professions
needs to be undertaken to translate the identification of jobs into employment
generation. Efforts also need to be made in the direction of adaptability of
courseware to enable persons with blindness to acquire qualifications required
for the identified jobs.

Conclusion

As access to the built environment is the key issue for persons with mobility
impairment, access to Information is the key issue for the persons with vision
impairment. Similarly the inaccessibility of the communication technology is the
key issue for persons with Hearing impairment. The technology presents unlimited
scope of solving these problems. For example an infrastructure with proper use
of video phone can provide a very effective solution to telephony for persons
with hearing impairment. This would involve installation of video phone for the
user with hearing impairment and at a central location where sign language
interpreter acts an operator. This facility is successfully being used in some
LCuropean countries. Similarly, computer assisted instructional programmes for
mentally retarded students that includes drill and practice, tutorial, educational
games, demonstration, simulation, problem solving and discovery learning for
can open a new world for them. By operating his/her personal computer, a wheel
chair user can control many activities in the house such as operating [ans, air-
conditioned, television and other gadgets, closing/ opening doars etc. Such
examples are innumerable but their local adaptations are very few which need to
be replicated and many new examples to be created in our own conditions. The
essence of the matter is to identify the requirements of people with various
disabilities in India and try to solve them with readily available technological
advancements. These efforts , if done with utmost sincerity will not only make
living qualitatively independent for disabled persons but also mativate them to
perform better in terms of activities of daily living. It is an old dictum world over
that if a person’s dignity is safeguarded he always strives to perform better in life.
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So is true with persons with disabilities. If the society takes care of their disabled
brethren, give them their due advantage and opportunity of ICT to use it
productively, it will allow them to participate and lead a dignified life and
participate in the mainstream activity of the society.
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Appendix

Achievement and Major Streams of
Action to be taken under the project

A.Achievements

10 persons from 4 developing countries have been trained as co-trainers for
the Focal Point Trainings for DAISY Production.

An extremely talented team of programmers consisting at least 50% of
programmers with vision impairment is now working on localization of
DAISY Playback Teol tor Thai and Indian languages. The work on the Hindji
language version of AMI5 DAISY books player software has alreadv been
completed and the software has been uploaded on the project website for
free download. These programmers have also started their work on next
generation of the DAISY Playback Tool called AMIS-Next.

25 persons representing 17 organizations from Thailand, India, Srilanka and
Nepal attended the Focal Point Trainings at Bangkok and New Delhi. These
organizations were given the DAISY Production software’s and the skills to
undertake the DAISY Talking Book Production.

B. Major streams of action to be taken under the project.

Establishing Focal Points and Resource Centres: Over the period of 5 vears,
the project aims to establish Focal Points in 36 developing countries. 2 to 10
resource centres will also be established. These centres will work as contact
points for DAISY Consartium for their respective countries. These centres
would be equipped to undertake training and production of DAISY Books.

Software development: Team of programmers is appointed to develop open
source software for development of DAISY Books Playback Toal which could
be adopted for various languages. The team would also work on developing
the software for creation of DAISY Books. The second part of this activity
would be to conduct workshops for the development of human resources
within the developing countries to work on open source software projects of
DAISY related tools.

Implementation in the first year of the work: Within the first year of
implementation which is from April 1, 2003 to March 31, 2004, 2 resource
centres have been established in Banglok, Thailand and New Delhi, India.

Iocal Point Training: Training for the production of Digital Talking Books
would be conducted at every focal point. The training would also have content
for the management of talking production and dissemination. Far the current
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vear, Focal Point Training has already being conducted in Bangkok in August,
2003 and in New Delhi from November 8-13, 2003.

International Trainers Training Programme: In August 2003, a training
programme was conducted in Bangkok to train trainers from developing
countries. These trainers have been empowered to become the co-trainers at
the Focal Point Training Programmes. 4 persons from I[ndia attended this
training and 3 out of these were co-trainers in the Focal Point Training held
at New Delhi,

Open source software development workshop: Two workshaps were
conducted in October, 2003 in Bangkok and in December, 2003 in Geneva
respectively. 6 talented programmers from India attended the training in
October, 2003 at Bangkok. 8 persons from India attended the second
workshop in Geneva from 15" — 19" December, 2003, 4 out of these 8 persons
were the trainees from the first workshop. These programmers participated
in the advanced working group session to work on the next generation open
source DAISY Playback Tool.

The DFA project is working on the acceptance of the DAISY standards by
participating and showcasing the technology at International Seminars such
as World Summit of Information Society, etc.



Chapter 9

Social Security for Persons with
Disabilities in India

P Madhava Rao

White the programmes of Social Security are fo guarantee income maintenance or
income support, the condition of the disabled persons is somewhat different. Some might
have become disabled due to work infury or accident or due fo some other contingency
during their work life, Such persons have ewmployment velated social security schemes fn
operation in India. However, there are majority of the disabled persons in the country who
are not employed but require social profection. This chapter secks to address the problems
of those along with their social security needs and attempts to design a policy of socinl
security for them.

Introduction

The International Labour Organization (ILO) defines Social Security as “the
security that society furnishes through appropriate organization against certain
risks to which its members are perennially exposed. Theses risks are essentially
contingencies against which an individual of small means cannot effectively
provide by his own ability or foresight alone or even in private combination with
his fellows. The mechanics of social security therefore consists in counteracting
the blind injustice of nature and economic activities by rational planned justice
with a touch of benevolence to temper it.” This definition of ILO clears and centers
on pravision of support to an individual or to his /her family to protecting them
falling into contingent poverty which is that the individual is not otherwise poor
but for the contingency. These contingencies as per ILO are sickness, medical
care for the worker, maternity, unemployment, work injury, death of worker,
invalidity and widowhood. The contingencies however are the work related
contingencies and the individual and his family will be protected only in the case
the individual is working before becoming a subject of the contingency. Thus
being employed is a precondition for becoming eligible for social security benefits.
Irenically, this definiion doees not cover the protection that has to be provided for
the peaple wha are already poor and therefore the Social Assistance programmes
cover them,
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Evolution of Social Security

The caoncept of social security is as old as the history of man. Stories of Bible
tell us how, during the years of famine, Joseph tried to tide over the situation by
making use of surplus stocks of grain which he had stocked during the earlier
years of plenty. The oldest institution of social security is family that includes the
extended family. Industrial revolution in the Europe has seen the growth of urban
and industrial centers that affected the rural joint families thereby disturbing the
institution of social security in thejoint family system. When individual was unable
to take care of his own needs, the society realized the importance of protecting
the individual and his family. In Great Britain the poor laws were enacted to
pravide minimal food and shelter in a workhouse to the poor. Private savings,
compensation by employers, medieval guilds, mutual aid or mutual benefit
societies, private insurance and life insurance are some of the evolutionary forms
of sacial security efforts.

Need for Social Security

Modernization and urbanization have resulted in radical socio-economic
changes and given rise to new conflicts and tensions consequent upon the erosion
of age old family and fraternal security. The transition from agricultural economy
to an industrial economy brought in special accompanied problems that called
for social security.

Purpose and contingencies of social security

The purpose of any social security measure is to give individuals and families
the confidence that their level of living and quality of life will not erode by social
or economic eventuality; provide medical care and income security against the
consequences of defined contingencies; facilitate the victims physical and
vocational rehabilitation; prevent or reduce ill health and accidents in the
occupations; protect against unemplaoyment by maintenance and promeoetion of
job creation and provide benefit for the maintenance of any children. The
contingencies of social security as delineated by ILO are medical care, sickness
benefit, unemployment benefit, old age benefit, employment injury benefit, family
benefit, maternity benetit, invalidity benefit and survivors benefit.

Social Security Strategy in India

The social security strategies inclhude the following:

*  5Social insurance with the participation of the beneficiary pooling risks and
resources

¢ Social assistance financed from general revenues and granting benefits on
the basis of means test

*  Employers liability schemes where there is an identifiable employer and
within the economic capacity of the employer

*  National Provident Funds

. Universal schemes for social security.



198 P Muadhava Rao

Social security in India

Article 43 of the Constitution speaks of state’s respansibility to provide social
security to the citizens of this country. In India, we find all the above strategies in
practice. For the purpose of discussion, we may categorize the social security
schemes available in India as Preventive Schemes, Promotional Schemes, and
Protective schemes,

A, Preventive Schemes

Preverntive Schemes are the Schemes aimed at risk prevention. In the strategy
of social management of risks, preventive approach tries to prevent poverty and
helps people under below poverty line to come above poverty line. Preventive
health care, vaccinations against diseases forms part of the preventive strategies.
Majority of the schemes are of social assistance in nafture.

B. Promotional Schemes

Promotional social security schemes are mainly of Means tested Social
Assistance type, where to guarantee minimum standards of living to vulnerable
groups of population, the Governments at the State and Center draft schemes
financed from the general revenues of the Government. These are the strategies
of risk mitigation. These guarantee:

¢«  Food and Nufritional Security by ensuring per capita availability of food
grains, access to food, developing agriculture sector, targeted Public
Distribution system etc.

¢«  Employment security by ensuring employment by generating employment,
redeploying the surplus manpower in any sector, creating rural employment
opportunities, encouraging technological up gradation.

. Health Security by ensuring availability of medical facilities, maintaining
standards of sanitation and drinking water, eradication and control of
communicable diseases, timely vaccination of children and child bearing
women, health insurance, ald age homes and social insurance for the elderly.

*  Education Security by ensuring opening of schools, Lncouraging children
to attend classes, Making education compulsory upto certain age, opening
adult learning centers or formulating schemes like Sakshara, running schemes
like mid day meals etc.

*  Women Security: by empowering women, encouraging women literacy,
banning dowry, designing widow pension schemes.

*  Assistance to the Disabled by undertaking programmes to¢ promote health
and education among the disabled persons, providing rehabilitation services
and reservations in services so as to enable them to participate in social and
economic activity.
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All the above form part of promotional social security schemes where State
Governments are more involved than the Central Government. [Examples of
schemes in the promotional social security area include: Food for Work, Jawahar
Rojgar Yojana, Antyodaya, Rural Landless Labourers Employment Guarantee
Schemes, Programmes of Integrated Rural Development Project, Drought prone
area Programmes, Sakshara, Integrated Child Development Scheme (ICDS), Public
Distribution System, reservations for the disabled in services, special educational
institutions for the disabled persons etc.

C. Protective Social Security Programmes

The protective social security programmes help the poor in removing /
reducing contingent poverty. In India, the protective social security programmes
have been designed to address the contingent poverty or the contingencies as
defined by the ILO. These programmes take care of. old-age income needs (Old
age pension), survival benefits (Provident Funds), medical need of insured families
(Medical Insurance), widow and children/ dependant economic needs (Widow/
Children/ orphan, and dependent pension), maternity benefits, compensation for
loss of employment and wark injury benefits.

The benefits are extended only to working population majority of whom are
in the organized sector through legislations lile:

* [Umployees State Insurance Act 1948

*  Workmen's Compensation Act 1923

. Employees Provident Fund and Miscellaneous provisions Act 1952
*  Payment of Gratuity Act 1972

*  Maternity Benefits Act 1976

Social Security for Disabled Persons in India

Having discussed the social security concepts and strategies and programmes
available for the vulnerable groups, the need for the Social Security Programmes
for the persons with disabilities can hardly be overemphasized. However, we
need to understand that the family has been the primarv producer of welfare
even before the birth of a welfare state on the lines of modern welfare approach.
Later community, membership institutions, markets, and finally States provided
welfare facilities, Particularly in democratic states, it has been the political necessity
to produce and distribute welfare for the vulnerable groups in the society. The
magnitude of the woes of the persans with disabilities is vast and its impact on
the individual, family and community is severe. The most vulnerable groups
among the persons with disabilities include very young children, women and the
aged with disabilities. Their existence and lively hood requirements have to be
taken care of bv some agency in the soctety- that agencv could be the state in the
absence of benevolent markets and communities and more so when the families
of the persaons with disabilities cannot do so. Further it is apart of social justice
that a State may assure to its subjects.
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In the United States the Social Security Administration, United States (S5A)
considers one as disabled under Social Security Rules, if one cannot do work that
he did before and 55A decides that he cannot adjust to other work because of his
medical condition(s). A person’s disability must also last or be expected to last for
at least one year or to result in death. Social Security program rules assume that
working families have access to other resources to provide support during perieds
of short-term disabilities, including workers’ compensation, insurance, savings
and investments. “The Persons with Disabilities (Equal Opportunities, Protection
of Rights and Full Participation) Act, 1995, inter-alia and strives to promote
empowerment of persons with disabilities The right to receive support and
assistance, although essential to improving the quality of life of people with
disabilities, is not enough. Guaranteeing access to equal political, secial, economic
and cultural rights should be the

Data:

NSSO 58% Round, undertaken in 2002, estimates that about 1.85 percent of
population suffer from some kind of disability or other. However, detail data are
available now for designing a comprehensive social security system for persons
with disabilities. [n contrast, detailed statistics on the disabled population in
Europe is available on the basis of which social security is planned & implemented.
Some of the fundamental rights contained in the Luropean Convention on Human
Rights and its Protocols, and the Revised European Social Charter include the
right to education; the right to work; the right to private and family life; the right
to protection of health and social security; the right to protection against poverty
and social exclusion; the right to adequate housing, etc. Based on these statistics
the European countries are working hard to make their disabled people enjoy the
fruit of the policies. Therefore, availability of detailed data on the disabled
population in India is a pre-requisite for better planning and implementation of
social security schemes. Data on the following aspects as regards the disabled
population in the country will be useful in this regard:

*  Parents with disabled children below poverty line: This is required to design
some additional social assistance schemes.

*  Unemployed disabled persons who can be gainfully employed: This is
required to design special employment schemes and employment drives
and to evolve income generation strategies for the disabled persons and
ultimately make them eligible for protective type of Social Security Schemes.

¢  Non-employable disabled persons who always require support of the
Family /Community or the State: This is required to design State assisted /
funded schemes as well as to rehabilitate them in the homes for disabled
persons.

*  Disabled persons above 60 years of Age: This is required to help mitigate
the hardships of the disabled senior citizens through Old Age Pension
Schemes in the form of Social Assistance and State assisted health care.
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¢  Disabled women: This is required to understand whether the disabled
women are dependent on their parents or on their husbands and the poverty
status of their family/parents and to design schemes of Assistance or
Insurance accordingly. This will also help us to understand the requirements
of the disabled women in the child bearing age and making provisions for
their maternity care.

. Disabled widows: This will help planmners to understand the dependency
levels of the widows, if they are pensioners, their economic status ete.

¢  Disabled persons engaged in agriculture and informal sector: This data
will enable the Government to design programmes of skill up gradation for
the workers in the informal employment and self emplovment and create
backward and forward linkages for their economic activities. [tis also possible
to specially brand the products produced by the disabled and grant export
concessions and subsidies.

¢  Disabled persons retired from armed forces and capable of being re
employed: This data will enable planners to asse ss the assistance required
for this category of people.

Required Social Security programmes
for the Disabled Persons in India

Assistance and benefits both in the form of cash and kind will help ameliorate
the condition of the disabled persons who have to bear additional economic and
social cost due to their disability. Granting benefits for the persons with disabilities
is a necessary condition but not a sufficient one for their empowerment & overall
development. People with disabilities, like all people, require lave and affection
that is most often best provided by their families. Specific measures and assistance
are therefore essential to help these families overcome the threat of many possible
sources of deprivation and provide a caring home as a much better and more
natural alternative to life in large institutions/ homes for disabled for disabled. If
the family it self is poor, it may not be able to extend any kind of support to the
disabled members but rather treat him as an extra burden. Before designing the
programmes suggested hereunder, this fundamental social understanding should
not be overlooked.

The cash benefits by way of assistance could be in the form of the following:
»  Scholarships to the disabled children
. Old age pension to the aged and widows
*  Unemployment assistance to the educated disabled
»  Cash subsidies for self employed
. Disablement pension

*  Retirement pension
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The benefits in the form of kind could be in the form of:
*  Concessions and support in various activities and concessions in transport
. Medical assistance
*  Medical insurance where employer liability schemes are possible
*»  Compensation in the case of work injury resulting in disability
. Maternity care for the disabled mothers

*  Compulsory provision of créches in all the work places for the children of
disabled mothers

. Reservations and Concessions in services
*  5Special skill up gradation programmes
*  Special Schools and Teacher Training centers

*  Tax rebates for the disabled persons as well as the parents of the disabled
children

Available programmes for the disabled

Currently reservations in services, concessions in employment, disability
pension under the Employees Provident Funds and miscellaneous provisions Act
1952, medical and maternity benefits under Employees State insurance Act 1948,
benetits under the Workmen’s compensation Act 1923, special schools for the
disabled children, disability specific assistance programmes are available in the
country, though the coverage is not comprehensive, Ironically three major Social
Security Acts listed above are the employer liability and employment related
benefit schemes. They are operative only in the case of disability during the course
of employment. There are no programmes for old age and survivor benefits in
the case of the disabled who cannot be employed or the disabled person who are
not employed even after crossing the employable age. There are no programmes
for the disabled, dependent and aged widows excepting some very meager
assistance given by some State Governments such as old age pension of Rs.75 per
month. In addition we find that multiplicity of agencies and duplicity of benefits
are very comumon to all the social security programmes available in India, and the
plight of the persons with disabilities has no exception to this rule.

Annexure II gives the status of pension/ unemployment allowance for the
persons with disabilities, State /Union Territary wise- source: Chief Commissioner
Disabilities

Programmes/ Schemes required to be designed
for the Disabled Persons

Currenfly available schemes or programmes do not comprehensively address
the problems of the disabled persons. The major Social Security Acts available in
India aim only at employment related disability. In fact a large number of the
disabled persons are outside employment or in informal economic activities or
simply dependent on their parents, children and/ or spouses. In some of the
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Rural Development and other programmes there are some disabled beneficiaries.
However, keeping in view the statutory provision of 3% reservation for persons
with disabilities in all poverty alleviation schemes, the coverage is negligible. This
provision needs to be effectively implemented.

In the United States the Social Security and Supplemental Security Income
disability programmes are the largest of several Federal programmes that provide
assistance to people with disabilities. While these two programmes are different
in many ways, both are administered by the Social Security Administration and
only individuals who have a disability and meet medical criferia may qualify for
benefits under either program. Supplemental Security Income (551) is a Federal
income supplement program funded by general tax revenues (not Social Security
taxes) It is designed to help aged, blind, and disabled people, who have little or
ne income; and it provides cash to meet basic needs for food, clothing, and shelter.
Based on the international best practices and the India specific requirements the
urgent need is to formulate the following types of benefits and programmes:

i}y Universal old age defined benefit Pension 5chemes for the disabled without
any means test (As Social Assistance) should be thought of based en national
average wage that guarantees poverty alleviation amang the persons with
disabilities;

ify Universal Medical benefits (possibility of establishing opening separate out
patient windows for the disabled should be seen to lessen the hardships of
the disabled patients who stand in the general queues in the public hospitals),
free treatment to the disabled persons by corporate hospitals could be
thought of a precondition for grant of license to the corporate hospitals;

iiiy ~ Universal Unemployment Assistance to the disabled persons with means
test will definitely alleviate poverty among the persons with disabilities and
employvable. However, a scheme of discontinuance of the benefit in the event
of non-acceptance of employment may be thought of to protect them from
falling into unemplovment trap;

iv} Tying up with corporate hospitals to extend medical care at a confessional
rate to the disabled, where the disabled have a capacity to pay, and
subsidizing cost of surgical treatments in the hospitals;

v} Social Assistance to the disabled children and scholarship schemes for them
if they re school going. Pre-examination training to enable them to sit for
competitive examinations along with other candidates;

vi}  Special Employment and Skill up gradation programmes

vil} Bank credit at subsidized rate of interest for the self-employment projects
taken up by the disabled persons (NHFDC activities needs to be expanded)

viii) Reservations in services and other concessions provided needs to be
effectively implemented

ix) Incentives to be given to employers encouraging employment of the disabled
persans in caonsenance the provisions in the PWD Act, 1995.
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Financing of the Schemes

The approach to financing the schemes designed for the disabled persons as
also launching of new social security schemes for persons with disabilities should
be broadened and the following options including the traditional budget
allocations out of the Government funds need to be explored:

*  [Finance from the general revenues or tax financed as a major source;

*  Collection of cess from the industries, employment in which leads to
occupational diseases and work hazards;

*  5Special tax on luxury items and those items consumption of which are
injurious to health

. Contribution from employed parents of the disabled to establish a separate
tund for Disability welfare;

*  Donations from charitable organizations;
*  Donations from international donors and agencies;

*  Employer share of contribution at enhanced rates for the programmes
designed to address contingent poverty;

Administrative Arrangements

The current Administrative arrangements for delivery of support and benetits
to the persons with disabilities are scattered. There is neither a uniform henefit
formula nor is there any single agency that administers or guides the program. [t
is suggested that multiplicity of agencies or departments currently locking after
disability benefits need to be integrated together to have a comprehensive program
design and implementation pelicy under one umbrella with a Chief Executive
Officer. However disability specific branches under that agency mav be designed
to continue the professional approach.

As per the Act, one of the jobs of the office of Chief Commissioner for persorns
with disabilities is to monitor utilization of funds disbursed by Central
Government. This needs to be ensured. A National Commission has also been
set up recently to aid & advice the Government regarding disability and
rehabilitation matters and to recommend action. Date may be coellected through
censuis as also NS5O surveys at regular intervals. A National Unique Identification
Number on the lines of National Social Security Number may be thought of to
avoid duplicity in benefit delivery. The State Governments may start, in right
earnest issue of identify cards, preferably, SMART cards with assigning such
numbers. All the States may appoint independent State Commissioners, who, as
per the Act., may perform their quasi-judicial function in supervising and
implementation of various provisions of the Act, and redressing grievances.
Administration arrangements may be made for collection and recording of
contributions and donations for developing a fund for social security programmes
for disabled.

The current system of collection of contributions under protective Social
Security schemes need not be disturbed; investment of funds and budgetary
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allocations made for the purpose need to be enhanced and designing effective
income generating schemes may be given attention. Suitable schemes along with
administrative arrangements may be made for delivery of benefits including
medical benefits, old age pension and benefits in cash or kind.

Conclusion

The current Social Securily programmes are employment related and do not
appear to have any special attention to the disabled persons. Ta be eligible far the
benetits one has to become disabled after getting into employment. This approach
does not address the disability ab-intio and major problems of nen-employment
and poverty among the disabled persons. Disabled persons in India are the most
vulnerable group. Unfortunately, disabled persons irrespective of their economic
status are subjected to social exclusion in the society. Economic, psvchological
and social confidence building is therefore immediately necessary. Social Security
programmes for the disabled, to some extent will relieve the pain of being
dependent. Comprehensive administrative arrangements, pooling up funds from
various sources and delivering the benefit under professional supervision and
control are the other immediate requirements. Lack of information and
dissemination & absence of a single window approach makes persons with
disabilities often unaware of what benefits and schemes are available to them.
Besides ensuring that available benefits reach them, more resources from local,
state, national and international agencies, Government and Non Government
Organisations need to be mobilized. For example, resources available under
various Departments/ Ministries and schemes such as Rural Development, HRD
Ministry, Labour Ministry, DRDA Programmes, grant in aid schemes for special
schools, pension schemes, UNDP programmes, CAPART, NHFDC, and
international funding organizations such as NORAD, Action Aid, SIDA, DANIDA
and others need to be harnessed.
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Appendix 1

Facilities & Benefits Available for
Persons with Disabilities

Several ministries/deparhnents of the Government of India provide various
concessions and facilities that include:

Concessions on Railways Railways allow disabled persons to travel at
concession fares up to 75% in the first and second classes. Lscorts accom panying
blind, orthepedic ally and mentally handicapped persons are also eligible to 750%
concession in the basic fare.

Air Travel Concessions Indian Airlines allow 50% concession fares to blind
persons on single journeys.

Postage Payment of postage, both inland and foreign, for transmission by
post of ‘Blind Literature” packets is exempted if sent by surface route.

Customs/Excise Braille paper has been exempted from excise and customs
duty provided the paper is supplied direct to a school for the blind or to a Braille
press against an indent placed by the National Institute for the Visually
Handicapped, Dehradun. All audiocassettes recorded with material from books,
newspapers or magazines for the blind are exempt from custom duty. Several
other items have also been exempted from customs duty if imported for the use
of a disabled person.

Conveyance Allowance All central government employees who are blind
or arthopedic ally handicapped are granted convevance at 5 per cent of basic pay
subject to a maximum of Rs. 100 per month.

Educational Allowance Reimbursement of tuition fee of physically and
mentally handicapped children of the Central government employees has been
enhanced to Rs. 50/-.

Income Tax Concession: The amount of deduction from total incaome of a
person with blindness, mental retardation or permanent physical disability has
been increased to Rs. 40,000/-.

Award of Dealership by Oil Companies: The Ministry of Petroleum and
Natural Gas has reserved 7.5 per cent of all types of dealership agencies of the
public sector companies for the orthopaedically handicapped and blind persons.
However, persons with visual handicap are not eligible for LI’G distribution.
Similarly, the Ministry has also reserved 7.5 per cent of such dealership/agencies
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for defence personnel, and those severely disabled either in war or while on duty
in peacetime.

Posting : Candidates with Physical handicaps, appointed on a regional basis
be given as far as possible, appointments as close to their native place.

Economic Assistance by Public Sector Banks : All orphanages, homes for
women and persons with physical handicaps as well as institutions working for
the welfare of the handicapped, are given loans and advances at very low rates of
interest (4% under DRI) and a subsidy of 50% up to a maximum of Rs. 5,000/- is
also admissible. State Governments/Union Territories also give concessions/
facilities such as reservation in jobs, scholarships, old age pension, free travel in
buses, etc.

Funding scheme for special schools: A grant-in-aid scheme for voluntary
organisations to develop institutes that serve to provide educational and social
opportunities for persons with disability. To know more about scheme and to
download the application form
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Status of Pension/Unemployment
Allowance for Persons with Disabilities

Appendix II

which a one-time
financial assistance

of Rs. 1000/- is
provided to those
persons who have
40% or more disability
and whose per

anfium income is

not more than

Rs. 22,000/-.

States/UTs | Disability Unemploviment Remarks
Pension/Maintenance | Allowance
Allowarice
1. | Andhra Disability Pension of | Rs. 75/- per month is
Pradesh Rs. 75/- per month is | given to unemploved
given to all categories | disabled persons
of disabled who are who are on the live
between the age group | registers of District
of 18 — 65 years with Employment
minimum 40% Exchange and who
disability. are in the age group of
18-65 vears, provided
parents’/guardian’s
annual income does nof
exceed Rs. 12,000/-
2. | Bihar Disability Pension is -
provided to disabled
persons by Labour
Department of the
State.
3. | Chattisgarh | Social Security
Allowance of Rs. 150/-
per month.
4. | Delhi A scheme under Proposal

regarding scheine
for payment of an
unemployment
allowance to
persons with
disabilities,
registered with
the special
employment
exchange for
more than two
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years and who
could not be
placed in any
gainful
occupation has
been made and
is under process.

Goa

Grant of
Unemployment
Allowance is
approved by the
Govt. Details are
not yet available

Gujarat

Disability Pension of
Rs. 200/- p.m. is given
to disabled persons
who have more than
75% disability, are
above 18 years of age
and whose family is
below poverty line.

Jammu &
Kashmir

Rs. 300/- per month
provided as Disability
Pension.

Tharkhand

Pension Scheme for
disabled exists.
Details not given.

Haryana

Scheme for pension
for persons with
disabilities has been
notified. Notified.

Scheme is in force
in the State.

10.

Himachal
Pradesh

Disability Relief
Allowance of Rs. 150/-
p.m. is provided to
those disabled persons
who are having at
least 40% disability
and whose annual
income does not
exceed Rs. 6000/-

per annum and the
income of earning
sons should not exceed
Rs. 11,000/- per annum
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11. | Kerala Special pension Unemployment
scheme for PWDs Allowance to all
having an annual educated vouths,
family income of including persons with
Rs. 12,000/- or less disabilities, subject
exists in the State. to certain eligibility
conditions, is
sanctioned.
12. | Maharashtra Government of
Maharashtra has a
Scheme for Educated
Unemploved and this
includes persons with
disabilities also.
This scheme is
implemented through
Employment
Exchanges.
13. | Manipuri Disability pension -
of Rs. 100/- p.m.
14. | Mizoram Disability pension Unemployment
given to totally blind | allowance of
and bed-ridden Rs. 100/- p.m. given
persons who
are totally dependent
on their families
@ Rs. 100/- p.m.
15. | Nagaland Disability pension of
Rs. 100/- p.m. is
given to blind people.
16. | Punjab Unemployment

Allownace of

Rs. 400/- p.m. and
Rs. 300 p.m. is given
to blind/deaf
undemployed
graduates/post
graduates and under
graduate respectively,
for Ortho.
Handicapped

Rs. 200/~ and

Rs. 130/~ p.m.
respectively.
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17. | Meghalava Implementing the
scheme of
unemployiment
allowance @ Rs. 50/
per month for PWDs

18. | Orissa Orth. Handicapped,
totally blind, mentally
retarded and persons
affected by Cerebral
Palsv over five years
of age are given
pension @ Rs. 100/-

p.m. (70,000
beneficiaries are
being provided such
pension each year.)

19. | Sikkim Pension provided. Subsistence
(16.80 lacs allocated Allowance is
during 2002-3 - 700 being given.
beneficiaries.)

20. | Tamilnadu | Those who are not For Visually impaired,
placed in any gainful | allowance is given
employment due to ranging from
severe disability are Rs. 200/- to Rs. 300/-
given maintenance per month till they
allowance of Rs. 150/~ | get employment or
per month. they reach 40 years

{45 vears in the case
of 5C, ST) whichever
is earlier.

21. | Tripura State Government is -
giving pension to the
disabled persons of
destitute families
@ Rs. 125/- per month.

22. | West Pension is provided. -

Bengal (6887 beneficiaries —
Rs. 42,00,000 allocated
for 02-03).
23. | Uttar Viklang Pension of
Pradesh Rs. 125/- pm is given

to destitute
handicapped persons
having monthly
income below

Rs. 1000/- per month.
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24. | Cttaranchal | Disability Pension of
Rs. 125/- pm is given
to destitute
handicapped persons
having monthly
ill\.UlllC bc}un
Rs. 1000/~ per month.
25. | A&N - Rs. 100/- pan. as
Islands unemployment
Allowance is given.
26. | Chandigarh | - Unemployment
allowance of Rs. 400/-
pm for Graduate/PG
VH and HI persons.
Rs. 300/- pm for
Matriculate and under
graduate VH and HI
persons is given.
27. | Dadra & Financial Assistance
Nagar to Destitute Disabled
Haveli is @ Rs. 60/- p.m.
28. | Laksha Pension for Old Age,
dweep destitute disable is
being given.
29. | Daman & Disability Pension Scheme for
Diu of Rs. 60/- p.m. is unemployiment
available for persons | allowance has been
with disability with formulated.
the age of 55 and above
30. | Pendicherry Rs. 200/-/Rs.300/-/

Rs. 500/~ per month
to unemployed
educated persons is
being given.

Source: Office of Chief Comunissioner for Persons with Disabilities
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Chapter 1 0

Evolving Sustainable Strategies for
Disability Management :
Locomotor Disability

Ratnesh Kumar
A K Mukherjee

Locomoter disability is the mosl dowminant category amongst all disabilities. This
Chapter gives the broad definition and terins related to locomotor disability and discusses
causes of acquiring such disabilities, Author analyse the data on locomotor disability to
show the increase in percentage of locomotor disability during the last two decades. After
briefly mentioning the schemes and proyraimmes for rehabilitation of persons with locomotor
disability, the authors suggest o number of sustainable strategies for prevention and
management of locomotor disability and calls for an infegrated multi-sectoral and
multidisciplinary approach by the role players.

Introduction

Persons with disabilities are amongst the most marginalized and
disadvantaged sections of the society. In the last quarter of century there were
several significant landmarks and growth and awareness in the sector of disability
both at the national & international level. The year 1981 was declared as the
International Year of Disabled Persons. Subsequently, the year 1983-92 was
praclaimed by the General Assembly as the UN Decade of Disabled Persans when
a global movement emerged for integration of disabled people into the society
through a World Programme of Action. The ESCAP proclaimed 1993-2002 as the
Asia and Pacific Decade of Disabled Persons. [ndia is also a signatory to the
UNLSCAP decade and needless to mention that our country intensified efforts to
address the causes of disability at national level and with international stakeholders
through programmes like Pulse Polio Campaign, National Programme for the
Control of Blindness, Leprosy Lradication etc. Introduction of Acts (PWD Act of
1995, RCT Act of 1992 and National Trust Act of 1999) also played an important
role for empowering the disabled persons. UN-ESCAP proclaimed extension of
Asian Pacific Decade of Disabled Persons {1993-2002) for another Decade (2003-
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2012} and adopted Biwako Millenium Framework for Action to promote an
inclusive, barrier free and right based society.

India is a developing nation having a social fabric with socio-cultural,
religious, geographic, climatic and demographic variations. This is of more
significant while subjects related to a marginalized and under-privileged group
are considered. Despite economic constraints, India has a vision for all round
growth and intends to enter into the group of developed nations by the year
2020. Tenth Iive Year plan targets more rapid growth and intends to double per
capita income by the year 2010. To achieve ambitious targets, all sections of society
including persons with disabilites have to be taken together.

Development through industrialization and urbanization has put more
pressures and challenges for the social sector. During the last two decades, the
Government of India has become increasingly concerned about the needs/welfare
of Persons with Disabilities through convergence, empowerment and giving them
due apportunities and rights. The issues concerning their participation and
mainstreaming in society are being addressed. The qualitative changes and wider
coverage are being attempted through convergence, intersectorial, inter and intra-
ministerial coordination at central, state and district level.

Locomotor Disability

The rehabilitation services for the locomotor disability is known to us since
long in term of homes for crippled. In organized sector, it got recognition due to
the compensation claims and a ‘Workmen Compensation Act’ came in force as
early as in 1923. Manual for Doctors to assess locomotor disability was published
by ALIMCO in 1974. [t was based on guidelines published by American Academy
of Orthopaedic Surgeons and became popular amongst arthopaedic surgeons.
Based on the recommendation of expert group meeting organized by WHO and
AIIMS & Ministry of Health in 1984, the uniform definition of disabilities and
guidelines to assess disability were notified by Ministry of welfare (presently
Ministry of Social Justice & Lmpowerment) Government of India in 1986.

Rapid industrialization, high speed vehicular traffic and diseases like polio
were major contributary factors for locomotor disability during last quarter of
the century. Improved health conditions, control of communicable diseases, use
of modern medical equipment & technology that have helped in saving lives, has
increased life expectancy and reduced mortality rates. This has resulted in survival
after a disease or accident with the burden of disability. The increasing geriatric
population due to increased life expectancy has posed new challenges of geriatric
disabilities. The improved natal and pre-natal, Maternity and Child Health (MCH)
services has increased chances of survival of new-borns but thereby, also increased
the incidences of survival with premature birth defects, cerebral palsy etc .

Locomotor disability is defined as a person’s inability to execute distinctive
activities associated with moving both himself and objects, from place to place
and such inability resulting from affliction of musculo-skeletal and/or nervous
system. The common terms which are referred while discussing locomotor
disability are explained as under:-
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¢  Impairment: An impairment is any loss or abnormality of psychological,
physiological or anatomical structure or function in a human being,.

e  Functional Limitations : Impairment may cause functional limitations which
are partial or total inability to perform those activities necessary for motor,
sensory or mental function within the range or manner of which a human
being is normally capable.

¢  Disability: A disability is any restriction or lack (resulting from an
impairment) of ability to perform an activity in the manner or within the
range considered normal for a human being.

¢ Iandicap- Irreversible disability leading to limits in day to day functions of
individual’s life.

*  PPI- Permanent Physical Impairment(PPI) in functions of specific body part
due to impaired anatomical structure. The functional loss is correlated with
anatomical part and the individual.

In the prevailing system of disability assessment under guidelines notified
by the Government of India, it is assessment of PPT that is commeonly interpreted
as disability. In contrary, under the International Classification of Functioning
Disability and Health {ICF), the functional loss in relation to individual is assessed.

Data on Locomotor Disability

Recent National Sample Survey Organization’s Survey of 2002 estimated that
18.5 million persons are having disability in the country and the number is high
in the rural areas. Amongst locomotor disabled, probable causes of disability
include Polio, injuries (other than burn injuries) and old age. Statistics shows that
number of polio is highest followed by injuries and old age. [t is to be mentioned
that causes like stroke, arthritis, cardio- respiratory diseases are generally higher
in older age. Massive programmes for prevention of Polio have alreadv been
undertaken across the country and the incidence has reduced drastically. 1934
cases of acute Polio reported in 1998 have reduced to 268 during 2001. This is
possible due to all round efforts both national and international, to eradicate Polio.
N550(2002) estimates show that 10.66 million (58% of all disabled) persons are
having locomotor disability in India. Out of them 8 million live in rural and 2.66
million in urban areas. Four percent of locomotor disabled have multiple problems
which complicate the situation further. Like earlier NSSO surveys, the prevalence
of locomotor disability was found higher in rural areas i.e. 1046 & 901 per 100,000
in rural and urban population respectively. Affected males are more in number
as compared to femalesi.e. 1217 males against 785 females both in rural and urban
areas.

Table No.10.1 Prevalence Rate of Locomotor Disabilites (per 100,000 population)

Year 1981 1991 2002
Rural 828 1074 1046
Urban 679 962 901

(Source- NS5O Survey,2002)
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Industrialization and introduction of high speed vehicular traffic and
mechanization of agriculture sector had direct impact on increased incidence of
locomotor disability. It is evident also as the prevalence was found to be highest
in Punjab (1484) in rural and in Kerala (1195} in the urban sectar.

Though there is significant decline in incidence of poliomyelitis during last
few years, the impact of Polio in the past is still seen today. The deformity of
limbs moastly because of residual paralysis of polio was found to be maximum i.e.
466 in rural and 455 in urban areas. While dysfunction of joints was found in 23 %
cases and paralysis in 15% cases amongst persons with locomotor disabilities,
polio and injuries (other than burn) were found to be prominent in being
responsible for causing locomotor disability each in 27%-28% cases. With the
increase of geriatric population, the prevalence of old age locomotor disability
are increasing and is almost equal to leprosy related locomotor disability cases(3%-
4%) as reported by NS5O {2002).

[t is found that over the periods 1981 to 2002, while there was an increasing
trend in the prevalence rate between 1981 and 1991, it remained steady during
1991 to 2002 in rural areas and had a very marginal dip in case of urban areas.
Further, the incidence rates have also dropped marginally during the period.

Table No.10.2 Prevalance of Disability

All disabilities* Locomotor Disability **
2202(58" round) 18.53 (1.8) 10.66 (57.5)
1991(47% round) 16.36 (1.9) 8.04 (49.2)
1981 (36" round) 13.67 (1.8) 5.43 (39.7)

*  Brackets show percentage of total population

** Brackets show percentage of total disabled population

The number of geriatric population increased form 42.5 million in 1981 to 35
million in 1991 which have further swollen to 70.6 million.

Programmemes for Locomotor Disabled Persens

Various policies, programmemes & schemes for welfare and empowerment
of disabled were taken in five year plans since 1951. During the Fifth Plan, the
National Institute for Orthopaedically Handicapped was set up at Kolkata. In
1975, prevention of disability gol some impetus by launching of the Integrated
Child Development Scheme (ICD5). The need of rehabilitation services for
locomotor disability was further realized and IPH & NIRTAR were established
during Sixth & Seventh Plan. The services for disabled persons were expanded
through the District Rehabilitation Centre (DRC) scheme.

Subsequently in Ninth plan, the states responsibility to empower the disabled
with equal opportunities, protection of rights and full participation in the nations
development process gained importance & Persons with Disabilities Act (Lqual
opportunities, Full Participation & Protection of Right),1995 came in force. RCI
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was setupin 1992, The National Trust was set up in 1999 for the group of disability
not covered under Disabilities Act,1995. The National programme for
Rehabilitation of Persons with Disabilities (NPRPD} was lannched in 1999-2000 as
a State Sector programmeme. To meet the increased demand of trained manpower
and rehabilitation services, five Composite Regional Centres at Srinagar, Bhopal,
Lucknow, Sundernagar (HP) & Guwahati were established in 2000-01. Through
CRCs, a composite approach in manpower training and single window approach
tor all categories of disability in terms of providing rehabilitation services has
been adopted for first time. The concept of disability specific training has now
shifted to a multi purpose & composite approach adopted by these CRCs. Four
Regional Rehabilitation Centres(RRCs) at Mohali, Jabalpur, Barelly & Cuttack,
were established in 2000-01 through networking with Indian Spinal Injury
Centre(1SIC) at New Delhi to provide specialized rehabilitation services to the
persons with spinal injuries. Setting up District Disability Rehabilitation Centres
(DDRCs), 90 of which are already functional, is a step in right direction towards
decentralized delivery of services.

Prevention

In prevention of disability, Ministry of Health plays a key role. The Ministry
of Sacial Justice & Empowerment, which is a nodal ministry in disability
rehabilitation along with Department of Women & Child Development (through
ICDS}) and Ministry of Human Resources Development (through schemes like
DPEP, IED and 55A) also contributes significantly. Following National programmes
by Ministry of Health helps in disability prevention:

*  Universal Immunization Programme(UIF)
¢ National Polio Eradication Programme- Pulse Polio.
e National Leprosy Control Programme

e National Iodine Deficiency Disorder Confrel Programme & pilot project on
micro-nutrient.

The National Programme of Rehabilitation for Persons with Disability
(NPRPD) alse focus on disability prevention through generating by awareness
and community participation.

Early medical & rehabilitation intervention facilities are supposed to be
available at PHC level. A national programme of PHC doctors on disability
management launched by RCI in 1999.The knowledge on prevention and early
intervention in disability management is also being imparted to MBBS students
in existing medical course. To reduce the incidence of locomotor disability, RC]
programme emphasizes upon pre-natal health check up of mothers . Carly
identification, intervention and prevention of locomotor disability in the age group
of 0-6 vears and in pregmnant mothers are undertaken by ICDS. 54.3 million children
(0-6 years) and 10.9 million mothers have been benefited under the scheme. While
vaccination is the focus under Universal Immunization Programmeme (UIP) &
Pulse Polio programmes, supplementation of iodized salt and micronutrients is
targetted in National Iodine Deficiency Disorder Control Programme. Awareness
and early detection are focus areas under the Leprosy control programmeme &
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NPRPD. The national programmes are being implemented through primary health
care delivery system. About 90 DDRCs established recently in different parts of
the Country under Ministry of S.J&E also play an important role in prevention of
locomotor disability.

Prevention of disabilities related to Injuries

Disabling injuries resulting from vehicular & industrial accident are second
commonest cause of disability. With the increasing incidence of injuries but better
emergency management to save lives, the incidence of disability is likely to
increase. Increasing mechanization in agriculture & industry, induction of semi
and un-skilled workers in various operations and rapid increase in vehicular traffic
have resulted in increased morbidity/disability due to accident and trauma.
Overcrowding, lack of awareness and poor implementation of essential safety
precautions are responsible for disability. The disease burden estimates for India
in 1990 and the projections for 2020 shows that there is going to be an increase in
injury related diseases from 15% to 19% indicating higher incidence of disability
due to injuries .

Disease Burden Projections

Fig.10.1(a) Fig.10.1(b)
Disease Burden Projections-India 2020 Disease Burden Estimates-India 1990
Injuries .hlei.ES
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At present there is no organized comprehensive trauma care service either
at the Centre or in the State. To reduce injury related disability, adequate training
to medical and paramedical personnel, quick and safe transport facilities of
patients, strengthening of existing emergency & casualty services are required.
A module of trauma services have been proposed below for a city like Delhi.
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Figure 10.2 Proposed Module of Trauma Service
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Assistive aids/ appliances for Locomoetor Disabled Persons

The rehabilitative assistive devices play an important role in improving the
function of affected part of body. These mav be mobility aid in the form of wheel
chair (manual or motorized), artificial limbs or orthotic aid as per individual’s
need. To manufacture compoenents of assistive aids for the persons with locomator
disabilities, ALIMCO was established in Kanpur in the 70s. Tt has expanded its
activities by setting up four auxillary production centres at Bhubaneswar, Jabalpur,
Rajpura & Bangalore. New prosthetic devices and improved mobility aids at
reasonable cost have been developed at ALIMCO through its modernization
efforts.

Keeping in view the increased demand for assistive devices, many private
manufacturers have entered into the market and are producing quality products.
Following strategy may be adopted in providing quality aids/appliances.

¢ The standards for all types of different aids/appliances need to be developed
& monitored and also competitiveness between Government and private
manufacturers need to he encouraged.

. The private manufacturers using appropriate technology at reasonable cost
need to be encouraged.

e The need oriented low cost and standard quality aids should he encouraged.
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. Insurance companies and corporate sectors should be encauraged ta share
the burden.

e Simple and appropriate technology needs to be adopted in designing new
aids and appliances.

*  The aids /appliances should be affordable and available. It is better if it can
be fabricated/repaired locally.

Econemic Rehabilitation

Comprehensive rehabilitation aims finally at ensuring dignity and economic
independence to the disabled persons. In the Government sector, empowerment
through reservation in jobs under group A,B,C&D against identified posts have
been made. The list of such jobs have been expanded and efforts are being made
to fully implement the reservation policy in all Ministries and Departments of
central, state governments and UTs. The work places have to be made barrier
free to facilitate this,

With the objective of economic empowerment through self emploviment as
a part of comprehensive rehabilitation process, NHFDC was established in 1997.
Besides entrepreneurship & self employment through NHIDC & public sector
financial institutions, 40 special emplovment exchanges, 41 special cells are
functioning which have extended placement services. This effort is also supported
by 17 VRCs under Ministry of Labour located all over country, These are in addition
to the facilities available with institutes & NGOs supported under Ministry of
5)&E and the polytechnics working under Ministry of HRD.
To sustain this endeavor of econemic empowerment of persons with
locomotor disability following measures need to be taken,
e  Barrier free access to work place.
*  Ergonomics modification at work stations
. Appropriate aids & appliances
e  [Participatory approach in formulation of employment policies.
*  Since Government jobs are shrinking and more avenues in private and service
sectors are coming up, the mind-set of employers and disabled persons need
to be changed towards private sector jobs and self-employment ventures

*  More emphasis should be given in vocational training, self employment and
entreprunership development by participatory approach.

Educational Rehabilitation

The educational integration of children with locomotor disability was
launched through IED under DPEP which has been strengthened further through
SSA. The children with disabilities are identified, assisted in getting aid/appliances
and integrated in education through inclusive approach. The school are made
barrier free and resource room for disability are improvised. The children with
locomotor disability do not require special teaching material for teachers, but a
changed positive mind-set amongst parents, teachers, students and the society as
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a whole. Sometimes, minor provisions and changes in the physical environment
is enough to make the premises accessible to the children with locomotor disability.
The inputs on disability in the teachers training curriculum and inclusive &
integrated approach in education system under 55A is likely to change the picture
in coming years. The reports of UNDI* project on integration of children with
disability and the 5SA scheme have shown encouraging results.

Educational facilities to the children with locomotor disability are also
extended through support to NGOs under the umbrella scheme of Ministry of
Social Justice and Empowerment, SSA aim to cover all children aged 6-14 vears
by 2010. DPEP, IED and IEDC schemes running in 28 States/UTs have covered
around one lakh disabled students in 2200 schools. The National Scholarship for
disabled students undergoing post matric and higher studies has been introduced
recently by Ministry of 5]&E which need to cover more and more students in
tuture. Development of barrier free access to school, change of attitude of teachers
and parents, promoting an inclusive approach and vocationalization of education
are the thrust areas for future approach to sustainable educational rehabilitation
tor locomotor disabled.

Sustainable Stratagies

(iy The concept of rehabilitation has changed from institution based to
community oriented, from segregation to inclusion to the society, disability
specific friendly designs to universal design concept. Bul to reach all the
disabled persons and for realization of the dream of inclusive society far the
persons with disasbilites, it is imperative that sustainable strategies need to
be evolved with emphasis on following areas

. Disability to be made a priority issue in the developmental process

*»  Convergence and coordination with developmental sectors.

*  Decentralization & networking of existing services.

*  [nvironmental Care.

*  Accountability and transparency in management & decision making.
. Human Resource Development & Capacity building.

*  Realistic planning & increased budget allocation

*  Development of Modules for self sustainable projects.

. Promotion of Research & Development.

*  Tele-rehabkilitation

»  Participation of NGOs having professional background to reach the un-
reached

. Documentation, Information Dissemination and use of media.

. Improvement in primary health system.

*»  Convergence of available rehabilitation services

*  Optimum utilization of resources - both material and manpower.

. Vigilant supervision and manitoring of schemes and programmemes.
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(ii)

(iii)

(iv)

(v)
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The key to solving the disability management issues lies in participatory
management with developmental organizations and involvement of persons
with disabilities, Government’s networking with various State Institutions/
NGOs, training Institutions, autonomous organizations and Uiversities to
organize training programmes, seminars, workshops and research activities
related to disability prevention & rehabilitation management will improve
coordination and bring the desired synergy in implementation.

Mass immunization to prevent deformity due to preventable diseases,
intensive education programme for the prevention of accidents as well as
services for medical personnel and paramedicals need to be promoted.
Capacity building programmes are required on continuous basis covering
as many as possible from as many as organisations responsible for such work.
Information dissemination through electronic, print and internet media to
create informed public opinion relevant for people’s participation is necessary.

Disability and poverty have close interlinks. As most of the persons with
disabilities live in abject poverty struggling for survival, they can not take
any special care due to the cost involved in disability prevention. Hence,
community oriented disability prevention programme and comprehensive
primary health care need to be stressed and made available to the persons
below poverty line free of cost.

In management of locomotor disability a team of professionals consisting of
doctors, therapists, Prosthetist-cum-Orthotists, counselors and social workers
are needed. In view of scattered distribution, varied clinical presentation
and different needs of the disabled population majority of whom reside in
rural and remote areas, such team is neither available nor affordable. An
integrated and multidisciplinary approach to locomotor disability is depicted
in the figure below.

Figure 10.3 Integrated Multidisciplinary Approach to
Prevention and Rehabilitation
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(vi)

(vii)

A sustainable strategy of three tier system of service delivery at village,
district and state level need to be developed. The trained manpower should
be multipurpose workers at village and district level. More emphasis on the
training of this categorv of service providers in the form of certificate and
diploma courses need to be given. A large no of CBR and Multi purpose
workers need to be trained.

Presently, the locomotor disabled persons are dependent on the existing PHC
system which itself is overburdened with emergency management, health
care and MCH services. [n such a situabion, it is difficult to give special
attention towards disabled persons. The medical and paramedical staff at
PHC level need to be given additional inputs on disability and rehabilitation.
Recent introduction of fraining of PHC doctors by RCI under a national
programmeme need to be expanded and continue on an ongoing basis. Such
training programmes should have quality with more medical inputs and be
organized jointly with Health Department.

(viii) Persons with deformed joints are highest in number amongst locomotor

disabled. They need surgical correction on priority. Therefore the existing
provision of surgical correction under the ADIP scheme need to be
encouraged. The medical and surgical services for disability correction at
tertiary health care system need to be strengthened. The private practitioners
of modern medicine, homeopathy and indegenous systems and their
professional bodies may also be involved. The support of corporate sector
hospitals should also be taken. The rehabilitation facilities of spinal injured
need to be developed at district level. The training of handling and transfer
of spinal injury cases should be imparted to all members of team dealing
with trauma cases. Community awareness on spinal injury should be made
through use of mass media.

Governmental efforts through limited number of Institutions are
strengthened by assisting large number of NGOs spread all over country
through providing Grant in Aid assistance. Considering the diverse
demographic, socio-cultural practices and geographic locations, community
participation and involvement of NGOs with Government support need to
be further strengthened. This will be helpful in reaching the un-reached
population. NGOs with professional background and weorking in multi-
sectorial areas need to be involved to keep the programme cost effective and
sustainable.

Information technology is now one of major components of technological
infrastructure for providing services to un-reached areas and special target
groups. IT infrastruture can be directed to promote community awareness,
identification, prevention and intervention measures of disability. Lven for
fabrication of aids and appliances, IT can be put to use.

The nationwide network of NICNET provides rapid reporting mechanism

for health information and MEDLARS. Biomedical Informatics Programmes
provide ready access to medical database to researchers & practicing professionals.
NICNET and MEDLARS may be coordinated in better delivery of rehabilitation
services. The use of computer at panchayat level is likely to improve coordination
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in making rehabilitation services possible in remote and inaccessible areas. Online
telemedicine/rehabilitation advices need to be developed by way of bringing
experts together to assist local professional in management of disability. In view
of scattered distribution, wide variation in problems and needs, development of
vertical infrastructure of rehabilitation will not be cost effective. Lxisting cyber
calé and helpline approach need to be developed. The infrastructure available
in health, rural development, education, social welfare etc. need to be better
coordinated and utilized. Horizontal integration of existing programmes needs
to be done.

{xi) To fill the prevailing gaps and to reach the un-reached, a mass awareness as
well as participative approach is needed. In this regard, the following areas
need immediate attention.

*  [asy access & availability of aids & appliances.

*  Medical/ surgical inputs need to be emphasized more to reduce and prevent
disability.

*  Measures to be taken for disability prevention with trauma management.

»  Disability due to violence, terrorism and disasters need to be taken care of
at an early stage.

»  (Care and measures of geriatric population.

*  Vulnerable groups like chronically poor, girl child, women and street children
with disability deserve special attention.

»  Convergence of services with multidisciplinary approach is needed.

Conclusion

Disability is a part of dynamic human life process which can be prevented
in about half of the cases and reduced significantly by taking appropriate and
timely measures. How much we can reduce disability and are able to bring the
disabled persons into main stream to use their potential is in fact a question of
attitude, prioritization and investment in the sector. Disability management is a
multisectoral and multidisciplinary subject, which involves many role players.
Therefore, it is proposed that all the major role plavers i.e, Government, NGOs
and the Community should all work together for a common goal. With the
adoption of the sustainable strategy and suggestions given in this chapter, the
impact and incidence of locomotor disability can be reduced and the society can
move towards an inclusive, barrier-free, and right-based society for the persons
with disabilities.
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Chapter 1 1

Evolving Sustainable Strategies for
Disability Management :
Visual Disability

S R Shukla
A K Mittal

This chapter briefly overviews the characteristic features of the development of
vehabilitation seyvices for the visually disabled, in the country, the present status and
future challenges and prierities. Some of the specific approaches and procedures, which
could be of an enduring and ongoing nature, and nlso contribute towards the achievement
of our goals for sustainable vehabilitation of the visually impaired children and adults, are
alse dwelt upon such strategies include, the authors feel, attitudinal change, strengthening
voluntarization, enrly intervention, integratedfinclusive education and in some cases
vesidential schools, production and distribufion of material, research application and
community based rehabilitation.

Introduction

The phenomenon of blindness has been with us in the country almost from
the time of the dawn of our civilization. [n India blind persons have been reported
to be the composers of a number of Shlokas (Richas) included in the Rig Veda
during the Vedic times. 5Such blind persons were designated as ‘Rishis’ or
‘Manishis’. During the Mahabharata era, we have the instance of the blind king,
Dhritrashtra. It is also recorded that when Emperor Ashoka embraced Buddhism
after the Kalinga war, he began to provide homes for the disabled and there is
reason to believe that the blind persons were included among those who were
provided food, clothing and shelter. It is, thus, clear that in ancient times India
respected and utilized the talents of the blind persons, unlike other civilizations.

The situation apparently worsened for the disabled persons during medieval
times. Yet, even in those years, works of the poet Surdas have entitled him fo an
immortal place in Indian literature and culture comparable to that of Homer in
the West. With the growth of the Renaissance phase in India, the plight of the
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blind and other disabled persons once again attracted attention. The first school
for the deaf and that for the blind came into existence in India around 1883 and
1887 respectively; the process of development has since then gone through several
remarkable stages and phases.

Magnitude

The prevalence and incidence of blindness has varied from time to time
depending upon the pattern of diseases that have affected a given society. To
illustrate, in earlier times, with poor nutritional and infant care, the incidence of
child-blindness was higher resulting in the problem of Xerophthalmia. However,
with increased/improved medical facilities, the incidence of child-blindness due
to Xerophthalmia or other severe forms of Corneal Opacity have shown a welcome
downward trend.

Persans with disability were enumerated at Decennial Census until 1931.
The 1931 Census estimated the number of blind persons to be 2, 30,000 in
undivided India. No information is available in the concerned Census Document
regarding the specific definition adopted for the enumeration, though it is believed
that totally or nearly totally blind persons were enumerated. The famous ‘Report
on Blindness’ {1944} submitted by a Joint Committee constituted in 1942 by the
Central Advisory Boards of Education and Health estimated the number of blind
persons in undivided India as about 2 million — about .5% of the total population.
The Report suggested the following definition: “A person is blind if he cannot
count the fingers of an outstretched hand at a yard’s distance”.

A longitudinal study was undertaken by the Indian Council for Medical
Research during 1971-74. Their definition included: Total absence of sight; Visual
acuity of 20/200 or less (Snellen) in the better eye with correcting lenses; and field
of vision subtending an angle of 20 degrees or worse. The study estimated that
India had about 9 million blind persons i.e. about 1.4% of the total population.

In 1881, the Census authorities took up the enumeration of totally blind
persons and came out with an estimate of only half a million blind persons. The
National Sample Survey Organization (NS50} of India has undertaken the task of
estimating the number of blind persons through its 36", 47" and 58" rounds. The
tollowing graphic presentations bring forth an interesting comparison of
prevalence and incidence rates of blindness as shown by the three Rounds of
National Sample Survey Organization:
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There has been a significant drop in the projected number of blind persons
as per the 1991 and 2002 figures from 414 blind persons in a population of 100,000
persons and the latter 269 only, representing a decline of about 35 percent. The
prevalence rates of blind persons residing in rural and urban areas have been
estimated to have come down by about 43.6 percent and 35.77 percent respectively
during the period. 2002 estimates assert that over 71 percent of the visually
disabled population were blind and the remaining had low vision within the
parameters of the definition adopted for the purpose. This is at sharp variance
with the oft-quoted statement that “there are four persons with residual vision in
a group of every five visually disabled persons.” Blindness continues, primarily,
to be an old age problem; about 1-2 percent were visually disabled by birth.

Some other studies also merit mention here. (i) A study concluded in 1989
by National Programme for Prevention of Blindness in conjunction with WHO
estimates the number of blind people to be about 11.92 million — 1.49% of the total
population. (ii) A Project which made a door-to-door survey of disabled children
in the whole of Block was the Project Integrated Education for the Disabled (PIED)
supported by UNICEF through NCERT from 1987-1993. The Project was
implemented in the whole of one representative Block in each of the 10 States.
Qut of the 5306 children with disabilities identified in the 10 Blocks, 775 were
children with visual impairment. (iii) The WHO-PBD Data Bank (1997) estimated
that there are 8.9 million blind people India. As per the Global Statistics on
Blindness 1998, India has approximately 10 million blind persons requiring
services. There is, thus, considerable divergence about the total size of the blind
population in India. In this enigmatic situation, planners have no alternative but
to plan services on a pragmatic basis, using the rule-of-thumb approach of
depending on how much demand a given service generates.

Rehabilitation Services for persons with Disability

(i) The Pre-Independence Period

While the first institution for the blind was set up at Amritsar in Punjab, in
1887, the pace of development remained extremely chequered and sluggish during
the subsequent 6 years till independence. There were only 32 institutions for the
blind in India in 1947. There were very limited arrangements for vocational
training or other farms of economic rehabilitation. Traditional crafts like re-caning,
weaving, doormat making etc., formed the subject matter of any kind of vocational
services those days.

The State Governments were either not giving or giving very small financial
assistance to schools for the blind. As a result, these schools had to depend to a
very large extent on voluntary contributions. There existed small State/Local level
organizations of or for the blind only. The main focus was to provide education:
Music was about the only open occupation for the blind as it was generally believed
that most blind people were gifted with musical ability. There was virtual absence
of a commaon Braille Code for Indian languages and no Braille printing facility
and no unit for the production of basic assistive devices. About ten different codes
were being used by schools in different parts of the country.
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(i1} Post Independence Scenario

There has been a continuing and rapid expansion of facilities and services
for the blind during the 57 years after Independence. The Ministry of Education,
Government of India, established in Delhi, a unit for the welfare of the handicapped
in April 1947, just prior to the advent of Independence in accordance with the
recommendation contained in the ‘Report on Blindness’ of 1944,  Ministry of
LEducation offered scholarships to blind students at secondary and college stages.
It took over the St. Dunstan’s Hostel for the War-Blinded in Dehradun, on January
1, 1950 and renamed it as the Training Centre for the Adult Blind, which formed
the nucleus of the present-day National Institute for Visually Handicapped. In
1951, Bharati Braille came to be accepted as the National Code tor the country.
The Central Braille Press and the Workshop for the Manufacture of Braille
Appliances was established in Dehradun during the 1950s. In 1954, the
Government of India established the Central Social Welfare Board, which provided
small grants to certain Institutions and handicapped persons including the blind.

In 1961, the Government of India initiated its Scheme of Assistance to
Voluntary Organizations for the Handicapped followed by Scheme of Assistance
for Integrated Education (1974), Scheme of Assistance to Disabled Persons for
Purchase/Fitting of Aids and Appliances (1981), Special Employment Exchanges
(1954}, Vocational Rehabilitation Centres for the Handicapped (1964), Scheme of
National Awards (1970), the Schemes for the establishment of Composite Regional
Centres and District Disability Rehabilitation Centres (2002) for benefiting the
disabled population including visually disabled persons and finally the Scheme
of National Scholarships (2002).

As against the paltry figure of just 32 institutions for the blind in the country
before independence, the number is now about 350. A number of institutions
working for the blind were assisted by the Ministry of Social Justice &
Cmpowerment.

The number of Braille printing presses has been going up steadily in the
country. Many of these printing houses are now producing books in Braille with
the help of very high-speed computerized Braille embossers. Similarly, a number
of voluntary organisations have also come forward along with Manufacturing of
Braille Appliances Workshap in Dehradun to produce basic assistive devices.
Equipment like Perkins Braille Writers are also available in the country at
substantially reduced costs. Education of blind children receives special attention
in the Scheme of Integrated Education as also in Sarva Shiksha Abhiyan (55A). A
large number of NGOs are, today conducting outreach and community-based
rehabilitation services to address the needs of blind and other disabled individuals
at their own doorsteps in rural areas. The National Handicapped Finance
Development Corporation (NHFDC) seeks to promote selt-employment through
concessional finance.

The Government initiatives for promoting employment of the disabled
including the blind have also been making some useful headway. There are, today,
23 Special Employment Exchanges, 55 Special Cells in Regular Employment
Exchanges and 17 Vocational Rehabilitation Centres for the Handicapped. The
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identified lists of posts have been revised in 2001 to include a large number of
jobs suitable for the visually impaired. Research has also been undertaken to open
up vistas of opportunities for the blind in small-scale income-generating activities.
The Regional Centre of NIVH, through a systematic research study, has identified
106 such activities for blind and low vision persons in the four Southern States
and UT of Pondicherry.

Progress has also been witnessed in the field of vocational training. Today, a
wide range of vocational courses are available for the blind, some striking examples
being courses in light engineering, computer-aided services, stenography,
physictherapy, middle-managerial skills etc. along with a range of conventional
occupations.

Technaological research undertaken in the field ranges from development of
an Optical Character Recognition (OCR) facility and Braille translation softwares
for Indian languages to simple micrometers and other measuring instruments.
India is, today, a leading manufacturer of a wide variety of educational, mobility
and recreational devices for the blind, among developing countries of the world.

Issues of Concern

Despite concerted endeavours being made by the Government and the
voluntary sector for the empowerment of visually impaired, the magnitude of the
remaining task is equally imposing. It is estimated that no more than 20% of our
school-age blind children are receiving education of one kind or the other. This is
despite the fact that the Persons with Disabilities Act stipulates that the appropriate
Governments and the local authorities must “ensure that every child with a
disability has access to free education in an appropriate environment till he attains
the age of 18 years.” The goal of prometion of integration of blind and visually
impaired students in regular schools, leaves a great deal to be desired in many
parts of the country. Research evidence also tends to suggest that blind children
receive very limited training in such basic compensatory skills as Braille, daily
living skills, personal management, mobility etc., in many programmes of
integrated education (Punani, 1997). Very few and sporadic services are, currently
available for early detection and early intervention to help blind children (0-4
years) and their parents/families.

Though progress has taken place in areas of vocational training and
employment, yet, a great deal still needs to be done, especially in view of the
challenges being posed by increasing globalization and automation. There are
also marked regional disparities and imbalances in respect of programme-
implementation and service-delivery for blind children and adults. Two special
groups i.e. the multiply disabled children and vouth with visual disability and
the forsaken geriatric population call for urgent attention. While the National
Trust Act of 1999 does seek to address problems of multiply disabled children to
some extent, there is still a yawning gap between programmes and implementation,
with particular reference to the multiply handicapped child with visual
impairment,
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There is lack of coordination in activities carried out by different NGOs. We
come across a number of instances of avoidable overlap and duplication. Suitable
social audit can help to provide better quality services both by the NGOs and
Government erganizations. Many scheals and vocational training centres still
have untrained/ under-trained teachers and instructors resulting in the general
lack of professionalism and management standards in those institutions.

Lack of resources with the NGO sector that results in low salaries paid to the
staff limits motivation and causes frequent migration of faculty members which
is a cause for concern. There is also the pressing problem of shortage of reading
material and assistive devices as well as trained staff for educational and vocational
programmes for blind children and youth. The multiplicity of languages,
divergence in textbooks prescribed in States and frequent changes in these books,
further complicate the task of expeditious provision of reading material in Braille.
While every effort is made by the NIVH to produce an increasing number of the
required basic assistive devices, there is an inevitable gap between demand and
supply.

The curriculum followed in most schools and training centres continues to
be mundane providing little scope for full flowering of the individual’s personality.
Limited opportunities are provided to blind children and vouth for effective and
boisterous physical exercises and out-deor sports. Many of our schools and centres
are not yet successful in integrating their students/ trainees in mainstream activities
and inferaction in society. The highly institutionalized character of many
organisations tends to give rise to maladjusted behavior resulting in either overt
aggression or complete withdrawal or introversion among beneficiaries.

11.5 Sustainable Strategy

The challenges, as discussed in previcus paragraphs call for continuing
imaginative approaches based on meaningful and workable strategies. Qur efforts
have to be directed at consclidating the gains already achieved through suitable
quality-upgradation and adding new dimensions, wherever required. The
following paragraphs seek o address some urgent issues and priorities and also
suggest a few practical corrective measures.

Attitudinal Change

The world in which the blind man finds himself creates the tragedy for him
and in him. Here, Chevigny the author of these words, is giving vent to the feelings
not only of his fellow blind peers, but also of many wise, understanding and
reality-loving sighted friends. Most of the problems and obstacles confronting
the blind children and adults coutld be overcome, if we are able to bring about a
paradigm shift in attitudes of parents, siblings, neighbours and the commumity at
large to visual disability. Blindness has, through the ages, given rise to a number
of myths, misconceptions and prejudices, which tend to alienate and segregate
those faced with the disability.
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A vigorous campaign of attitude-modification needs, therefore, to be
mounted. Llectronic media have to be closely involved in all such endeavors. We
need to develop video materials which contain profiles of successful blind persons
functioning in a wide variety of settings giving a realistic portrayal of successful
visually impaired persons representing a cross-section of population. NIVH is
engaged in producing two such films and several video spots concentrating on
the capabilities of blind persons and disability-prevention. The spots would focus
on various aspects of rehabilitation and disability-reduction. A documentary film
‘Andhere Se Prakash Ki Ore’ produced by Door Darshan Kendra Delhi on NIVH
programmes and activities was awarded Gandhian Philosophy and Public Service
Broadcasting Award for 2003.

Films Divisions in different States as well as different audio-visual publicity
channels in the Union Ministry of Information and Broadcasting may be persuaded
to take up such work. Incentives may be offered to prominent producers of short
films/documentaries for conveying the desired messages. Short modules may be
prepared in collaboration with leading NGOs about education and rehabilitation
possibilities that can be broadcast. What is essential is that andiences in rural
areas, urban slums and remote places are addressed through suitable capsules in
their languages. There could, perhaps, also be a annual National Award for the
most outstanding documentary.

Closely related to the need for community sensitization is the pressing
requirement of disseminating information about existing Government 5chemes,
benefits and concessions for the blind and other disabled groups to every nook
and corner of the country. A Research Study (2002) recently concluded by NIVH
in the four Southern States brings out the disconcerting fact that the number of
respondents who were aware of the concessions provided by the Government of
India was 48.23% in a sample of 400 persons. The awareness among urban
respondents was higher (57.20%) than rural respondents (39.25%). The situation
regarding the level of awareness of the provisions of the Persons with Disabilities
Act was even more distressing. Among the total respondents, 79% (urban — 34%,
rural — 44%) were not aware of any of the provisions of the Act. Lven among
those who showed awareness (21%), the majority had only moderate information.
To counter this lack of awareness about Government Schemes, we have also to
undertake intensive efforts to sensitize officials at the District levels. Sensitization
programmes could be formulated and conducted from time to time by National
Institutes (NIs) and the Rehabilitation Council of India (RCI) for the benefit of
these officials concerned.

Strengthening Voluntary Action

Majority of programmes and services for the blind continue to be
administered by voluntary organizations. [t is, therefore, imperative that these
organizations are provided the necessary support for undertaking their tasks with
increased efficiency, earnestness and success. These organizations can be
categorized, largely, into two groups; (i) Self-help organizations of the blind taking
up, mainly, lobbying and advecacy activities and (i) other agencies engaged in
the conduct of programmes and services. At both levels, capacity-building support
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is urgently required. Their members and office-bearers could receive training in
leadership and management skills, so that they could not only function as mere
pressure groups but alse help to ensure proper quality control in respect of
programmes throughout the country. For this purpose, these organizations could
also substantially widen their base of membership and provide equitable
representation on their leadership and executive positions to more vulnerable
segments of the blind population - women and those living in rural areas. Suitable
empowerment of blind women could be an essential pre-requisite for support to
these self-help bodies.

At the international and regional levels, great emphasis is now being laid on
ensuring proper development of selt-help associations. In fact, women with
disabilities and self-help organizations constitute two of the seven priority areas
identitied for intensive support during the extended ESCAP Decade of Persons
with Disabilities (2003-2012) as per the related BIWAKO Millennium Framework
for Action Document. Globally support is now far more easily forthcoming than
ever before, for strengthening these associations and empowering women with
visual impairment. A recent example is the Capacity-Building Project undertaken
by the World Blind Union with funding from DANIDA, through the Danish
Association of the Blind. The Project worked for strengthening fledgling
organizations of the blind in six Middle-Last and Central Asian countries. Similar
funding may be mobilized for related organizations in India.

Voluntary organisations engaged in programme-administration and service-
delivery for the blind carry a special responsibility of inducting necessary
professionalism into their functioning. The need for capacity-building for such
organizations is paramount in terms of human resource development and material
resource mobilization. There are certainly, limits to the extent of financial assistance
thev could get from Central and State Governments. Therefore, these organizations
may be helped to take up more progressive methods of fund-raising from the
community. The experiment of running income-generating projects so successfully
implemented in several East Asian countries might be tried out here also to fetch
dependable revenue for the concerned organizations.

[t might also be of help to further develop and elaborate guidelines for
effective management of services by NGOs. Sensitive monitoring and evaluation
by panels of professionals could also contribute towards ensuring improved quality
and standards of services rendered. A regular and continuing system of social
audit could also be introduced on a larger scale. Necessary norms and standards
could be reviewed in regular intervals consultation with NGOs, rehabilitation
professionals and social scientists.

The strategy, here, is to conselidate and reinforce the real base and anchor of
our service-delivery systems, viz., voluntary organizations. A clear delineation
of roles for NGOs and the State would be an essential compoenent of this strategy.
To begin with, the approach could be tried out with selected NGOs on a pilat
basis as a part of a research project to be undertaken by the Government or through
the National Institutes.
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Early Intervention Strategies

Rightly does the BIWAKQ Millennium Framework for Action Document
(2002) abserve: “Infants and young children with disabilities require access to
early intervention services, including early detection and identification ({birth to 4
years old), with support and training to parents and families to facilitate the
maximum development of the full potential of their disabled children.” This is of
vital significance for children with visual impairment and their parents. For,
visual disability gives rise to a severe trauma among the parents, which jeopardizes
positive parent-child relationship. Negative attitudes and mis-conceptions among
parents or care-providers further vitiate the environment for the blind infant.
The strategy required here has to commence from the grass-roots level. There
has to be much greater interaction and interface between workers available in the
villages, families of blind children and rehabilitation specialists/teachers available
in the district. The introduction of nurseries for pre-school children as a part of
the 1CD5 programmes, holds out considerable potential for young blind children
as well. There have already been several attempts to sensitize and orient ICD5
workers towards the special needs of blind infants and the components of parent-
suppart and counseling. A review of such endeavors may be done through the
joint efforts of special school teachers and institutions of training in professional
social work and a standardized capsule could be worked out for more intensive
orientation of 1CDS5 workers and those working in emerging nursery schools.

Health workers available in villages could also similarly be involved with
regard to early detection and identification of visual impairment among infants.
In fact, the Village Panchayat Institutions could also be motivated to play a more
dominant role in effective disability-prevention and management programmes
in rural areas. Thus, our strategy here is to bring about sustained and continuing
coordinated action on the part of the functionaries deployed in rural areas. An
institution/training centre for the blind functioning at the District Headquarters
could function as a nodal and coordinating agency with necessary support from
sacial work professionals and other responsible citizens. The State Departments
of Women and Child-Development and Rural Development could function in
close convergence to produce the required synergy of effort and action. The
recently established District Disability Rehabilitation Centres in about 90 districts
could be a useful resource to help in this direction.

integrated ! Inclusive Education and
Residential Schools - the Complementarity:

The Government has been implementing schemes of integrated education
tfor the handicapped regularly for the last about 30 years. The impact of the Scheme
has, however, not been evenly distributed. It is a matter of growing concern that
the number of children with visual impairment attending regular schools has
been far less in proportion to some other disabilities in many States. Some initial
research as also observation by professionals testifies to the fact that the quality of
services offered to blind children under these programmes also leaves a great
deal to be desired in many States. Indeed, as the Salamanca Statement and
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Framework for Action on Special Needs Education puts it: “Regular schools with
inclusive orientation are the most effective means of combating discriminatory
aftitudes creating welcoming communilies, building an inclusive society and
achieving education for all. Moreover, they provide an effective education to the
majority of children and improve the efficiencv and ultimately the cost-
effectiveness of the entire education system”.

The idea of integration and inclusion sometimes tends to get seized rather
too eagerly, even though the outcome turns out to be mere proximity of blind
children with sighted ones in regular classrooms. This is, by no means, to discard
or undermine the importance of the concept of integration and inclusion for blind
children. What is being submitted, here, is that we cannot follow a one-track
strategy. A Paper entitled ‘Education of the Visually Handicapped — There is
more to it than the Salamanca Statement” prepared by blindness organizations of
Nordic countries states: ‘Grandiose statements about integrated education for
blind and partially sighted children, young people and adults, are not enough.
The basis of true integration is that visually handicapped persons are given the
skills necessary to ensure full participation as opposed to their mere presence in
the regular educational system.’ It is, perhaps, for this reason that Chapter V of
Persons with Disabilities Act lays special stress on promoting ‘the integration of
students with disabilities in the normal schools’ and suggesting ’setting up of
special schools in Government and private sector for those in need of special
education’.

A Joint Policy Statement on the Education of Children and Youth With Visual
Impairment issued by the International Council for Education of People with Visual
Impairment (ICEVI) and the World Blind Union (WBU) contends “Inclusive
education as one of the alternative models of service delivery, on condition that
all necessary steps are taken to first put in place the required number of teachers
trained in the special needs of blind and low vision children and the essential
support systems — necessary equipment, Braille text books, low vision devices —
to guarantee true inclusion.” Integrated/inchusive education requires a great deal
of pre-launch preparation and putting in place the required inputs for making it
really meaningful for children with visual impairment.

Integration/inclusion thus is a must for achieving the goal of ‘Education for
All' children with visual impairment. The special schools, which are available in
many districts, could be used as Resource Centres for providing necessary support
services and blindness-compensating skills for the concerned children to promote
inclusive education. The specific strategy being suggested, here, is that at least
one especially trained teacher of blind children, may be designated the task of
organizing and coordinating action for facilitating meaningful educational
integration for children with visual impairment. This would call for no more
than 600-700 special teachers for the entire country and one teacher would have a
work load of not more than 20-25 children, in view af the fact that the number aof
visually impaired children of the school-age is not very large in the country. To
effect further economy, a retired trained teacher from a school for the blind could
be engaged for the purpose with a suitable honorarium.
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Thus, residential schools and inclusive schoals have to be viewed as
complementing and supplementing each other and not for supplanting or
replacing each other. The strategy indicated here, would not only be sustainable
but could also usher in an era of true integration for all visually impaired children
within the specified time-frame.

Production and Distribution of Material for the Visually Impaired

Section 27 (f) of the Persons with Disabilities Act stipulates ‘providing every
child with disability free of cost special books and equipments needed for his
education.” It is essential as a meaningful strategy endeavor, to go in for
decentralization and devolution with regard to meeting the above goal for blind
children and youth. [t may be worthwhile if the country has Braille printing
presses on the basis of language. Most States already have such an arrangement,
albeit on varying levels of efficiency. These may be suitably upgraded with the
acquisition of fast-printing Braille embossers and that there is no overlap or
duplicity of effort.

As regards production of equipment, NIVH continues to be the largest single
manufacturer. The facility at the Institute is being updated and manufacturing
procedures have been streamlined. Lquipment is also being distributed through
the Institute’s regional outlets at Chennai, Kolkata, Secundrabad, etc. These
distributing units would be further enriched with regular replenishments so that
the user could get the required device nearer to his home/place of work within a
greatly reduced span of time. The strategy may envisage endeavors to meet local
requirements through regional outlets and with the help of language-specitic Braille
printing facilities. Considerable support is, now, available through international
agencies for strengthening and upgrading related production and manufacturing
facilities. The World Blind Union and ICEV] have proposed to work together to
provide easy access to the required technologies to users in developing countries.
This is, indeed, a welcome initiative.

A Research and Technology-Application

Meaningful research and development activity holds the key to effective
educational and vocational rehabilitation and mainstreaming for visually impaired
children and adults. Functional research that addresses the perceived realities
and seek to bring forth practical solutions need to be promoted. Research of a
technological nature may eventually result in large-scale production of the new
devices and not remain confined to prototype-development or laboratory tests
alone. It would be advisable if research activity is directed, largely, to the areas
identified under Section 48 of The Persons with Disabilities Act. Research may be
carried out in areas such as prevention of blindness, early intervention services,
design & development of assistive devices, psycho-educational assessment,
rehabilitation, including CBR and job-identification.

It is also proposed that a suitable compendium of abstracts of research
projects undertaken for the blind during the last ten years in the country might
be prepared by NIVH in collaboration with other related research bodies/
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committees. This would facilitate easy information-dissemination and give
necessary impetus to prospective researchers. We are also to work in close
coordination with Institutes of excellence in the fields of engineering, science and
technology.

Considerable resources could be located through UN agencies like UNLE5CO,
UNICEF and ILO for supporting useful and practical research. Incentives are
also available through various organizations like the World Blind Union, the
Canadian National Institute for the Blind etc., for encouraging innovative work
that might be undertaken in developing countries.

Community-Based Rehabilitation (CBR)

The blindness sector was the first to take the lead in India to provide
rehabilitation services to blind clients at their own doorsteps in rural areas. Thus,
the first such project was undertaken in and around Madurai in Tamil Nadu,
during mid 70%. Since then, a great deal has been said and written about CBR
approaches for the benefit of visually impaired persons. An increasing number
of NGOs have been coming forward to take up CBR activities. However, there
are two important aspects which our attention has to be directed to, here.

CBR tends, at times to be viewed and used as a soft intervention model. As
a result, we encounter, several times, programmes and projects, which seem to
go astray and deviate from the accepted goals and objectives. Therefore, it is now
being increasingly emphasized that CBR activities must be regarded as full-fledged
professional endeavors, which must adhere closely to and address specific needs
and interests of blind clients at different levels. There should also be regular
reviews and evaluation of the effectiveness of the intervention strategies, at periodic
intervals. A case in point is an evaluation undertaken in 2001-02 by the Institute’s
Regional Centre of the CBR Projects implemented by them in 10 block areas in
Tamil Nadu and Andhra Pradesh, serving 1116 blind clients during the period
1990-91 — 1999-2000. The sample consisted of 100 respondent-clients. The
evaluation finding revealed that 90.23% of the clients found the services as being
useful and close relatives (primary caregivers) of 88% of the clients opined that
the clients had moderate to good progress through these projects.

There is considerable divergence of opinion amoeng rehabilitation
professionals and programme-administrators about whether CBR should be based
on a single-disability approach or whether it should address groups of different
disabilities, i.e. ‘cross-disability approach’. It is strongly contended that persons
with sensorv impairment — the blind and the deaf - need highly specialized and
individualized attention and services. Therefore, their legitimate needs and
interests tend to get drowned in interventions intended for varying disabilities.
This does not allow the blind individuals to acquire necessary compensatory skills
or receive intensive individual help for vocational training. On the other hand it
is contended that a single-disability intervention approach is neither feasible nor
economical in a vast country like ours. It is argued that an exorbitantly high
number of field workers with resultant heightened expenditure, would be involved
in following such an approach.
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At the international level however, the World Blind Union and the World
Federation of the Deaf have been forcefully voicing their concern and anxiety
over the depleted attention blind and hearing handicapped persons tend to get
in multi-disability approaches. The Presidents of both these organisations
expressed their complete disenchantment with the cross-disability CBR
methodology at the International Consultation on CBR Review organized by WHO
in Helsinki towards the end of May, 2003. A World Blind Union Position Paper on
Rehabilitation of Blind and Partially Sighted Persons gives a clarion call for
abandoning the cross-disability approach, since according to them, “Experience
shows that people with sensory disabilities such as the visually impaired are very
rarely targeted through such programmes.”

There is a pressing need to find a via media. Perhaps, specific guidelines
could be worked out to ensure that the interests and concerns of visually impaired
are adequately and comprehensively addressed even while following a cross-
disability approach. Perhaps, certain standards and benchmarks relating to the
expected outcomes of such interventions for the benefit of such clients, could be
clearly worked out ahead of the launch of a project based on the cross-disability
approach. The funding agencies may also take due cognizance of these norms
while assessing projects for extension of support from vear to year.

CBR interventions may provide due support to the usually marginalized
groups of clients in rural areas/urban shims — the elderly and girls/women with
visual impairment. Women constitute over 34% of the projected blind population
in the country as per the figures of the 58" Round of N550. About 68-72% are
reported to have acquired visual disability at the age of 60 years and above, as per
the figures of this survey. Obviously, no intervention strategy could afford to
leave out such a large segment of a given population. The needs of medical care,
recreation and social communication must be addressed through our interventions
with particular reference to the geriatric group. In fact, the performance of the
field staff may be assessed primarily on the extent to which they have been able to
address issues concerning these two groups.

Finally, our interventions in this sector need to shift more and more from
being ‘community-based” to ‘community-participatory.” Ownership of the project
by the community has to be an essential outcome of each intervention and that
could be possible only when community resources are involved from the very
beginning in planning and executing various services for the identified clients.
In the absence of such a participatory approach, our programmes only tend to
shift the focus to whatever the field staff can or cannot do, resulting in the
ownership being passed on more and more to the implementing organization
rather than the concerned village community.

Conclusion

We, thus, find that convergence of resources, close coordination, suitable
follow-up, monitoring and evaluation as well as greatly increased emphasis on
attitude-modification, acquisition of compensatory skills and meaningful inclusive
education and CBR interventions form the major plank of our sustainable
strategies. The Government, the community, blind persons themselves and their
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organizations as also international agencies have all to plav their respective roles
and play them well.

The World Blind Union at their General Assemblies held in Toronto (1996)
and in Melbourne (2000} had the challenging theme of ‘changing what it means
to be blind’ for their deliberations. In our case, this refers to wide ranging changes
in the socio-economic conditions of the blind population — from seclusion to
mainstreaming, from deprivation to development, from neglect to opportunity.
Our foregoing discussion of the strategies for disability-reduction/rehabilitation
could make vital contributions in this direction.
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Chapter 1 2

Evolving Sustainable Strategies for
Disability Management :
Hearing Disability

R Rangasayee

This chapter deals with the problems of persons with hearing handicapped, yiving a
whole life perspective. The issues nddressed includes all age groups with pre-lingual or
acquired hearing impairment. Atfempt has been made to seek solutions within the systemns
that exist in the country with a futuristic appreach. The author has given, wherever
gfforts have been initiated to circumuvent the econontic problems with suitable human efforts.

Introduction

The visuo - spatial human race continues to rely on the sense of hearing or
audition for its survival. Therefore, loss of hearing leads to a devastating effect,
no matter when it affects a person. The impact is prononnced when a person is
unable to hear from birth or early childhood. The seven ages at which deafness is
known to affect or emerge are prenatal (genetic or viral), birth (complicated
delivery, Rh-ve) early childhood (diseases like Typhoid), puberty (closclerosis-
genetic), 20s(industrial deafness), 40s (systemic diseases), and 60s (aging or
presbycusis).

Type, degree, and age of onset of hearing loss are primary factors that
determine the extent of its impact on the person affected. However, where
equitable services are not accessible, secondary factors such as gender, rural -
urban divide, quality of service, use of suitable technology, transport, knowledge
of service facilities and their outcomes tend to alter the life of a person with hearing
handicap, Therefore, sustainable strategies should address both primary as well
as secondary factors that contribute to the actual imnpact of hearing handicap on
one’s life.

Operational Needs

The operational needs for sustainable disability rehabilitation and prevention
of hearing handicapped are as follows:
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iy Creating awareness to empower the household with the knowledge of
hearing, hearing loss, its intervention, and proactive attitude as need of the
hour.

il}  Early Identification, referrals and diagnosis

iiiy Early Intervention

iv) Provision of suitable aids and/or appliances such as hearing aid, earmoulds,
group hearing aid, solar charger, etc.

v} Education

vi} Employment

vii) Social Practices

viii) Prevention

Creating Awareness

Creating awareness is the larger responsibility of the media and that of certain
infrastructure that exist in schemes like ICDS in Ministry of WCD, and I[EC in the
Ministry of Health and Family Weltare. The key message that ought to reach is
importance of early detection, early intervention and deafness prevention
measures such as immunizing against rubella, avoiding exposure to excessive
noise, etc. The Cable TV has reached 50% and 16% penetration in urban and
rural households respectively . This needs to be fully utilized for the advantage of
the disability sector. The IEC of health department is becoming increasingly
sensitive to disability issues, thanks to the District Collectors heading the District
Management Team (DMT) of District Disability Rehabilitation Centre (DDRCs),
a Scheme of Ministry of Social Justice & Empowerment, Government of India.

Early identification, referrals and diagnosis

Early identification, referrals and diagnosis have to be essentially linked to
ICDS, PHCs and DDRCs . The 72 days of job training course of Anganwadi
workers devotes two days towards identification and referral of children with
disabilities. However, the Scheme should introduce a monitoring format and
also ensure that inclusion of children and women with disabilities get reflected in
all its activities.

The diagnostic facilities are available almost in 70 percent of the 578 districts
in India for persons with hearing impairment 6 years of age and above. It is not
true for diagnosing hearing loss in children below 6 years of age, particularly
below 3 years age group who would find it difficult to participate in behavioural
hearing testing procedures. The children below & years of age and those above 6
vears but have severe motor or communication handicap will need sophisticated
gadgets such as Auditory Brainstem Response (ABR) audiometer, Oto Acoustic
Emission (OAE), Immittance Audiometer, etc. These instruments are essentially
required as screening tool, as well as diagnostic tool, particularly to test difficult
children and adults. This range of instruments cost about rupees 20 lakhs.
Indigenous market is yet venture into design, development and marketing of these
products. However, the Recorders & Medicare Systems, Chandigarh has produced
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ABR audiometer at almost half the cost of such products made in developed
economies. Design and development initiatives with an eye on global market has
to be seen as a thrust area not only to meet the emerging needs but also to catch
up with developments elsewhere.

It is pertinent that screening techniques with high probability index such as
high risk register behavioural testing methods etc., need to be used and
popularized extensively through the DDRCs, Medical College Hospitals, CRCs
and National Institutes.

The World Health Organization has gone a step ahead in suggesting genetic
screening of new born babies as routine check up . Certain mutations such as
Connexin 26 or Myosin 15 are so commonly prevalent accounting to about 30% of
congenital genetic deafness . This gene mapping procedure, though is in emerging
stage in most of the countries, India has both ‘know how” and ‘do how”, thanks to
the project funded by DBT, New Delhi which is being jointly implemented by
INCASR, Bangalore, AYJNIHH, Mumbai , ENT Dept of Maulana Azad Medical
College, New Delhi and PGIBMS, Chennai. The project to create an atlas of genetic
deafness in India will ultimately lead to genetic diagnosis and counseling services
in the near future. The AYJNIHH , Mumbai has a Task Force on Genetics of
Deafness to augment development in this area.

The process of early intervention always faced hitches essentially linked to
lack of awareness, and shortage of facilities for early identification, and diagnosis.
Research has shown that early intervention leads to renetworking of the auditory
pathway in congenital deafness. This is a key result area. The National Workshop
on Early Intervention conducted by AYJNIHH in 2002 revealed that 30 to 90 per
cent of children enrolled in 8 different programs that were reviewed , went to
mainstream education in a peried of 3 years. The AYJNIHH and Bala Vidyalaya
Schoal for Very Young Children with Hearing lmpairment, Chennai. have jointly
launched a Scheme to promote early intervention of children with HI below the
age of 2 years. It is being implemented through 5 AYJNIHH's centres, NISH,
Trivandrum and Bala Vidyalaya, Chennai. Special Educators and audiologists
are being given one month training to work with HI children below 2 years of
age.

Bala Vidvalaya , Chennai is well known far its success in inclusive education
leading to higher education and high end jobs for over 3 decades and is being
managed by a group of parents of children with hearing impairment. Based on
this successful experience using the locally available technology, invelving parents
intensively, this human resource based approach is as effective as high tech high
cost measures being followed elsewhere. More information about the Institution
is available on the website balavidyalaya.com. The project at AY]JNIHH on early
Identification and Intervention has produced audio visual and printed material
for use by professionals and parents which are available at nominal price.

Provision of suitable Aids and Appliances

It the context of aids and appliances, the country is totally dependent on
analog pocket model body worn hearing aids to meet the needs of economically
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weaker sections of the society. However, the market offers widest choice of hearing
aids that are otherwise available in developed economies. Those who can afford,
avail these products from open market cost which ranges from Rs.3000/-to as
high as Rs.80,000/- per hearing aid. Miniaturization and improved signal to noise
ratio coupled with reduced distortion through the use of digital technology
substantiate the price hike.

The country has to move towards providing digital technology based hearing
aids under its scheme of Assistance to Disabled Persons (ADIP). The technologists
have to work to bring down the cost. While there are 3.8 million persons with
hearing impairment (NSSO 2002) in India, of whom at least 1/3 (1.3 million) are
below poverty ling, the hearing aids being distributed/sold in Indian market does
not cross 1.25 lakh per year. Even provision to supply of BTE (analog) hearing
aids is kept in abeyance as the cost of BTE is 3-3 times greater than that’s of cost of
pocket model hearing aids that are currently being distributed free of cost under
ADIP Scheme of GOI

The leading manutacture such as Alps, LElkon, Novax and Arphi and a couple
of others assemble Behind the Ear, In the Ear, In the Canal aids and are marketing
them under their banner. Further, with the liberalization of import policies of
India, the whole world market has been thrown open to Indian consumers. Asa
result, in the last couple of years, several hearing aids of international brand
including the digital CIC hearing aids are available. Thus, over 20 brands of
hearing aids with their several hundred models are in the market today. However,
it is worth noting that they are available only to the urban elite and not for the
majority of the population living in villages in the country.

In this context, the initiatives of C-DAC and DIT Trivandrum in the
development of digital programmable hearing aid at affordable socially equitable
price needs to be commended and encouraged. 15:10776 (1984) of Bureau of Indian
Standards (BIS) for hearing aids is under review for up gradation, and expansion
of list of items related to Hearing Instruments is also under consideration. BIS
norms for items such as Induction Loop System, Group Hearing Aids, Solar
Charger for charging AA Cells tor use in Body Level Hearing Aids, Standards for
hearing aid cords, will have to be worked out. The work is under progress.

Sustainable developments, repair, and maintenance of hearing instruments
can happen if following measures can be dovetailed in the existing service/HRD
Systems.

a) Engineering subjects should focus on Rehab engineering. Each branch of
engineering has its role and relevance that need to be incorporated in the
curriculum.

b} The radio mechanics and their training pregrammes should alse include
care and maintenance of hearing aids.

¢)  The Community Politechniques of MHRD can incorporate this in suitable
madule(s).

d)  The large bodies of 5 & T development in the country such as CS5IR & DST
should give preferential funding to technology projects that address the needs
of persons with hearing impairment and other disabilities, so that Virtual
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Reality Technology within the reach of common Indian can be augmented.
The 5 & T Mission Mode of M5J&L is doing a commendable job in this
direction.

Production of ear mould to meet the need of the user is a greater challenge.
Because, it is custom made. The hard acrvlic heat cure earmould costs Rs.67 and
takes two days to make . However, if you have light curing technique is used it
costs Rs. 108/ approximately (all costs excluding labour charges) and can be
delivered in 2 hours , if needed. The thermosoft mold costs approx. Rs.160/- and
the proper instant mold costs Rs.340/- (approximately). It has been found econemic
to procure the soft mald /impression (non Shrinkable) material from the open
market and than to venture into indigenous research and development in this
area. However, concepts like central ear mould lab, use of ultrasound imaging
techniques to scan the ear canal to enable automatic production of large scale
customized earmolds need to be explored in Indian context on priority basis.

AYJNIHH has been giving training to professionals and technicians to make
ear molds. AIISH, Mysore is offering one year course. The AY]NIHH, Mumbai
will also be offering TOT in ear mold making so that more centres in the country
can disseminate skills of making quality earmald taking suitable assistance under
ADIP scheme/DDUS for District Rehab of MSJL.

Education

In the context of educating the hearing impaired, the issues that need
consideration are:

Early Detection and Intervention

As estimated by ICMR (1985), one in every thousand babies are born deaf. It
is also estimated that over 25000 children with hearing impairment are born every
year across the expanse of 3.28 million sq. kilometers of India. In order to bring
them at par with other children of their age for formal schooling, it is very essential
to‘catch them yvoung’ . 0 to 5 years is said to be the critical age for all developments
especially for language skills when the brain is neurologically ready for the
language acquisition, (Lenneberg, 1967), Hence early detection, coupled with
quality inlervention, is essential. Ignorance, lack of awareness, suitable
amplification devices, and availability of appropriate intervention programmes
are some of the critical issues that needs to be addressed. Screening the high risk
babies, and check list for parents of young babies for auditory behaviour are some
of the selutions which can be easily taken up for early detection.

Mass media can be extensively used for awareness about early detection
and intervention so also for late entrants for enrellment in educational
programmes. Maintenance rather than procurement of hearing aids, sometimes
becomes a critical issue for parents. Training the available staff at village level
such as ICDS and Primary Health Centres for the maintenance and counseling
parents for its care, especially during feeding, playing etc., can ensure that the
child is not devoid of amplification. Most of the intervention programmes are
available only in the urban areas and professionals are hesitant to set up centres
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in rural areas. Enrolling the local manpower for training programmes, conducting
correspondence and contact programmes in regional languages, fraining
Anganwadi workers and regular school teachers are some of steps to ensure
interventional services in the rural areas.

While focusing our attention on early intervention, the late intervened and
late entrants cannot be over looked. Late intervention is also an equally important
educational issue. The point that needs to be emphasized to parents is ‘better late
than never’. Absence of age appropriate curriculum to suit the specific needs of
late intervened children are the difficulties encountered by the teachers instructing
them which needs to be addressed.

Modes and methods of communication

Degree and nature of hearing loss affects the acquisition and production of
spoken language, hence many children with severe and profound hearing
impairment, may primarily use manual mode of communication. However, with
the advent of sophisticated digital, programmable haring aids and more recently
the cochlear implants, some children with hearing impairment are hlessed with
good acoustic inputs. This results in better chances of development in use of oral
mode of communication. The battle of modes and methods of communication
though not very strong in India, as compared to the western countries, still needs
to be addressed. A study conducted by Fais (2002} on 30 children studying in
‘oral aural’ and 30 children studying in other methods of communication’ brought
cut the fact that consistency in the use of methods of communication is very
important for acquisition of desirable language levels and provides fruitful results.

This issue alsc has another dimension because children from different
backgrounds of methods of communication are being included in regular school
system. Children who are intervened using ‘oral method’ of communication may
not encounter much difficulty when “integrated or included” in the regular school,
however for children using “total communication” or ‘manual method’, interpreter
services may have to be provided in the regular school system.

Teacher child ratio

Children with lesser amount of residual hearing and those not benefiting
much with hearing aids, learn and acquire language mostly though vision, They
speech-read (lip-read) their teachers and hence need to be seated closer to their
teachers. This proximity to the teachers is also essential for other group of children
with hearing impairment considering the fact that intensity of sound decreases
with increase in the distance. Secondly, linguistic barriers severely affect the
concept and skill development. Hence teachers need to pay extra attention and
devote extra time to these children. Teacher-child ratio either in segregated special
schaols or inclusive regular schoals is thus an impaortant concern taking into
account the size of population in schools. Services of the resource teachers, assistant
teachers, craft teachers, social workers who have comparatively lesser instructional
hours could be utilized and children could be grouped for instructions.
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Literacy issues

Reading which encompasses understanding the printed matter is a linguistic
activity. Needless to say, limitations of language creates problems of reading
comprehension, which may lead to inadequacy in the written expression. As
stated by Wray and Robertson (2003}, “being unable to hear can be an unpleasant
hindrance but being unable to read and write in a world where literacy provides
entrance into virtually every adult activity is bound to be devastating”.

Literacy problems of children with hearing impairment are thus an important
educational issue calling attention. The textbooks, which are an important source
of information for enhancing knowledge and fostering reading habits, needs to
be seriously paid attention to. Some children with hearing impairment may not
be able to make sense of the regular text series followed in schools because
textbooks are written for normal hearing children.

A study conducted by Gathoo, More and Wadekar (2004) brings out the fact
that an adapted textbook using various strategies of adaptation such as language,
presentation, illustration, tabulation, bullet forms and day to day examples, help
the children in better understanding of the content and fosters self study. It needs
to be mentioned here that all children with hearing impairment, may not require
adapted version of textbooks, so a choice as given in the western countries may
be given to the children in our country for selection of textbooks for instructions
in schools.

Language exemption

Taking cognizance of the problems encountered by the children with hearing
impairment for the acquisition of one language itself, the Persons With Disability
Act (1995) has rightly given educational provision of exemption of second and
third language from the curriculum of these children. This is both a blessing and
a curse. A blessing because the children are saved from a difficult ordeal of
accomplishing the task of learning a second language but it is a curse because
most of teachers and parents opt for native vernacular language which they find
it easier for their children. This results in exemption from learning English by
almost 80% to 90% of children in our country leading to difficulty in higher
education and in finding jobs in later vears.

Also, keeping the child devoid of English language puts restrictions when it
comes to the use of technology. Information Communication and Technology
(ICT) which may, in fact bring the world closer to the child with the click of a
mouse, remains a dream for the children with hearing impairment. Linguistic
insufficiency creates barriers of accessibility to the available drill and practice
training for the special children with hearing impairment. Lmerging web resources
in local languages may address this issue, but exposure to English (with exemption
of exams} may still be considered for children with hearing impairment for the
primary school.
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Avenues for higher education

Most of the special schools for children with hearing impairment in India
are being recognised to impart education till 4th grade level only. A few selected
special schools, approximately 175 offer education till the secondary level, and a
still very few approximately 30 offer higher secondary education. There is only 1
special college imparting higher education to the hearing impaired. A strong
toundation of the primary school resulting into integrated education in the regular
school and achieving higher education is a desirable state. It is estimated that
less than ().1% of school children with hearing impairment enroll and attend college
education. The reasons cited are difficulty in following instructions in regular
classrooms of colleges and to cope with the pace of learning,

The non-formal system of education is a viable solution. Study material to
suit the needs of special children, flexibility in the choice of subjects, so also
accumulation of credits can help children with disabilities to learn at their own
pace and sometimes earn and learn together. The formal higher education system
also needs to be disabled friendly. Orientation course for faculty and staff may
create a disabled friendly atmosphere in colleges and facilitate higher education.

Manpower development

Insufficiency of manpawer is an important issue reflected in the proceedings
of the National Workshop ot Rehabilitation Scientist(2003). It is estimated by RCI
that a total of 15000 teachers of hearing impaired in the 9th plan and 30000 teachers
in the 10th plan would be trained. However, this would be sufficient to teach
only 20% children with hearing impairment. apart from these, a rural urban
imbalance, so also state wise disparities are the key issues in the manpower
required for the education of the children with hearing impairment. Educational
rehabilitation also requires a team approach of professionals, which includes
special educators, audiologists, speech therapist and social workers. Due to
saturation of jobs in urban areas and contract job system, the field of special
education of hearing impaired fails to attract talented professionals for teaching
children with hearing impairment. These issues could be addressed by creating
awareness about the professional course, holding entrance exams, giving incentives
to the teachers working in the special field so also creating avenues for higher
education for the teachers.

Assessment in Education

In the education of the children with hearing impairment, the objectives
and the activities to achieve them are two fold t.e., Language-based and knowledge-
based. The evaluation (summative or formative) also therefore, has to be two
fold. Routine schools examinations mostly carry the load of assessment of
knowledge. Uniformity in strategies and the formatting needs to be brought about
immaterial of type of schooling, (residential v/s day) method of communication
(from only oral to only manual) or amount of specialized input (from fully
segregated to fully inclusive)
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Language-based assessment has been an extremely neglected area and has
much scope for improvement. some of the areas where eftorts could concentrate
are: consolidating and streamlining informal language assessment strategies in
special as well as regular schools, deve]opment/’adaptation of standardized
language assessment test tools, establishing state wise boards for language
examinations, training of the teachers and involving parents and families towards
the goal of functional assessment of the students and the environment in which it

is placed, Huddar (2004).

Research and documentation

Phenomenal amount of work and experimentation is happening within the
teaching community. Documenting the innovations and findings, so also
undertaking research activities need to be encouraged amongst the teachers. Many
teacher-training programmes did not have the input to the teacher trainees about
research and documentation. Hence orientation for research and refresher courses
would being out fruitful researches and documentation, which would help fellow
professional to reduplicate the success of others and find solutions to their failures.

Networking among the professionals

Networking brings the world closer. Networking amongst the professional
brings betterment of educational practices for children with hearing impairment.
It would help professionals to reach and teach better. Dissemination of information
through networking would ensure that they are adding to the combined process
of learning. Hence , it needs to be facilitated. Conferences, conventions and the
organisations of teachers could offer such networking. These need to be promoted
and supported in the larger interest of education of children with hearing
impairment.

Suggestions for Action Plan

The suggestion for Action Plan for ensuring education of hearing impaired
are as [ollows:

. ‘Catch them young’, and provide quality intervention
*  ‘Better late than never’, with support of restructured curricula

*  Agsistance from mass media and linkages with grass root level bodies and
professionals.

*  Working towards the desired balance between need based variations and
consistency in educational practices (including methods of communication),
rather than involving in battles of methods.

*  Availability of interpreter services, resource teachers in regular school

. Seating arrangements, grouping for instructions and optimum utilisation of
available manpower to counter the increasing teacher-child ratio.

*  Availability of adapted textbooks for those who struggle to develop literacy
skills through regular text books
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. Introduction of English to facilitate access to the use of technology
*  Creation of avenues for higher education

¢« Creation of language evaluation board to systemize and consolidating
informal language assessment strategies and adaption/development of
standardized language assessment tools

. Entrance examinations for professional teacher-education course and
incentives to teachers to pursue higher education

*»  Encourage research, documentation and networking amongst professionals.

Employment

Population of the Hearing Impaired in the Employment age group 2.04 million
as per the Annual Report of Ministry of Social Justice & Empowerment, 1999-
2000,  Total number of persons with disabilities employed through Employment
Exchanges is only 102845 which is about 0.54% only.

Out of 102845 placement :

No. of Hearing Handicapped employed 12191 (11.55%)
Ne. of Orthopaedically Handicapped emploved 79139 (76.94%)
No. of Visually Handicapped employed 9617 (9.35%)
No. of Leprosy Cured persons employed 987 (0.95%)
Ne. of Mild Mentally Retarded persons employed 911 (0.85%)

Source: Annual Report 1999-2000, Ministry of Secinl Justice & Empowerinent, Govt,
of India,

Factors influencing employment of the hearing impaired

. Staggering population and unemployment.

*  Location of places of employment

. Lack of educational facilities

. Lack of tools for vocational assessment

*  Non-existence of technical colleges.

. Lack of mainstream vocational training opportunities.
*  Non-viable trades for training,

*  Lack of instructors trained in the use of sign language.

. Apprehension on the part of the employers with reference to Communication
skills

*  Safety hazards
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Types of Employment

»  Employment opportunities through open competitions.

. Employment in govermment sector through reservation

*  [mployment opportunities through special d rives against identitied posts.
»  Employment exchange guided employment

. Employment through other Govt. agencies like V.R.C.s, DDRC.

»  Employment through placement services.

. Employment through poverty alleviation schemes of the Government.

e  [mployment through special industries for the disabled.

»  Employment in Training-cum-production centres.

. Family supported employment.

e Self-employment
Jobs for Deaf on Web: An unique initiative

The website “jobsfordeaf.com” is launched by AYJNIHH. The prime ohjective
of the site is to enable the hearing impaired to get registered for employment and
employers to notify their vacancies through this site. This site will be administered
by AYJNTHH. The site also provides opportunity for the professionals intend to
work for the hearing impaired.

Salient features of the website:

. Facility to create and upload resume for the job seekers.
»  [Facility to notify jobs / vacancies by the employers.
. Facility to search jobs.

*  Assistance and guidance for the jobseekers and employers regarding
employment and vocational training for the hearing impaired.

. Facility to chat-discussion forum.
¢ Link to related website.viz.ayjnihh.org.
*  News desk. The latest event related to the hearing impaired.

. You ,are welcome to visit this site and get back to us with vour suggestions
and comments. Your suggestions will take us a long way in providing
meaningtul rehabilitation services to the Hearing Impaired.

Suggestions for promoting employment

i. Creation of awareness on “Abilities” of the Persons with Disability through
Print and Llectronic media. Media & Communication Deptt. can play an
effective role in it.
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ii.

iil.

iv.

vi.

vii.

vitt.

ix.

xii.

R Rangasayee

Barrier-free environment for the Persons with Disability should be made
pre-requisite for educational and training institutes. Deptt. of Lducation &
Training, Rural Development Deptt., Urban Development Deptt. and Public
Works Deptt.are required to take lead role in the matter.

The range of Vocational training be widened and linked to requirement of
the employment market. Most of the Vocational Training Centres are stuck
with the obsolete trades. It is necessary to introduce new/modern trades
having high employment prospects. While doing so, the industries should
be consulted in conducting the market research and developing the course
curriculum. The vocational training courses should also be aimed at widening
selt-employment prospects. In this case, Directorate of Technical Lducation,
Directorale of Employment & Training, Corporate Sectors and Ministry of
Labour and Industries need to work in close collaboration.

AICTE , NCVT and SCVT should develop suitable course curriculum for
technical training for the Persons with Disabilities.. National [nstitutes may
provide technical in put in developing such programmes.

State Govt. should encourage the NGOs to start vocational training
programmes for the Persons with Disabilities. Necessary support in terms
of Workshop shed, Llectricity, Water be provided on priority for such projects.

The Technical Education Department should have a special cell to moniior
and guide the technical training activities for the Persons with Disabilities
conducted by the NGOs.

The Community Polytechnic should be popularized. All Gowvt. LLT.Ls should
have extension wing as Community Polytechnic.

All Instructors of Govt, L.T.Ls should be trained to communicate with the
deaf. NTHH will impart necessary training in this regard.

The Vocational training programmes for the Persons with Disabilities
conducted by the NGOs should be recognized by the Technical Lducation
Department for the purposes of employment in the organised / Govt. Sector
and financial assistance by the Nationalised Banks.

State Govt need to evaluate the viability of the trades run by the LT.Ls keeping
the changing trends in the job market Technical Education Department may
form an expert committee to look into such issues and suitability of the
Persons with Disabilities in undergoing the training programme may be
examined. If necessary , the training curriculum be modified

It is necessary that a linkage is established between the training institute and
local Industries. The Training Institute. and the Industries need to assess the
type of manpower required in the employment market. Tailor-made training
programmes be initiated for the Persons with Disabilities.

To enhance Vocational Training opportunities for the Persons with Disability,
the NGOs need to establish Vocational Training Centers for the Persons with
Disability, preferably one in each Block or at least one each in every district.

The Ministry of Social Justice and Empowerment may provide financial
assistance to the NGO under its Scheme of assistance to NGOs. The National
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xiti.

xiv,

XV,

Institutes for Disabilities can offer consultancy services to the NGOs in
developing project proposals and provide technical guidance in conducting
the training courses.

The property, land , building of the beneficiary or of his/her guarantor be
considered as collateral security for the purpose of sanctioning loan to
Persons with Disabilities under the schemes of NHFDC. As envisaged in
the Persons with Disabilities Act, 1995, the State Govt. should take necessary
measures to earmark 3% of the allocation made under Poverty Alleviation
Scheme for the Persons with Disabilities.

The organisations like FICCL CII and PHDCCI ete. should take a lead role in
creating awareness on “Abilities” of the Persons with Disabilities. The Private
Sector should come forward to employ Persons with Disabilities by way of
matching the “abilities” of the Persons with Disabilities and Job requirement.
Govt. may think of giving Tax Holidays to the prospective employers who
have employed Persons with Disabilities not less than 5% of their total
workforce,

The DOPT need to revise the definition of Hearing Handicapped in
accordance with the section 2 (I} of the Persons with Disabilities Act,1995.
Due te non-revision, majority of hearing impaired persons are not able to
get employment in spite of fulfilling other conditions. Till date the Banking
Sector, Railwavs and Public Sector Undertakings are insisting that the person
should have %0 dB (in some cases 70 dB) hearing loss in the better ear to be
eligible for the pusts reserved for the hearing handicapped. Whereas, u/s 2
{Iy of Persons with Disability Act, 1995, it is defined that ‘Hearing impaired”
means loss of 60 dB in the better ear. This discrepancy needs to be corrected
immediately. Necessary circular be issued by DOPT and Finance Ministry to
all PSUs, Nationalised Banks respectively. Railway Board should issue similar
circulars to its Divisional Offices.

xvi. Development of Entrepreneurship Skills should be an integral part of the

xXVit.

XVill.

Vocational Training Programmes to enhance self-employment prospects. The
expertise available with Small Industries Service Institutes (5I5I) and District
Industries Centers (DIC) can be utilized in this regard.

The Rural Employment programmes under 5J5Y Schemes envisaged by the
Ministry of Rural Development should be disabled friendly and be made
accessible to the Persons with Disability. Necessary relaxations and
maodifications both in the eligibility criterfa and infrastructure be made to
suit to the needs of the Persons with Disability. The Ministry of Rural
Development need to initiate necessary action in this regard.

The Employment Exchanges be empowered to verify the records of
recruitment of Govt. Offices and Public Sector Undertakings in relation to
the observance of the policy of reservation of jubs for Persons with Disability.
This will open up the employment prospects for the Persons with Disability.
The Department of Personnel & Training in consultation with the Ministry
of Labour and other ministries need to make necessary reference in this
regard. The NGOs receiving grants from Govt. should come under this
purview,
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xix. To enhance the employment prospects for the Persons with Disability in
Private Sectors, The Persons with Disabilities Act, 1995 made the provisions
of Incentives to be to given to the emplovers for employing at least 5% of the
employees with disabilities. The incentives like Tax rebates, Excise
Concession, Tax Holidays, preterential allotment of land, 5oft loans, Lasy
payment terms etc. could be thought of. The State Commissionorate for the
Persons with Disabilities may take up the matter with Department of Finance
and Department of Commerce and Industries.

The enhance self-employment epportunities for Persons with Disability in
Rural Areas, the NHFDC may establish linkage with Nationalized Banks.

xx. The NGOs should come forward to implement the Micro Finance Scheme of
NHFDC.

The loan amount under D.R.I. scheme be increased and implemented in its
real spirit by the Nationalized Banks.

xxi. NGOs and the parents of the Persons with Disability be encouraged to set
up Sheltered workshops, Cottage Industries { Home Bound) for the severely
disabled persons.

xxii. The Municipal Cerporations should give preference to the Persons with
Disability in allotment of Shops, Kiosks and Space for Self-Employment.

Social Practices

Marriage counselling is a need felt service. Also, legal aid cells will have to
be sensitized to take up with the issues pertaining to the persons with hearing
impairment. Sign language interpreter services are gradually picking up through
the organised efforts of RCI, Ramakrishna Mission (Cotmbatore) and  AYINIHH.
AYJNIHH offers courses in sign language on part time and full time basis. The
self instructional Compact Discs are available on sale.

Barrier free environment for the hearing handicapped persan is to have less
of noise in the work place so that he can use his hearing aid effectively, have good
visibility in the work place/study centre/school so that speech reading is possible
observing the face of the speaker, and to have increased signal to signal ratio
either through I'M system which is out of reach for most people or use of induction
loop system which cost less than Rs.8,000/- per set. AYJNIHH has been installing
this at public places, on request. It is located in the railway stations at New Delhi.
Chennai, Secunderabad and in the hospital at Badlapur Town Panchayat in Thane
District.

Prevention

Cause of sensorial deafness that lead to conditions warranting exclusive
services set routinely available in the vicinity are as follows:

i. Material Rubella
ii. Genetic disorders

iii. Continuous exposure to high intensity noeise
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iv. Infections diseases and
v. Aging.
Ear diseases, wax in the ear, etc can further complicate the issue, if co exist

with condition earlier mentioned. The ear disease is curable through medical /
surgical intervention.

The PHC medical officers need to be oriented to manage ear discharge and
the facility at Dist, H.Q Hospitals need to be further strengthened.

Maternal Rubella and Genetic defects lead to 80% of congenital deafness in
India. WHO Bulletin (1997) reports the study of Roberson et al to show that
Rubella sweeps India ones in 3-4 years and that strain remains for 6-8 years.

It costs Rs.25/- to immunize a person for life time. This should get priority.

Genetic counselling services are increasingly being made available in India.
It is important that in families with history of childhood deafness, consanguinous
marriage should be avoided. The media should be proactive in spreading this
message.

However, a roadmap has been well drawn towards creating best of Genetic
services in the country through indigenous technology keeping the cost in mind.

Ensuring sustainable outcomes

Sustainable cutcome with equity calls for following actions.

i}  The Panchavats should take up the issue of disability prevention and
management. The Badlapur Town Panchayat in Thane District has done
this through passing a resolution that Rs.10/- will be collected per property
per vear towards disability rehabilitation. The 22500 properties generate
amount Rs.2,25,000 per year. This CBR activity started in the year 2001,
received the best Barrier I'ree Town Panchayat Award in 2002 from the
Hon'ble President of India. The Town Panchayat has now started a special
school each for children with MR and hearing impairment. Both are early
intervention centres. The Town Panchayat has only 1,25,000 population.

ii} No country in the world can afford to meet all the expenses to rehabilitate
the Persons with Disabilities. Even the developed economies bank on
Insurance Scheme. India should take this approach at the earliest. As Karl
Marx has said,” Law can never be above economic order’. Conventions can
happen, Acts can be passed. But outcome can be sustained only through
Insurance which is one of the best known community funded activity of the
modern era. New India Assurance has a scheme called ‘Birth Right Scheme’,
which needs to be popularized.

iii} The delivery of services should be based on the need of the client and not on
the convenience of the service providing agency be it Non Government
Organization or Government Organization. The third option of Private
Voluntary Agencies (PVAs) has to be explored.

iv) Application of technology particularly tele-technology towards reaching the
unreached, creation of Help-line etc will have to be seen as thrust area, if
one needs to survive in the globalised economy.
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Conclusion

While evolving sustainable strategies for disability rehabilitation and
prevention of hearing handicap in the Indian context the issues such as creation
of awareness, early identification, referrals and diagnosis, early intervention,
prevention, provision of suitable aids and appliances, education and employment
tor the hearing impaired need to be addressed. It is also important to involve the
panchayats, develop a suitable insurance scheme depending on real client needs
and use of Information Techmology for ensuring sustainable cutcomes. The Biwako
Millennium Framework calls for a barrier free rights based inclusive society. There
is need to focus on the seven target areas with reference to each disability.
AY]NIHH has formed working group to address issues in each target area relating
to hearing impairment and proposes to undertake research in relevant areas which
will help to achieve the objectives of empowerment of persons with hearing
impairment.
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Chapter 1 3

Evolving Sustainable Strategies for
Disability Management:
Mental Retardation

L Govinda Rao
T C Sivakumar

The persons with nental vetardation by virtue of their condition are dependent in
their activities of daily living. Supporting them to access their rights, assisting them to
enhance guality of life and creating a congeninl environment for them to survive like any
other human being depends upon creating user friendly service models. These service models
require human resources. [dentification of the service models and utilization of the human
resource require proper planning and research. The sustainable strategies for the
rehabilitation of persons with mental refardation require concentrated effort from resources
and programmes in a convergent modefrom multiple agencies including the community.
This paper deals with analysis of the current status in terms of the services and human
resources available with suggestions te develop programmes creafe sustainable enabling
environinent.

Introduction

Mental Retardation is a condition wherein the development of the brain is
delayed in contrast with the physical development. The individual will not be
able to cope up with the demands to negotiate with the day to day life requirerment.
The profile of persons with mental retardation has deficits in the areas of
intellectual functions, motor - bath gross and fine - functions, communication
and socialization. However, the intensity of the inability in dealing with the
environment is different in each individual. In the International Classification of
[Dseases and Related Health Problems, mental retardation has been defined as a
condition of arrested or incomplete development of the mind which is especially
characterized by impairment of skills manifested during the developmental period
which contributes to the averall level of intelligence, that is cognitive, motor and
social abilities (ICD -10, 1942). According to the American Association of Mental
Retardation (AAMRY), it is a disability characterized by significant limitations both
in intellectual functioning and in adaptive behaviour as expressed in conceptual,
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social and practical adaptive skills originating before 18 vears of age. AAMR
emphasizes five assumptions essential to the application of this definition.

i.  The limitations in present functioning are explained within the context of
community environments typically of the individual’s age, peer and culture.

ii. A valid assessment considering cultural and linguistic diversity as well as
differences in communication, sensary, mator, and behavioural factors,

iii. Coexistence of limitations and strength within the individual,
iv. Description of limitations to develop profile on needed supports,

v.  Expectation of improvement in the life functioning of the person with mental
retardation as a result of sustained period of personalized support {AAMR,
2002).

Persons with Disability {Equal Opportunity, Protection of Rights) Act 1995

Prevalence of mental retardation is considered to be %4 per 1,000,00. Incidence
of mental retardation cat across the socio-cultural and gender differences, though
the prevalence rate is seen higher for males in both rural and urban areas (N550,

2003). Various causes have been identified for mental retardation (Persha, A.], et

al, 2003). However, many reasons for the causes are yet to be established. A

broad understanding of the causative factors is listed below:

a.  Pre-conceptual reasons - It is possible that an individual with chromosomal/
genetic disorder can carry the aberration to the offsprings. In case the both
spouses have similar predisposition, the chances of having a child with
disability may double. Couple having consanguinity with family history of
genetic disorder stands for high-risk offspring with disabilities. In addition
to hereditary factors mentioned above, the Rh incompatibility in the blood
of the couples forms a major cause for a child having disability. The latest
report from NSSO found out that more than 70% of the reasons for the
disability occurs before the birth of the child.

b.  Pre-natal causes - The prenatal period from the conception till the delivery
is a sensitive phase. Any physical strain to the mother has a direct impact on
the fast developing fetus. Infectious diseases, exposure to radiation,
consumption of chemicals, illegal attempt on abortion, imbalanced or mal-
nutritious condition of the mother are some of the commonly reported
reasons for the developmental anomalies in the central nervous system which
in turn can present as mental retardation.

¢. Natal - Prematurity is one of the major reasons for developmental delay.
However, the suppaort of the medical technology has reduced this risk. Other
common reasons are prolonged labour, abnormal fetal positions and
prolapsed umbilical cord. Delayed birth cry due to anoxia, hypoxia, birth
trauma and asphyxia may cause considerable damage to the fast developing
brain.

d. Post - natal - Frequent illness, imbalanced and mal-nutritious conditions,
injury to the brain etc., can mark irreparable damage to the developing central
nervous system that may manifest as developmental disabilities.
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Since mental retardation is a condition of the brain and not a disease, cure in
terms of medical treatment is not feasible and therefore not recommended. Instead,
preventive aspects are emphasized which can be planned in the same order of
the causative factars.

Pre-conceptual level - The preventive measures like genetic testing and Rh
matching are recommended for the prospective parents. Physiologically and
psvchologically the safe age of a mother for the first child bearing is between 20
and 35 years,

Pre-natal - regular medical checkups, intake of prescribed drugs, avoidance
toxicants and injuries, avoidance of physical and mental trauma is some of the
precautions to be taken during prenatal period.

Natal period - it is alwavs considered that the delivery be conducted by
trained and experienced persons, 50 that any eventuality during the delivery
process can be effectively dealt with. As far as possible the delivery has [o be
conducted in a hospital setup.

PPost-natal period - this is also a significant stage in terms of the longitudinal
period in which the developing human brain is susceptible for regression due to
physical and mental trauma. Extreme care has to be taken to protect the fast
developing child from being becoming the victim of mental retardation.

Appropriate means of awareness is the answer to prevent mental retardation.
Government of India has various schemes and programmes for the grass root
level workers aiming at reducing the incidence of mental retardation. Orienting
the school, college children on the causative factors on mental retardation is
another method for the prevention of children with disability.

Due to the degenerative status of the brain cells, it is impossible to bring out
changes once the damage occurs. Hence, the prognosis of the child with mental
retardations is always very poor. The management option available is stimulating
the residual abilities with the support of a mulfi-disciplinary professional team,
which may include medical professionals - pediatrician, psychiatrist, psychologist,
special educator, speech therapist, physiotherapist, cccupational therapist etc.
Assessment in a child with mental retardation involves a multidisciplinary
approach. Various professionals have different roles and responsibilities in
gathering information for delivering of services. Early identification and
intervention can mark considerable positive changes in the developmental pattern
during the post-natal stage. The role of a psychologist, special educator for the
children with mental retardation, sacial worker, is crucial in educating a child
with mental retardation.

Current Status

The rehabilitation of persons with mental retardation can be explained in a
lite cycle approach. Zero to three years is the critical area where early intervention
can make long lasting changes in the life of a child. The basic aim and objective
of early intervention are:

* early detection and prevention of disabilities and handicaps,
* acceleration of rate of development in the child,
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. acquisition of new behaviour/ skills by the child increase independent
functioning of the child,

»  minimize the effects of the handicapping condition,
e  prevent secondary handicaps,

»  render support to the families of ;these children to cope with the challenges
(Persha, 2003}

There are many models available on early intervention as well as established
and standardized assessments system leading to intensive stimulatory therapy
by a team of rehabilitation professionals. However, to optimize the human resource
value, the rehabilitation council of India has planned the development of human
resources based on the single window delivery service system. The one year Post
Graduate Diploma in Early Intervention (PGDEI} course prepares candidates from
the medical, developmental psychology, speech and language therapy,
coccupational and physiotherapy back ground to extend the required services.

The next stage in the life cvcle approach is the preschoal education period.
This is the crucial time where the parents are at a lost when they are faced with no
opton to educate their child with mental retardation. In the preschool stage also
intensive stimulation is given in the areas of cognition, motar functions,
communication and socialization. Professionally trained people are very helptul
for continued development of the child and Diploma in Early Childhood Education
(DECSE-MR} prepare these professionals to work with children with disabled in
their preschool stage, single handedly.

The preschool education is followed by special education programme, which
is extended through group teaching as well as individualized training
programmes. The total number of special schools for the children with mental
retardation in India is identified as 730 in which 26% has residential facilities. An
analysis of the growth of special schools for children with mental retardation
over the years shows that there were about 250 before 1985. There is a 35% growth
in the in the last 20 years and more than 401 growth in the last 10 years. Out of
730 special schools identified, 51.5% are from the Southern States, 21.9% is from
the Western part of the country, 14.5% is of the Cast, and 10.5% is from Northern
part. The share of seven states from the North East is1.4% of the total special
schools mn the country (Raa, 2003).

[t is estimated that about 7000 special educators are available in the country
either working as full time or part time teachers. Apart from this, medical
professionals, psychologists, speech therapists, accupational therapists,
physiotherapists, art and craft teachers are also engaged in extending the services
to the children with mental retardation who are in the special schools. The Ministry
of Sacial Justice & Empowerment, Government of [ndia has schemes to extend
tinancial support for initiating and maintaining the activities of the special schools.

The human resource development programmes in imparting special
education services are Diploma in Special Education (Mental Retardation), B.Ed.in
Special Education (Mental Retardation), M.Ed. in Special Lducation (Mental
Retardation). These programines are currently available in various parts of the
country.
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The vocational training for the persons with mental retardation has always
been associated with sheltered workshops. Sheltered workshops are usually
attached with the special education centers that provide job skill training to adult
persons with mental retardation. In our country, 60% of the 730 schools for the
mentally retarded have reported of vocational training centers (Rao & Sivakumar
- 2003).

The ather methods offered as vocational training are home based training,
competitive employment and extended sheltered workshops as part of self-help
groups. It is observed that 97% of the vocational training and placement of children
with mental retardation is accessed by the mild, moderate category. The services
in vocational training centers are predominantly paper based, cloth based,
chemical based, preparation of food items, novelty items, engineering, agro-based
services and open employment. Initially, the services in vocational training was
seen from traditional point of view with an attribution of charity and a leisure
time activides for the disabled. The traditional medel also considers vocational
training as a medium of stimulating the cognitive and adaptive skills of an
individual and as a means of complacency and training in generic skills. Presently,
non-traditional approach is also under practice where vocational training is given
on the basis of ability of an individual. 1tis more of a right-based activity and the
major goals are empowerment and development. This will lead to enrichment of
the existing skills in the adult person with mental retardation with focus on
enhancing the competitive spirit so that he/she can enter into a competitive market.

Diplema in Vocational Training and Employment (Mental Retardation) is
designed for creating the required human resources. This programme at present
is available at five centres in different parts of the country. However, inadequate
number of vecational training centers and the obsession for traditional models
are the constraints in the growth of gainful employment of the persons with mental
retardation.

Other long term training programmes such as Bachelors Degree in
Rehabilitation Therapy, Masters in Rehabilitation Sciences, M.Philin Rehabilitation
Psychology are vital for effective rehabilitation services in the area. The effots in
creating trained professionasl will become successful, if human resources at
faculty/master level are developed.

Sustainable Strategies in Disability Management -
Suggested Initiatives

Taking into consideration the current programmes and the strengths of the
infrastructure in various developmental agencies of Central and State
Governments, programmes embedded with convergence mode are the need of
the hour

. Convergence with various ministries relating to education, social welfare,
commerce etc. for better understanding and contribution in the
rehabilitation of persons with mental retardation by pooling the human and
financial resources.
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¢ Developing rural models: Though special schools are available in the rural
sector, comprehensive rehabilitation for persons with mental retardation is
yet to be implemented. Apart from the special schools for educating the
persons with mental retardation, inclusive approach in the regular schools
is required for rehabilitating persons with mental retardation.

It is observed that 85% of the children with mental retardations falls into the
category of mild and moderate who can be benefited by inclusive educational
approach. This may also include admitting them into regular classes with class
teacher as a consultant with adequate orientation of mental retardation. Other
options are engaging an itinerant teacher, creating resource rooms in regular
schools, and arranging in special classes in regular schools for the children with
mental retardation. However, the remaining 15% of the children with mental
retardation, falling under the category of severe to profound level would benefit
only through special schools and residential set up. The figure below explains
this process.

Number of Children

\ Regular Class-Teacher 2
\ Consultant / >

(
" \ Itinerant Teacher
(
4 % A Resource Room
% %
% oo Special class in
°
< Regular school
2

As it may be observed from the figure that more number of children with
mental retardation benefit from least restricted learning environment which is
directly proportionate to the less severity of retardation. The most restricted
learning environment supports the more severely disabled groups in terms of the
degree of expression.

¢  Measures of sustainable rehabilitation programmes - reengineering the
vocational training on completion lines with full lcomplement of the four
essential stages viz., , the vocational training of persons with mental
retardation require a complete change in its present form. The vocational
training has to be supported with appropriate pre-vocational components
from the special schools.
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. Model on transition programmes from school to work need to be developed.
The vocational training should lead to the vocational placement based on
the community from which the person with mental retardation belongs. All
special schools need to expand inte the state of the art vocational training
need to expand into the state of the art vocational training. Lxisting industrial
training institutes can be equipped to train the persons with mental
retardation. This may require maderate changes in the apprenticeship act
as well as in the training methodologies to suit special needs of the persons
with mental retardation. The vocational training needs to focus on the job
placements. The apprenticeship act may be amended to include on the job
training of persons with mental retardation. Lven though, all the districts
have the provisions to open special cell as the Special Employment Exchange
to facilitate employment prospects of persons with disability, specific actions
are required to include persons with mental retardation in this scheme. In
addition, some competent special schools can be identified as special
emplovment exchanges. The better vacational climate exists in the centers
which have provisions for pre-vocational training, vocational training, on
the job training and job placements {Rao et al).

Along with the vocational training, measures are also to be taken to orient
the public on the vocational potential of persons with mental retardation so that
the frained persons can easily be accommodated in the community (Rao and
Sivakumar, 2004).

Future actiens

A. Services

Larly Detection and Larly Intervention

*  Training of grass root level and community level workers.

¢ Training the nursing staff and para-medical statf.

¢+  Lquip the PHCs and primary sub-centres to provide early intervention
services atleast on weekly or [ortnightly basis.

. Initiation of early intervention services for 0-4 years of children at all District
hospitals.

. Orienting the media

B. Special Education

Early Childhood Special Education

*  Promoting admission of the children with developmental delays in pre-
schools.

. Training of pre-school teachers.

»  Encouraging and promoting admission of children with mild and moderate
high functioning mentally retarded children in the regular schools.

e Training the regular school teachers.
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. Training to DIET instructors on Special education aspects.

C. Vocational Training

*  Trained human resources

* Increase in non-traditional occupations

¢+ Training through existing network of 4000 it is

*  Standardization of curricula and certification by NIOS &NCVT.
* Competitive and supported employment

*  Linkage with industry and commerce.

*  Preparing the sociely.

. Training the special teachers in therapies.

*  Promoting itinerant teaching in the regular schools, whocan viist the schools
and provide itinerant services.

¢ Creating barrier free environment.

*  Promoting music and dance.

*  Promoting parent associations and self-held groups.
. Research and Development.

*  Convergence mode of the developmental agencies.

D. Human Resource Development and Project Management

* Inclusion of a subject on early intervention in the syllabus of para-medical
course and MBBS5.

* Increase in the centres offering training programmes.

*  Orienting the regular school teachers.

¢« Capacity Building.

*  Leadership programme.

. Technology management.

Conclusion

The spectrum of the services for the persons with mental retardation needs
to be effectively dovetailed in all the programmes not as a special service but as
regular ones for general population in a convergence manner right from the village
level through district, State and Central levels. Active involvement of Non-
Governimental Organizations is very vital for successful implementation.

Success of the sustainable programme is determined by the quality of life of
persons with mental retardation and their families for which in built mechanism
of monitoring and evaluating these programmes on a continual basis is crucial.
Such a mechanism needs to guide for improvement to achieve the ultimate goal
of programme sustainability
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Chapter 1 4

Evolving Sustainable Strategies for
Disability Management :

Cerebral Palsy, Autism,

Mental Retardation and

Multiple Disabilities

Aloka Guha

White painting on the common threads between the four categories of disabilities,
the Chapter discusses service delivery systems in a 13 point Management Continuum,
NGO & Government of India models, the Rehabilitation team, core & support services &
the challenges faced by this group. The new Secial Model vis-a-vis the old Medical Model
is discussed. The role of the existing schemes & programmes, NGOs as also parents that
are central to the positive outcomes of disabled children is alse discussed in the chapter.
The author feels that the stronger the partnership between the parents & the professionals,
the clearer the soles & responsibilities betiocen them, the better will be future of the disabled
child.

Introduction

Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple
Disabilities are the most marginalized groups within the Disability Sector. There
are 9.94 lakh persons with Mental Retardation, 2.74 lakh persons with Cerebral
Palsy and 19.67 lakh persons with Multiple Disabilities in India as per the latest
NSSO 2002 Data. No data on Autism in India is currently available. This group
needs, firstly, to access the same benefits & concessions that are available to persons
with other disabilities. Along with this homogenization with the larger disability
sector, there should follow a seamless integration into mainstream society. The
National Trust Act 1999 has provided discrete legal status to this group while the
Constitution guarantees civil, political, economic, cultural & social rights.

Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities have
three common threads, that they are all Spectrum Disorders the co-morbidity is
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reasonably high as shown below:

Table 14.1 Co-Morbidity in Developmental Disorders

Developmental Disorders Co-Morbidity

Severe Mental Retardation

Cerebral Palsy -20%
Seizure Disorder -20%
Sensory Deficit -55%
Psychiatric and Behaviour Disorders -55%

Mild Mental Retardation

Cerebral Palsy -5%

Seizure Disorder -10%
Sensory Deficit -25%
Psychialric and Behaviour Disorders -40%

Cerebral Palsy

Seizure Disorder -20-60%
Refractive Error -35%
Hearing Loss -10%
Psychialric and Behaviour Disorders -30%

(Source material: Dr. A M Fox’s lecture notes at Spastics Society of Tamil Nadu)

The core areas of concern integral to management are the same i.e.,
communication, cognition, mobility and socialization. The other common factor
among these four disabilities, however is that they are without doubt, the most
marginalized and neglected groups even within the disability sector.

Data on Mental Retardation, Cerebral Palsy,
Multiple Disability and Autism

Out of the estimated 18.5 million disabled persons, the percentage of disabled
population having from Mental Retardation, Cerebral Palsy, and Multiple
Disability as per NS50 Survey is given in Table 1.2, No data on Autism in India is
currently available. The epidemiological surveys to findout the prevalance of
Autism Spectrum Disorders are vet to be initiated.
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Table 14.2 Persons with from Mental Retardation,
Cerebral Palsy, Multiple Disability

Mental Cerebral Multiple
Retardation Palsy Disabilities
Population 9.94 lakhs 2.74 lakhs 19.67 lakhs
Percentage age of total
population 0.09% 0.03% 0.20%
Percentage of disabled
population bh.37% 1.48% 10.63%

Legal Status

With the enactment of the National Trust Act of 1999, the conditions namely
Autism, Cerebral Palsy, and Multiple Disabilities have found separate and
individual legal status. Although the National Trust Act does not guarantee the
3 Generation rights or developmental rights per se, there are specific rights and
benefits flowing from its approved programmes under Section 10 of the National
Trust Act. The recent nature of legislation is indicative of the recognition of these
disabilities as being disabilities discrete from mental retardation.

Rights

All Civil and Political Rights are guaranteed to this group under the
Constitution of India, Articles 12-32 of Chapter 3 on Fundamental Rights. Under
Section 16 of the Representation of People's Act, they may be enlisted in the
electoral rolls.

Guidelines to States for developing criteria for the realization of Economic,
Social and Cultural Rights are enshrined in Chapter 4 of Directive Principles of
State Policy.

Service Delivery Systems

A whole range of service delivery systems are available today and none of
them are mutually exclusive. In fact, most families choose the eclectic or
combination models of service delivery which provides the maximum flexibility
and is best suited to individual needs. The service delivery system for the persons
suffering from Mental Retardation, Cerebral Palsy, Multiple Disability and Autism
may include the following;:

»  Hospital Based Rehabilitation
. Institution Based Rehabilitation
*  Extension/Mobile Services

. Community Based Rehabilitation
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Home Based Services

Lclectic/Combination Models

E-based Rehabilitation

Transitions between delivery models
Integrated settings in regular schools
Inclusive settings in regular schoals

Short Term Respite Care Centres

Fully Residential Centres/Permanent Homes

Hostel facilities for weekdays
Sustainable Strategy

National Trust

The National Trust for welfare of Persons with Autism, Cerebral Palsy, Mental

Retardation and Multiple Disabilities Act, 1999 came into force w.e.f. 30th
December, 1999. The Trust supports programmes which promote
independence, facilitate guardianship where necessary and address the concerns
of those special persons who do not have their family support. The Trust also
seeks to strengthen families and protect the interest of persons with autism,
cerebral palsy, mental retardation and multiple disabilities after the death of their
parents.

Objectives of the Trust as per the Act includes:

to enable and empower persons with disability to live as independently and
as fully as possible within and as close (o the community to which they
belong;

to strengthen facilities to provide support to persons with disability to live
within thelr own [amilies;

to extend support to registered arganizations to provide need based services
during the period of crisis in the family of persons with disability;

to deal with problems of persons with disability who do not have family
support;

to promote measures for the care and protection of persons with disability
in the event of death of their parent or guardian;

to evolve procedure for the appointment of guardians and trustees for persons
with disability requiring such protection; and

to facilitate the realization of equal opportunities, protection of rights and
tull participation of persons with disability
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The National Trust is empowered to undertake the following categories of
programmes:—

(a) any programme which promotes independent living in the community for
persans with disability by —

i) Creating a conducive environment in the community;
i) Counseling and training of family members of persons with disability;

iii) Setting up of adult training units, individual and group homes;

— e —

b) any programme which promotes respite care, foster family care or day care
service for persons with disability;

(c) setting up of residential hostels and residential homes for persons with
disability;

(dy development of self-help groups of persons with disability to pursue the

realization of their rights;

(e) setting up of local level committee to grant approval for guardianship;
(f} Such other programmes which promote the objectives of the Trust.

The Trust is empowered under the Act to provide for the guidelines for
monitoring and evaluating the activities of the registered organizations who are
receiving financial assistance from the Trust.

The Trust constitutes local level committees at district level to undertake
specific activities in pursuit of its objectives.

As regards guardianship, parent of a person with disability or his relative
may make an application to the local level committee for appointment of any
person of his choice to act as a guardian of the persons with disability. The local
level committee shall receive process and decide on such applications received.
Duties of guardian include taking care of such person of disability and his property
and for being responsible for the maintenance of the person with disability. Every
person appointed as a guardian under Section 14 of the Act are required to deliver
to the authority which appointed him, an inventory of immovable property
belonging to the person with disability and all assets and other movable property
received on behalf of the person with disability, together with a statement of all
claims due to and all debts and liabilities due by such person with disability.
Abusing or neglecting a person with disability or misappropriating or neglecting
the property will cause removal of the guardians.

Management Continuum

A thirteen point management continuum covering various aspects of
sustainable rehabilitation management of the persons with Mental Retardation,
Cerebral Palsy, Multiple Disability and Autism has been developed and presented
in Table 14.3. It may be kept in view that the needs of persons with these four
disabilities are uniquely different from the needs of persons with other disabilities.
Such special needs are in:-
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. Importance of behaviour Modification for enhancing desirable behaviour
*  Training in management of sexual needs and menstrual hygiene

¢ Training in self care

*  Training in socialization and adaptive skills

*  Need for respite and permanent care for those with profound disabilities
. Need for Legal Guardianship

Figure 14.1 The 13 Point Management Continuum
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NGO

Otver the last hundred years, a variety of NGO models have evolved. Some
of them are :-

» Child to Child Model - M.S University, Baroda

¢ Parents as Co-Therapists Model

Maduram Narayan Centre, Chennai.

e Disabled Persons as professionals - Spastics Societies

» One to One Model - Helen Keller Society for the Deaf Blind,
Mumbai

Mithram, Kerala
Most Centres

» TParents as Professionals Model

¢ Professional — Volunteer Madel

o [ully Professional Teams - Thakur Hari Prasad Centre, Manovikas
Kendra
¢+ Management — Technical- - Blind People’s Assaciation, Gujarat
Combination

» Independent Living Model

Swayamkrushi, Hyderabad
Warth Trust, Tamil Nadu

It mayv be noted that these are only some good examples, many variations
are equally effective. Many programmes in the area of Autism, Cerebral Palsy
and Mental Retardation are parent initiated as in Action for Autism in Delhi or
parent directed programmes as in U.P Parents Associations in Lucknow or parent-
participated as in Bodhayan in Kolkata. In these four disabilities, perhaps, more
than in any others, the parent-professional parinership is the key to the success of
the programme and the single biggest indicator for holistic development of their
children.

¢ Disabled Persons as Employees

Government module

The Government schemes and Programmes for persons with disabilities are
implemented as represented in the module below:

Figure 14.2 Government module
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Human Resource Development

New research findings are continually expanding our understanding of the
complexities of human development, especially in the early development period.
New intervention approaches, particularly in Autism, most often demanding close
interactions between parents and professionals, and across professionals are being
explored and reviewed. To become, and to remain, competent professionals/
personnel, we need up-to-date pre-service preparation, focused in-service training,
and specialized continuing education opportunities.

Effective Rehabilitation Team

As  our understanding of disability and rehabilitation progresses
dramatically, our concept of the ideal professional team has also evolved over the
years. The team may be an Inter-disciplinary one where different disciplines work
with the same client but in isolation or a multi-disciplinary team where team
members work individually on each client but share vital information and plan
IEPs in joint sessions. In case of the third category i.e. trans-disciplinary team,
however, one case worker takes inputs on the client from all other departments
and then trains him/her alone. In view of CBR gaining popularity as a viable
strategy for developing countries, and in view of the stress of moving from one
professional to another, the third option, that is the Trans-disciplinary Team, is
the most preferred option in today’s context.

Services Needed for persons with Autism, CP, MR & MD

Persons with Mental Retardation, Cerebral Palsy, Multiple Disability and
Autism in general not only need medical attention and assistive devices, but a
plethora of inputs to make their lives bloom and make them functionally as
independent as possible. The following Model depicts the wide range of services
ideally needed for persons with such disabilities. Some core services are essential
and non negotiable, and some are meant for supporting accelerated development.
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Figure 14.3 Suppori Services
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It is worth mentioning that Special Olympics {for sports) Abilympics (for
Vocational) and Very Spectal Arts (for Fine Arts) have made a huge impact, both
nationally and internationally on the lives of persons with these four disabilities.

Role of Nutrition

There is growing recognition of the interface between nutrition and neuro-
developmental disorders. Undoubtedly, access to good nutrition will greatly
improve the functional outcomes of children with these disabilities, just as the
outcome of pregnancy is much improved if proper attention is paid to the

nutritional status of the mother, before, during and after the pregnancy.

Challenges Ahead

The disability sector has reached significant cross-roads. The future outcome

will depend on how we face the following challenges :-

. Developing horizontal models of rehabilitation through convergence

*  [nhancing national capacities in prevention and in neonatal screening

*  Mobilizing information and communication channels

. Building partnerships and multisectoral linkages

*  Mobilizing resources

*  Enhancing managerial, analytical and technological capacities
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Increasing research and development activities.

Developing code of ethics for caregivers and institutions

Ensuring more community-specific curricula, ecological in approach
Emphasizing more innovative teaching strategies

Bringing about Systemic changes

Concentrating on Pre-integration readiness of regular schools and work
places

Maintaining geographical equity in services and in funding

Developing National policies which reflect the enormity of the neglect
traditionally taced bv this group

Ensuring smooth transitions from school to work

Promoting a Lead Free Environment (campaign against lead poisoning)

Arranging for accessible transportation & public places

Future focus for Disabled Persons

Persons with disabilities & their families have the following specific needs

that to be provided with a focused approach:

Training in Rights and in leadership skills
Forming Parents Associations in every district
Understanding the principle of Autonomy and self determination

Learning to live independently
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Figure 14.4 The Medical Model of Disability
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Figure 14.5 The Social Model of Disability
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Table: 14.3 Differences between the medical and social models

THE MEDICAL MODEL THE SCGCIAL MODEL
Child is faulty Child is valued
diagnosis strengths and needs defined

by self and others

labelling OUTCOML based
programme designed

v v

impairment becomes resources made available to
focus of attention ‘ordinary services’

v v

assessment, monitoring, training for parents and
programmes of therapy imposed professionals

v

segregation and alternative services relationship nurtured

v v

‘ordinary’ needs put on hold DIVERSITY WELCOMED
re-entry if exclusion Society evolves

‘normal” enough
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Table: 144 Empowerment of the family & Responsibilities of
Rehabilitation workers :

Expectations of family:

Responsibilities of
Rehabilitation Workers

To be the ultimate decision makers
To utilize their own resources

To receive information which will
enable them to make the best
decisions about effective care

To define the priorities of intervention
To choose the level and type of
involvement and the level of support

they require

To receive services in a trouble [ree
and timely manner [“No hassle”]

To have access to information
To maintain their dignity and
integrity through the care-giving

process

To be supported in the decisions they
make.

To have their opinions asked for and
listened to

To receive individualized services

To encourage client decision making
in partnership with other team
members

To asstst families in identifying their
strengths and building their own
resources

To inform, answer and advise families
and to encourage informed choices.

To work in partnership with families
to identifying and prioritizing their
own needs

To collaborate with parents at all
levels of care (individual child,
program development,
implementation and evaluation,
policy formation)

To share complete information in a
continuous and accessible manner

To respect values, wishes and
priorities of the family

To accept and support the decisions
made by the families

To listen

To provide flexible and
individualized care and services
which can respond to changing needs
To accept diversity among families :
racial, linguistic, religious, cultural
and sacio-economical

To believe and trust parents

To communicate in a language
understood by parents
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Facilitative Programmes

Some highlights of facilitative programmes for people with Mental
Retardation, Cerebral Palsy, Multiple Disability and Autism are given below:

*  The contribution of National Institute for the Mentally Handicapped,
particularly in the area of HRD, Material Development, Parent Training,
Development of models is quite significant.

*  District Primary Education Prograinme - Integrated Education of the
Disabled (DPEP-IED): Under this one programme alone 80,926 persons with
mental retardation and 53,213 persons with Cerebral Palsy, Learning Disability
and Multiple Disabilities have been enrolled in mainstream schools.

¢ Sarv Shikha Abhiyaan (S5A): In Gujarat alone, 10,000 persons with mental
retardation are in regular schools.

»  National Open School: Provides excellent opportunities for completing high
school at the students’ own pace.

» Indira Gandhi National Open University (IGNOU): Distance Learning is
now helping those who wish to pursue short courses after schooling,

e  The National Trust : Lspecially useful in developing rural institutions, & in
local initiatives through Local Level Committees; some 3 lakh persons with
these disabilities have benefited through convergence into SGSY, SGRY, IAY,
Pradhanmantri’s Antyojana, NOAPS, School and Balwadi inclusion, etc at
the District Level. Legislation creates its own impact across the country.
Through training of Caregivers scheme, Legal Guardianship, advocacy issues,
and awareness generation at the district level, the very profile of these four
disabilities has been raised significantly at various levels of civil seciety.

¢« United Nations Development Programme (UNDP) — UNDP funded Zero
Rejection Project in UP and Karnataka for Support to Children with
Disabilities. The objective of the project is to sensitize, mobilize and empower
the community to participate in the local school management and ensure
that everv child with disability in the project area has access to education in
an appropriate environment.

. National Handicapped Finance & Development Corporation (NHFDC) —
Scheme for Parents and Legal Guardians of persons with Autism, Cerebral
Palsy, Mental Retardation and Multiple Disabilities, when fully utilized, will
help several thousand persons

Voluntarism

India has a large potential for fostering genuine voluntarism especially in
rural and remote areas where services and facilities are few and far between.
With some baseline training, perhaps by distance mode, valunteers could fill the
vacuum for neighbourhood caregiving,.
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Conclusion

Persons with Autism, cerebral Palsy, Mental Retardation and Multiple
Disabilities should not become victims of our low expectations; at the same time,
over expectations tend to cause frustration resulting from repeated failure - this
may in turn lead to a permanent sense of inadequacy. The key therefore, is in
making the most realistic assessments possible and pitching the goals one or two
notches higher. But most of all, the challenge lies in creating pervasive attitudinal
change in civil society so that the public’s negative attitude does not became the
disabled person’s real handicap.
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Chapter 1 5

Human Rights for persons with
Disabilities
Anuradha Mohit

This paper attempis to discuss human rights of persons with disabilities who, temporarily
or permancntly, experience physical, intellectual or psychological impairmment of varying
degrees. Most often, their lives are handicapped by social, cultural and attitudinal barriers
which hamper their full participation and enjoyment of equal rights and opportunities,
Dersons with disabilities have been viewed, as deserving pity and care, not as helders of
rights, equal i dignity and freedom.

Introduction

It is estimated that there are about 600 million people in the world who have
disability of one form or another. Over 2/3rds of them live in developing countries
with high density of their population in Sub-S5aharan Africa and in Scuth and
South-East Asia. There is wide variation in the estimated disability rates reported
by the developed and developing countries. The variation depends, to a large
extent, on the definitions of disability used, which either expand or limit the
disability groups covered in the survey (Asia and the Pacific into the Twenty First
Century, 2002). For example, the New Zealand’s 1997 household survey vielded
the average of 19.1 percent. In contrast, the 1991 National Sample Survey of India,
covering four disabilities (visual, hearing, speech and locomotor), yielded a
prevalence rate of 1.9 percent. In the same year, a separate sample survey brought
torth 3 percent average of population with delaved mental development in the
age group of 0 to 14 vears. This brought the average population of persons with
disabilities in India, China and Pakistan close to 5 percent in comparison to 19.1
percent in New Zealand and 18 percent in Australia (United Nations Statistics
Division, 1996).

In a country like India, underreporting is also due to stigma attached to
disability and the tendency to conceal it. Mild to moderate disabilities are not
perceived disabling by the rural Indians, and hence are not reported. There are
other problems, which contribute to poor reporting such as inadequately designed
questionnaire and training imparted to enumerators.
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Moreover disability is a relative term because different cultures define their
norms of disability differently. The title “disability” conceals behind it a loosely
connected heterogeneous group of many disabilities. For instance, being a woman,
low caste, poor and ethnic minority are some commonly perceived disabilities
and across the cultures, persons having physical or intellectual challenges are
also considered disabled, though are rarely counted amongst those requiring
protection against discrimination for equal enjoyment of rights and citizenship.
Social values, norms and attitudes are not static and are liable to change, depending
on a wide range of factors and forces that operate at macro and micro level.
Consequently, the formal notion of disability undergoes revision to accommodate
the change.

Evolution of Disability Policy in India

Ancient period

It is believed that in the prehistoric period the sick, aged and disabled were
left to nature’s mercy since survival of the fittest was the law practically in
operation. There are references in ancient Tamil literature that children born with
congenital defects and stillborn children were cut vertically into two with a sword
and then buried {Ramanujam, 2000). With the exception of this Tamil tradition,
we do not find any tangible instances of the inhuman practice of elimination of
the disabled in India. It has been a part of India’s cultural heritage to help the
poor and the needy even at a great personal sacrifice. In keeping with this tradition,
every possible protection was extended to the disabled by the family and the
community to ensure sirvival atleast at a subsistence level. However, welfare
measures provided in the ancient period did not guarantee same rights to the
disabled members as were granted to others. FFor instance, about the right to
property Manu says, “Eunuchs and outcastes, person born blind or deaf, the
insane, idiots and the dumb, as well as those deficient in any organ (of action or
sensation) shall receive no share.” Similarly, the civil and criminal code laid down
by Manu, inferalia, regards those deficient of organs and sense as not worthy of
being held as witness. Such practices indicate that although the disabled were
treated with pity and compassion in ancient India, their rights to social equality
were not recognized (Murickan and Kutty, 1993).

Mahabharata

Dhritrashtra, the blind Kanrav king was not found worthy of throne due to
his blindness. However, during his period the concept of welfare of the
disadvantaged and vulnerable by the State had evolved to a certain extent. For
instance, in the Mahabharata, Narad while interrogating Yuddhishthira, the eldest
Pandav prince asks, “Do you treat as father, your subjects who are afflicted with,
blindness, dumbness, lameness, deformity, friendlessness and those who have
renounced the world?” The State was also expected to provide for the war-disabled
and their dependents for Narad extends his dialogue with Yuddhishthira and
further enquires, “Do you maintain the women of those who died for voi or who
have come to a sad plight while fighting for you in the battlefield?” (21) The epic
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of Mahabharata reflects the State response to problems, which are now perceived
individual issues requiring family support.

Maurya Period

The Maurya period marks a turning point in the perception of disabilities
and the approach to deal with it. “This period, particularly the reign of
Chandragupta, stands out unique in establishing workshops for the vocational
rehabilitation of the physically disabled as well as other socially and economically
handicapped members.” Kautilya, the renowned political economist of the Maurya
period lays down in Arthashastra “the king shall provide the orphans, the aged,
the infirm, the afflicted and the helpless with maintenance.” For their self reliance
and economic independence Kautilya suggests awarding work on priority to
women who are widowed, single, crippled and abandoned, retired tfor their
subsistence. He also recommends earmarking certain jobs exclusively such as
spinning, weaving, cutting of wool, cottorn, fibre, hemp and flax for the
disadvantage and vulnerable from a social and economic standpoint.

Emperor Ashoka had developed an elaborate public health system. [t is
recorded on its edicts that ‘the king erected hospitals along all the highways and
deputed physicians and made arrangements for medicines, food and drinking
water. Gopas, the village animators were instituted to maintain record of birth,
death, caste and also to provide for the ill, infirm and those in need of help.
Actions of Emperor Ashoka were also inspired by Buddhist interpretation of state
and society. The doctrine of Ahimsa manifested in higher acceptance of variation
and the state became more tolerant to differences, which could be seen in the
organization of social arrangement provided for the vulnerable and disadvantaged
in that period.

Mughal Period

During the Mughal times, the institutions established for the welfare
continued to thrive since Zakat (a system of charity} was strictly adhered to. In
fact, the Mughals instituted a special department with a head (Sadr) to supervise
charities and endowments. The public facilities in this period were open to all
citizens regardless of caste and class. The Mughal Lmperor Akbar took special
care for maintaining social harmony and order.

Colonial Period

The safeguards, which existed in the old order, ceased to be effective during
the British colonial rule, as the Government then had little regard for the well
being of members of the annexed territories. In the absence of necessary social
arrangements the problems of destitution, beggary, crime, and delinquency grew
out of proportion. The theorv of karma and fate further compounded the situation
as disabilities were regarded as an outcome of one’s sins and evil deeds of past
lives. The indifference of the state and emergence of antiquated values defined
new norms of disabilities causing stigmatization and acute isolation. The crumbling
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of the old order and in the absence of new healthy substitutes, family became the
primary social institution as an alternative to public arrangements for dealing
with problems of disability.

The institutions, which the Imperial Government established for the care of
the destitutes, beggars, and particularly the mentally ill persons offered asylum-
like environment. Such an arrangement was enough to further alienate persons
with disabilities. Asylum-like character of the new institutions unleashed in its
wake the process of dehumanization of the PWDs. The Indian Lunacy Act of 1912
was established for the mentally retarded and mentally ill people. The Act allowed
that any wandering or destitute person deemed of unsound mind could be
relegated to an asylum by a magistrate, as could a convict who had become viclent
in prison {(Culshaw, 1983).

Charity

The next phase of change came about with the introduction of special schools
by Christian missionaries. The first school for hearing impaired persons was
established in 1884 by the Roman Catholic missionaries at Mumbai. Likewise,
Miss Annie Sharp started the first school for the blind in 1887 at Amritsar, Punjab.
The school functioned in the premises belonging to the Church of England
Missionary Society. Though sporadic yet a more rational approach to the education
and rehabilitation of persons with disabilities once again surfaced on the socio-
cultural map of India. Inspired by the missionaries, many philanthropic Indians
too came forward to ameliorate the lot of neglected and destitute people including
those with disabilities. The freedom struggle and parallel movements for social
reforms led to conditions conducive to the multiplication of voluntary sector. As
a result, nearly “hundred special residential schools and training centres for FWDs
came into existence which the post-independence State either took over or
registered them under The Societies Registration Act, 1860.

Independent India

Preamble to Indian Constitution while giving a structure and philosophy of
governance clearly lays down “.....secure to all its citizen; Justice, Social, economic
and political; Liberty of thought, expression, belief, tfaith and worship; Lquality
of status and of opportunity; and to promote among them all Fraternity assuring
the dignity of the individual and the unity and integrity of the Nation.....”

Equality

Under right to equality, Canstitution of India guarantees equality for all its
citizens before law and equal protection of law (Article 14) and similarly, to afford
real equality, prohibits discrimination on the grounds of “religion, race, caste,
sex, place of birth or any of them™”(Article 15 and 16). Further, to ensure equality
in the outcome, the Constitution of India in Article 16(3 & 4) encourages the State
....to frame any law, make provision for the reservation of appointments or posts
in favour of any backward class of citizens which, in the opinion of the State, is
not adequately represented in the services...
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There has been a mixed response to the concept of reservation in appointment
to any public office. The judiciary had the cccasion to examine not only the legality
of sich a concept but also its consistency with the right of equality. The most
important judgment, which has set at rest, this cantroversy is the case titled Indra
Sawhney v. Union of India 1992 Supp (3) 5CC. This case is of particular relevance
even from a disability stand point since the apex court also examined the legality
of reservation in favour of the disabled who are not explicitly covered under Article
16 of the Constitution. The Court is of the view that “ ... mere formal declaration
of the right would not make unequals equal. To enable all to compete with each
other on equal plane, it is necessary to take positive measures to equip the
disadvantaged and the handicapped to bring them to the level of the fortunate
advantaged. Articles 14 and Article 16(1) no doubt would by themselves permit
such positive measures in favour of the disadvantaged to make real the equality
guaranteed by them.

Legislature as well as Indian judiciary has justified introduction of special
measures to guarantee de facto equality. In Dr. Jagadish Saran & Ors. Vs. Union of
India, Supreme Court cases 1980, 2 SCC 768, Justice Krishna Iyer held, that even
apart from Article 15(3) and (4), equality is not degraded or neglected where
special provisions are geared to the larger goal of the disabled getting over their
disablement consistently with the general good and individual merit.

Discrimination

The formal recognition to discrimination on grounds of disability is a recent
phenomenon and the laws enacted 20 vears ago generally did not include disability
in the list of prohibited heads of discrimination. For instance, the Indian
Constitution in Article 153 and 16 prohibits discrimination in the matter of
employment and access to public facilities on grounds of religion, race, caste, sex
and place of birth, but is silent on disability. In fact the service rules until 1995
prevented entry of persons with disabilities in higher grades of service. The rule
gave the emplover authority to force premature retirement in public interest and
often employees who acquire disability during service were either forced out of
job or reduced in rank and their opportunity for career enhancement could be
suspended forever.

It is worth noting that even in the absence of formal recognition of disabilitv
based discrimination, the Indian judiciary has been very forthright in setting aside
discriminatory rules. For instance the rule prescribing physical fitness criteria for
entrv in the government service disqualified candidates on account of their
disability. In the case of Nandakumar Narayanarao Ghodmare vs. State of
Maharashtra and Ors. (1995 Vel.6, Supreme Court Cases 720), the candidate was
rejected because of colour blindness. When it was pointed out to the Court that
only 5 posts out of 35 posts required perfect vision, the Supreme Court directed
the Government to consider the case of the appellant and to appeint him to any
of the posts of the Agricultural Class Il Service post, other than the posts which
required perfect vision.

With the increased awareness regarding disability-based discrimination extra
legal safeguards have now been provided in several jurisdictions. The Persons
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with Disabilities (Equal Opportunities, Protection of Rights and Full Participation)
Act, 1995 of India has an exclusive Chapter titled Non Discrimination. The
provisions related to non discrimination in the Act actually builds on Article 15
and 16 of the Constitution. Section 43, 46 and 47 are so clearly stipulated leaving
little room for ambiguity. As a result quasi judicial and judicial bodies have been
able to very expeditiously dispose cases of discrimination. For instance the High
Court of Delhi in Rajbhir Singh vs. DTC, 97 2002 DLT 19 Persons with Disabilities
(Cqual Opportunities, Protection of Rights and Full Participation) Act, 1995,
Section 47 writ of certiorari, reinstated with full back wages and consequential
benefits. The Court directed the respondent “to take petitioner back into service
and pay salary from the date when the respondent stopped paying salary of
termination of his service.

State Obligations

The Preamble, the Directive Principles of State Policy and the Fundamental
Rights enshrined in the Constitution of India, envisage a very positive role for the
State towards its disadvantaged citizens. Article 41 enjoins, “The State shall, within
the limits of its ecanomic capacity and development make effective provision for
securing the right to work, to education and to public assistance in cases of
unemployment, old age, sickness and disablement”.

Despite such a progressive Constitution and judiciary the approach to
disability has been motivated by charity. The Indian society view disability as an
individual issue and treats it within the means available to a family. At the same
time, a large section of Indian society living below the poverty line and the families
in crisis has historically used the services of philanthropic and charitable
institutions. Likewise, the Governments of independent India rely heavily on
charitable NGOs for securing basic rights such as education, work, shelter, health
and nutrition for persons with disabilities. As a consequence, the entire process
of development surpassed people with disabilities.

A distinct Self advocacy movement of people with disabilities gained
momentum during 1970’s which started a sustained campaign demanding
protection and recognition of their human rights. Towards this end, enactment of
a comprehensive legislation having a rights based approach with special emphasis
on social and economic rights was being advocated. Though the government
recognized the need for such a legislation as early as in the year 1980 but, such a
legislation could be enacted only in 1995. The delay could be attributed to the fact
that the Indian Constitution while distributing legislative power between the centre
and the State kept the disability issue in the State list at Entry ¢ of Schedule 7. The
Parliament of India gained competence to legislate on disability issues with the
signing of the proclamation of equality and full participation of people with
disabilities in Asian and Pacific region. Article 249 of the Constitution empowers
the Parliament to legislate on any subject falling in any of the list in order to fulfill
its international obligations.
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15.2.11 National Trust Act, 1999

As certain groups among the disabled are more vulnerable than others
therefore, an enactment for the protection of such persons, their property and
well-being was felt necessary. The enactment of the National Trust for Welfare of
Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities
Act, 1999, aims to fulfill a common demand of families seeking reliable
arrangement for their severely disabled wards. The specific objectives of the Act
are: -

*  Toenable and empower persons with disability to live as independently and
as [ully as possible within and as close to the community to which they
belong.

* To promote measures for the care and protection of persons with disabilities
in the event of death of their parent or guardian.

. To extend support to registered organizations to provide need based services
during the period of crisis in the family of disabled covered under this Act.

The Trust Act mandates the creation of a Local Level Committee comprising
District Magistrate along with one representative from a registered organization
and one person with a disability. The Local Level Committee is vested with the
authority to decide upon the applications of legal guardianship. The Act provides
for the manner in which legal guardians are to be appointed. The conditions of
eligibility, the order of eligible applicants, the disqualifications of applicants are
contained in Regulations 11 to 14. The Act also lays down the duties of the guardian
who has to furnish periodic returns to the LLC about the assets of the ward and
their disposal in his hands. Similarly, the Committee too is required to maintain
inventory and annual accounts of the property and assets, claims and liabilities
submitted by the legal guardians to it.

The overall supervision of this Act is vested with a national trust board
appointed through a democratic pracess by the registered organizations of the
parents and others providing services to this segment of the disabled population.
The Government has contributed Rs. 1 billion to the rust fund. The interest earned
is used in supporting the mandated activities.

Mental Health Act, 1987

No doubt legislative action in the field of disability gained momentum in
mid nineties, however, the enactment of the Mental Health Act of India, 1987
could be possible as the subject of health falls under the concurrent list in the
Constitution; empowering bath the Centre and the State to introduce any measures
inchiding the authority to legislate. The Mental Health Act can be described as a
civil rights legislation with its focus at regulating standards in mental health
institutions. There are serious question marks to the effectiveness of this Act in
ensuring protection to his person, property and its management of persons
covered. For instance until recently many mentally ill persons were consigned to
jails and those living in mental health institutions were no better as the conditions
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both in prisons and in mental institutions were far below the stipulated standards.
In Sheela Barse Vs. Union of India & Anr. 1993 4 S5ELE 204 a case of detention of
non-criminal mentally ill persons in the jails of West Bengal. Their appalling
conditions were noted by the Supreme Court, which observed that admission of
nen-criminal mentally ill persons to jails is illegal and unconstitutional.

Similarly, in Chandan Kumar Banik - Vs - State of West Bengal, 1995 Supp.
|4] SEE 505, the Supreme Court went into the inhuman conditions of the mentally
ill persons in a Mental Hospital at Mankundu in the District of Hooghli. The
Supreme Court deprecated and discontinued the practice of tying up with iron
chains of patients who were unruly or not physically controllable and ordered
drug treatment for these patients. The indifference of State and private authorities
once again caused the tragic death of 26 inmates at Erwadi as they were ted to
their beds on the night the fire broke out in August 2001. Following this tragedy
the National Human Rights Commission of India advised all the Chief Ministers
to submit a certificate stating “no persons with mental illness are kept chained in
either Government or private institutions”.

The Commission is mandated under section 12 of the Protection of Human
Rights Act 1993 to visit the Government run Mental Hospitals to “study the
living conditions of the inmates and make recommendations thereon”. In 1997
Project Quality Assurance in Mental Health institutions was initiated to analyze
the conditions generally prevailing in 37 Government run mental hospitals and
departments. The findings of this study (1999} confirm that Mental Hospitals in
India are still being managed and administered on the custodial model of care
characterized by the prison like structures with high walls, watchtowers fenced
wards and locked cells. Mental hospitals are like detention centres where persons
with mental illness are kept caged in order to protect the society from the danger
their existence poses.

The studv further points out although the Mental Health Act has come into
effect since 1987, admissions and discharges are still being governed by the Archaic
and Inhuman provisions of the Indian Lunacy Act 1912, The project report says
that in NIMHANS (Karnataka) “some referrals from the magistracy still come
under the Indian Lunacy Act”. Percentage of involuntary admissions is found to
be very high and the provisions of section 19 permitting admission under certain
special circumstances by a relative or a friend are being widely abused. The
comprehensive findings of this study along with a set of detailed guidelines for
quality assurance in mental health institutions are compiled in a report which
has been circulated to all the Health Secretaries in the States. The NHRC right
from its inception has proactively initiated several measures and has been
appointed by the Supreme Court to supervise the functioning of a few mental
health institutions.

Persons with Disabilities Act, 1995

The enactment of Persons with Disabilities (Equal Opportunities, Protection
of Rights and Full Participation) Act, 1995 is a signal achievement of the Indian
disability movement. Preamble to this Act clearly delineates its objective of
promoting and ensuring equality and full participation of persons with disabilities.
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The Act aims to protect and promote economic and social rights of people with
disabilities. The Act covers 7 disabilities. The criteria for classification of each
category of disability embodied in the respective definitions of concerned disability
group are medical and not based on social perception of disability.

The Act spells out the responsibilities of the various organs of the State and
also provides policy guidelines. The Act lays down specific provisions for the
development of services and programmes for equalizing the opportunity for the
enjoyment of right to education, work, housing, mobility and public assistance in
case of severe disability and unemployment. To execute the mandated
responsibilities Central Coordination Committee and State Coordination
Committees have been envisaged in a multi-sectoral mode representing major
developmental ministries, members of parliament, disability NGOs and a woman
with disability. To redress individual grievances and to provide safe guards to the
rights of persons with disabilities, to monitor implementation of disabilities related
laws, rules, regulations and to oversee utilization of budget allocated on disability
the institution of Chief Commissioner in the Centre and Commissioner for persons
with disabilities in the States have been provided. These quasi-judicial bodies are
vested with the powers of a civil court. The wide-ranging provisions of this Act
are compiled under 14 different chapters.

This historic legislation has been a corner stone of evolution of jurisprudence
on the rights of persons with disabilities. As a result disability concerns have
come into sharp focus. Within a period of 7 years of enforcement of this enactment
its weaknesses have also surfaced in the absence of powerful implementing
instrumentality. Unlike usual indifference the government soon realized these
weaknesses and exceeded to the demand of disability movement for overall review
of the Act. Towards this end a Committee was constituted which harmonized
views of the disability sector and relevant bodies in its comprehensive report.
Unfortunately, no concrete proposal has been moved to the Indian parliament for
carrying out such amendments that have been felt necessary to plug the loop
holes in the present Act.

RCI Act, 1992

The Rehabilitation Council of India was set up by the Government of India
in 1986 initially as a scciety to regulate and standardize training policies and
programmes in the field of rehabilitation of persons with disabilities. The need of
minimum standards was felt urgent as majarity of persons engaged in education,
vocational training and counseling of persons with disabilities were not
professionally qualified. Poor academic and training standards adversely affect
the chance of disabled in the world of work. Therefore, an Act of Parliament in
1992 enhanced the status of the Council to a statutory body with an aim:

1}  To standardize training courses for professionals dealing with people with
disabilities.

2}  To prescribe minimum standards of education and training of various
categories of professionals dealing with people with disabilities

3)  To regulate these standards in all training institutions uniformly throughout
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the country.
4}  To promote research in rehabilitation and special education.
3)  To maintain Central Rehabilitation Register for registration of professionals.

The RCI regulates training standards for sixteen categories of rehab workers.
The Council is proactively promoting training and research initiatives utilizing
experience of specialized as well as mainstream academic institutions.

International Norms and Standards on Disability

In the 1970s, the evolution in thinking of disability issues at the United Nations
manifested itself in a number of UN initiatives, which embraced the growing
international concept of human rights of persons with disabilities and equalization
of opportunities for them. For instance, in resolution 2856 (XXVI1) of 20 December
1971, the General Assembly proclaimed the Declaration on the Rights of Mentally
Retarded Persons. According to the declaration “the mentally retarded person
should enjoy the same rights as other human beings, including the right to proper
medical care, economic security, the right to training and rehabilitation, and the
right to live with his own family or with foster parents. Furthermore, the Assembly
declared that there should be proper legal safeguards to protect the mentally
retarded person against every form of abuse if it should become necessary to
restrict or deny his or her rights”.

UN Declaration of 1975

In 1975, the General Assembly of the UN adopted the Declaration on the
Rights of Disahled Persons, which proclaimed that “disabled persons have the
same civil and political rights as other human beings.” The Declaration states,
Disabled persons should receive equal treatment and services, which will enable
them to develop their capahilities and skills to the maximum and will hasten the
process of their social integration or reintegration”. This Declaration is a
comprehensive instrument with a clear focus on the rights of persons with
disabilities. These Declarations have not been used enthusiastically by the disability
movement in furthering their agenda perhaps due to non-binding character and
inadequacies of content. For instance, Article 7 (Right to work) of the Declaration
on the Rights of Disabled Persons imposes a limitation in the enjoyment of right
by persons with disabilities by mentioning “according to their capabilities, to
secure and retain employment or to engage in a usetul, productive and
remunerative occupation.”

Wortld Programme of Action, 1981

The world community observed 1981 as the International Year of the Disabled
Persons. [ts central theme was — “Full participation and equality”. It set the trend
of human rights in the disability arena, as the State was held responsible to
guarantee enjoyment of full citizenship and fundamental rights by persons with
disabilities. Subsequently, the UN General Assembly adopted the World
Programme of Action, the most comprehensive global strategy which placed
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‘equalization of opportunities’ as a central theme and as its guiding principle for
the achievement of full participation of persons with disabilities in all aspects of
social and economic life. To give recognition to economic, social and cultural
rights of persons with disabilities the period 1983 —1993 was observed as the UN
Decade of Disabled Persons. The Decade intensified debate on equal opportunities
and non-discrimination. Recognition of the inherent equality of all human beings
as well as the entitlement of each individual to all human rights forms the core of
human rights law. In international human rights law, equality is founded upon
two complementary principles: non-discrimination and reasonable differentiation.
The principle of non-discrimination seeks to ensure that all persons can equally
enjoy and exercise all their rights and freedoms. Discrimination occurs due to
arbitrary denial of opportunities for equal participation. For example, when public
facilities and services are set on standards out of the reach of persons with
disabilities, it leads to exclusion and denial of rights. Kquality not only implies
preventing discrimination {example, the protection of individnals against
unfavorable treatment by introducing anti-discrimination laws), but goes much
beyond in remedying discrimination against groups suffering systematic
discrimination in society. In concrete terms, it means embracing the notion of
positive rights, affirmative action and reasonable accommodation.

LN Standard Rules, 1993

The UN Standard Rules on the Equalization of Opportunities for People with
Disabilities, 1993 is an instrument based on the principle of material equality. The
principle of ‘equal rights’ in the Standard Rules is described as implying “that the
needs of each and every individual are of equal importance, that those needs
must be made the basis for the planning of societies and that all resources must
be employed in such a way as to ensure that every individual has equal
opportunities for participation.”

The UN Standard Rules, for their very nature, have been recognized as a
human rights instrument. [n the first operative paragraph of resolution 2000/51,
the Human Rights Commission recognizes the UN Standard Rules as an evaluative
instrument to be used to assess the degree of compliance with human rights
standards concerning disabled people. The Commission recognizes that “any
violation of the fundamental principle of equality or any discrimination or other
negative differential treatment of persons with disahbilities inconsistent with United
Nations Standard Rules on the Equalization of Opportunities for Persons with
Disabilities is an infringement of the human rights of persons with disabilities

The Standard Rules are classified into fonr parts. Part one - “Preconditions
for equal participation” - consist of four rules. They state basic areas like the
awareness-raising, medical care and treatment, rehabilitation and support services.

Part two - “Target areas for equal participation” - describes the responsibility
of the society in eight main areas like accessibility, education, employment, income
maintenance and social security.

Part three consists of ten comprehensive riles. Among those are information
and research, policy-making and planning, legislation, co-ordination of work,
the role of the disability organisations and personnel training,.
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Part four of the Standard Rules, lays down a mechanism for the monitoring.
This is the unique feature in a non-binding instrument in the category of ‘soft’
law. The purpose of monitoring is to enhance the awareness and application of
the Rules. The Special Rapporteur appointed by the UN is charged with the
responsibility of monitoring the implementation by the States and to suggest
measures for better implementation of the Rules.

Even if ten vears have passed since the adoption of these Standard Rules by
the UN General Assembly, their application in countries remains verv different
and uneven. In 1999, WHO (WHO/DAR) in consultation with UN Special
Rapporteur an Disability and his panel of experts, developed a questionnaire
based on which a study was carried out to access application of Standard Rules
particularly Rule 2 on medical care; Rule 3 on rehabilitation; Rule 4 on support
services; and Rule 19 on Personnel training. According to the report on the analysis
of the answers received from 104 countries “the application of Standard Rules
requires strengthening in all the four areas of investigation.”

Despouy Report, 1984

In August 1984, the Sub-Commission on Prevention of Discrimination and
Protection of Minorities appointed a Special Rapporteur, Mr. Leandro Despouy,
to conduct a comprehensive study on the relationship between human rights and
disability. In his report (1993), Mr. Despouy made it clear that disability is a human
rights concern, with which the UN monitoring bodies should be involved.

International Covenant on Economic,
Social & Cultural Rights (ICESCR) 1994

The Committee on Economic, Social and Cultural Rights under International
Covenant on Economic Social and Cultural Rights (ICESCR) in 1994 assumed the
responsibility for disability rights by issuing a General Comment No 5, in which
the Committee makes an analysis of disability as a human rights issue. The General
Comment states: “The Covenant does not refer explicitly to persons with
disabilities. Nevertheless, the Universal Declaration of Human Rights recognizes
that all human beings are born free and equal in dignity and rights and, since the
Covenant's provisions apply fully to all members of society, persons with
disabilities are clearly entitled to the full range of rights recognized in the Covenant.
Moreover, the requirement contained in Article 2 of the Covenant that the rights
enunciated will be exercised without discrimination of any kind based on certain
specified grounds or other status clearlv applies to cover persons with disabilities”.

International Covenant on Civil & Political Rights

The Quinn and Degener study on the use of human rights instruments in the
context of International Covenant on Civil and Political Rights, suggests that out
of 114 States party reports reviewed, 76 {67%) made some reference to disability.
Other than addressing social welfare measures and equality laws, States party
reparts tend to refer to disabled persons in connection with civil commitment
and the compulsory treatment of mentally ill or intellectually impaired persons.
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The States parties with reference to disabled persons do not extensively cover
treatment of disabled defendants and prisoners, voting rights, marriage and
divorce laws, and immigration laws and bioethics issues. With the exception of
the initial report of the Czech and the second periodic report of Ireland, which
trankly acknowledge that State prisons are unable to accommeodate disabled
prisoners. Denmark reports that the state has established a training programme
for police officers on how to deal with disabled prisoners. UK reports that a
common standard of conduct has been laid down for all the staff working in
prisons, which also refers to disabled inmates. These trends reflect greater respect
for civil and political rights of persons with disabilities in a much broader context.

The various civil and political rights contained in the ICCPR can be classified
under four broad categories: a) rights that refer to human existence b) liberty
rights ¢} associational rights and d) political rights. All rights enshrined in this
Covenant are of equal importance to PWDs. For instance, Article 14 and 15
recognize important rights in the context of criminal proceedings such as the
right to a free hearing, including “to have a free assistance of an interpreter if he
cannot understand or speak the language used in court.” (Theresia, 2002). Freedom
from slavery and servitude (Article 8) is an important right for disabled persons
both within the special and the mainstream institutions. In many countries children
and women are abducted, maimed and disabled to be used for beggary and as
domestic and bonded labour. Vielations of this nature are clearly covered by this
Article. General Comment No § stresses that Article 9, paragraph 1 (the right to
likerty and security of person): is applicable to all deprived of liberty, whether in
criminal cases or in other cases such as, mental illness, vagrancy, drug addiction,
immigration control etc. Article 25 of the aforesaid Covenant “establishes the
right of everyone to take part in the conduct of public affairs, directly or through
freely chosen represenlatives; to vote and be elected al periodic elections by
universal suffrage; and to have access, on general terms of equality, to public
service in his country”. The norms laid down in the International Standards are
predominantly protective in nature and do not exclude any individual or class of
individuals. In General Comment No 8§, the Committee on Human Rights
establishes that physical disability can never be a legitimate ground for restricting
the right to vote. Neither may any intellectual disability be considered a reason
for denying a person the right to vote or to hold office. The Comment further
states that persons assisting disabled voters must be neutral, their enly task being
to preserve the independence of the voter. The Comment highlights the importance
of participation in the political process by persons with disabilities whao constitute
a sizeable minority but have been an insignificant political constituency due to
unfavorable circumstances. From the approach adopted by the Trealy Monitoring
body, it is evident that people may be different from a physical and intellectual
standpoint but so far as their civil and political rights are concerned, all people
are the same.

Convention on Rights of the Child

There’s yet another important international instrument viz. Convention on
Rights of the Child which establishes the rights of a disabled child to effective
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access and reception of education, training, health care services, rehabilitation
services, preparation for employment and recreation opportunities in a manner
conducive to the child’s achieving the fullest possible social integration and
individual development, including his or her cultural and spiritual development
(Article 23). In fact, this is the only instrument, which has comprehensive and
exclusive provisions regarding rights of the disabled children although Article 2
of this Convention prohibits any discrimination in respect of the enjoyment of
Convention rights on the ground of disability. In paragraph 2 of Article 23, States
parties are enceuraged and required to ensure assistance to children with
disabilities who are eligible and who apply for such services. The Committee on
the Rights of the Child has identified four general principles that should guide
the implementation of all Convention rights: a) non-discrimination b) best interests
of the child ¢} right to survival and development d) right to be heard and to
participate. “The Committee on the Rights of the Child considers the self
representation and full participation of children with disahilities as central to the
fulfillment of their rights under the Convention. Article 12 may thus be viewed as
the Convention’s backbone. It encourages States parties to give a face to the invisible
and a voice to the unheard, thereby enabling children with disabilities (0 enjoy a
full and decent life in accordance with Article 23. Furthermore, the Committee
has expressed its determination to do all it can to encourage governments to
prioritize the rights of children with disabilities, and in line with Article 12 to
ensure that disabled children participate in devising solutions to their problems.”
(Kilkelly, 2002) The CRC is unique in explicitly addressing the issue of disability,
and it therefore has a great potential in advancing the rights of children with
disabilities.

Convention against torfure

The Convention (The Convention Against Torture and Other Cruel, Inhuman
or Degrading Treatment or Punishment) is of particular relevance to millions of
people with disabilities who are subjected to inhuman and degrading treatment
in the institutions meant for their care and development. The imbalance of power
is the root cause of such violations which happen due to poor supervision and
arbitrary standards in the special institutions for persons with disabilities. Mental
health institutions, homes for severely and multiply disabled are the breeding
grounds of such unlawful practices. Torture has aroused profound concern in all
quarters. Article 5 of the overarching Universal Declaration on Human Rights
and Article 7 of ICCPR prevent inhuman and degrading treatment including
medical treatment without the consent of the individual in question. The fact
that the Convention only covers torture committed by or with the consent of
public officials may be thought to limit its significance in the context of disability.
Since increasingly, countries in the developing world and some in the developed
are routing services through private voluntary organizations it becomes all the
more necessary for the States to regulate standards and working of these
institutions to check instances of abuse as States parties are under an obligation
to prevent torture (Article 2). Persons with disabilities who are institutionalized
rarely take recourse to legal remedies. It is mainly due to their total dependence
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for survival on these institutions and State sponsored care providers. In this respect,
the disability related discrimination is an outcome of inadequate regulations and
indifference to the problems faced by the disabled. Article 4 of the Convention
requires each State party to ensure that all acts of torture and criminal offences
are covered under the domestic law and their record is maintained category wise.
Reports should, therefore, provide detailed information on criminal laws that
prohibit torture. Emphasis should be placed on their applicability to persons with
disabilities.

Convention on the Elimination of all Forms of
Discrimination against women

Convention on the Elimination of all Forms of Discrimination against Women
(CEDAW) is a human rights treaty with the focus on women in general and
marginalized and vulnerable women in particular. Recognizing that disability
combined with gender stereotype cause multiple disadvantages, the Treaty
Monitoring Body under this Convention adopted General Recommendation No
18, which urges State parties to include information on women with disabilities
in their periodic reports with respect to their exercise of several rights contained
in the Convention. T'his makes it amply clear that all provisions contained in this
Convention are very much applicable to women with disabilities as they are for
other women. The purpose of adopting a General Comment is to assist State parties
in fulfilling their reperting obligations. The attention of the State parties through
a General Comment is drawn to the insufficiencies and to the neglected areas.
The Treaty Monitoring Body not only analyses the shortcomings in the report but
also provides useful suggestions to stimulate appropriate response from the State
parties. Most importantly, the General Comments offer authoritative interpretation
of the Covenant and its application in domestic law.

ILO Discrimination (Employment & Occupation) Convention 1958

In addition to the UN human rights instruments, the International Labour
Organization has developed a number of international instruments relevant to
disability — including ILO Convention No. 159 concerning Vocational Rehabilitation
and Employment of Disabled Persons, Convention No. 142 concerning Vocational
Guidance and Vocational Training in the Development of Human Resources,
Convention No. 168 concerning Employment Promotion and Protection against
Unemployment, Convention No. 102 concerning Minimum Standards of Social
Security, Convention No. 121 concerning Benefits in the Case of Employment
Injury and related ILO instruments, such as the ILO Code of Practice on Managing
Disability atthe Workplace. Of particular note is the Discrimination (Employment
and Occupation) Convention 1958 (International Labour Organization Convention
no.111) which defines “discrimination” as: any disfinction, exclusion or preferernce”
[made on any of the grounds specified in the Convention itself or specified by the State
concerned] “which has the effect of nullifying or impairing equality of opportunity or
treatment in employment oy occupation. Distinctions in respect of any particular job,
based on the inherent requirements of the job, do not constitute discrimination.?
The Convention also specifies, in Article 5, that special measures, including
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affirmative action, for people with disabilities may be introduced without being
prohibited as discrimination against other workers:

*  Special measures of protection or assistance provided for in other
Conventions or Recommendations adopted by the International Labour
Conference shall not be deemed to be discrimination.

. Any Member may, after consultation with representative employers’ and
workers” organisations, where such exist, determine that other special
measures designed to meet the particular requirements of persons who, for
reasons such as sex, age, disablement, family responsibilities or social or
cultural status, are generally recognized to require special protection or
assistanice, shall not be deemed to be discrimination.

Disability Convention

The UN General Assembly in its Resolution 36/168, 2001 recognizes that
Governments, UN bodies and NGOs have not been successful in promoting full
and effective participation and opportunities for persons with disabilities in
econormic, social, cultural and political life. Expressing deep concern “about the
disadvantages faced by 600 million disabled around the world” the General
Assembly passed a resolution to establish an Ad-hoec Committee to consider
proposal for a comprehensive and integral international Convention taking into
account the recommendations of the Commission for Human Rights and the
Commission for Social Development.

While arguing for the Disability Convention, the Asian and Pacific forum of
Human Rights institutions emphasizes that “a coherent and integrated human
rights approach to disability cannot be developed under the present treaty system”
and an exclusive Convention would give “stafus, authority and visibility” (o
disability in the human rights area which cannot be achieved through the process
of reform of existing instruments and monitering mechanisms. Adding a new
treaty would also complement existing international standards for the rights of
the disadvantaged. Favoring thematic treaty an disability rights Gerard Quinn
states “It would make much more sense to encapsulate the relevant human rights
standards in a single legal instrument. It would clarify State parties obligations
and it would give disability NGOs a clear target — one that is dedicated to disability
rights in a holistic sense. This, in turn, could potentially enable international law
to accelerate positive developments within states.”

In conclusion, intermational and domestic laws are a reliable vehicle that can
aid transformation in material conditions and mental attitudes towards disabilities.
The contemporary international law recognizes that all States have a duty under
article 56 of the charter of the United Nations to ensure respect for and to observe
human rights, including the incorporation of human rights standards in their
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national legislation. The Constitution of India empowers the government to take
measures necessary to honour India’s commitment to any international treaty or
agreement. In the last 10 years government has adopted special laws, policies
and schemes which are briefly analyzed here.

International instruments, such as declarations, resolutions, principles,
guidelines and rules, are not technically legally binding. They express generally-
accepted principles and represent a moral and political commitment by States.
They also can be used as guidelines for States in enacting legislation and
formulating policies concerning persons with disabilities. General policy
instruments, such as the outcome documents of world summits and conferences,
are applicable to persons with disabilities. These instruments include, for example,
the Copenhagen Declaration and Programme of Action adopted at the World
Summit for Social Development (6-12 March 1995), and the Millennium Declaration
and the Millennium Development Goals adopted at the United Nations
Millennium Summit in September 2000.

Disability Specific non-binding International Instruments

Several disability-specific non-binding international instruments have been
adopted at the international level. The instruments include:

*  Declaration of the Rights of Mentally-Retarded Persons,

. Declaration on the Rights of Disabled Persons,

e World Programme of Action concerning Disabled Persons,

e Tallinn Guidelines for Action on Human Resources Development in the Field
of Disability,

*  Principles for the Protection of Persons with Mental Illness and the
Improvement of Mental Health Care,

e  5Standard Rules on the LEqualization of Opportunities for Persons with
Disabilities,

. ILO Recommendation concerning Vocational Rehabilitation of the Disabled,

e  [LO Recommendation concerning Vocational Rehabilitation and Employment
{(Disabled Persons),

. Sundberg Declaration on Actions and Strategies for Education, Prevention
and Integration, adopted by the UNESCO World Conference on Actions
and Strategies for Education, Prevention and Integration, Malaga (Spain), 2
- 7 November 1981,

. Salamanca Statement and Framework for Action on Special Needs Education,
adopted by the UNESCO World Conference on Special Needs Education:
Access and Quality, Salamanca (Spain), 7 - 10 June 1994 .
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Asian and Pacific Decade 1993-2002

The Governments of the ESCAP region, proclaimed, the Asian and Pacific
Decade of Disabled Persons, 1993-2002, by resoclution 48/3 of 23 April 1992, at
Beijing. The resolution was intended to strengthen regional cooperation in
resolving issues affecting the achievement of the goals of the World Programme
of Action concerning Disabled Persons, especially those concerning the full
participation and equality of persons with disabilities. The Meeting held at Bangkok
in June 1995 examined the progress made since the introduction of the Decade
and adopted 73 targets and 78 recommendations concerning the implementation
of the Agenda for Action, including the gender dimensions of implementation.
Qf the 12 policy areas under the Agenda for Action, ESCAP has focused its efforts
on areas that were not covered by the mandates of other United Nations
instruments and bodies. The policy areas include national coordination,
legislation, information (in particular, disability statistics), accessibility, assistive
devices and self-help organizations of disabled persons. A comparative advantage
of the LSCAP disability programme was the development of active inter-divisional
collaboration, including the ESCAP Human Settlements Section, in the promotion
of non-handicapping environments; the Rural Development Section, in poverty
alleviation among rural disabled persons; the General Transport, Coordination
and Communications Section and the Tourism Unit, in the promotion of accessible
public transport and the promotion of barrier-free tourism. However, despite the
achievements of the Decade, persons with disabilities remain the single largest
sector of those least-served and most discriminated against in almost all States in
the region. Much remains to be done to ensure the full participation and equality
of status for persons with disabilities. Therefore, the countries in the region have
decided to launch a follow up decade 2002-2012, with an aim to create barrier-
free rights based society. It is hoped that the extension of the Asian and Pacific
Decade of Disabled Persons for another 10 vears will complete the achievement
of the Decade goal of full participation and equality of people with disabilities.

Biwako Millennium Framework 2003-2012

In May 2002, ESCAP adopted the resolution “Promoting an inclusive, barrier-
free and rights-based society for people with disabilities in the Asian and Pacific
region in the twenty-first century”. The resolution also proclaimed the extension
of the Asian and Pacific Decade of Disabled Persons, 1993-2002, for another decade,
2003-2012.

The “Biwako Millennium Framework” outlines issues, action plans and
strategies. To achieve the goal, the framework identifies seven priority areas for
action, in each of which critical issues and targets with specific time frames and
actions follow. The seven priority areas include:

(1) Self-help organizations of persons with disabilities

(2) Women with disabilities
(3) Early intervention and education
(4) Training and employment, including self-employment
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(3) Access to built environment and public transport
(6) Access to information and communication including ICT

(7) Poverty alleviation through capacity building, social security and sustainable
livelihood programme

The next decade will ensure the paradigm shift from a welfare approach to
a rights-based approach to protect the civil, cultural, economic, political, and
social rights of persons with disabilities.

Conclusion

To conclude, legislative initiatives in India gained momentum during last
decade and the thrust of all these initiatives is on achieving equality of people
with disabilities both by granting thern basic socio economic rights as well as by
taking various affirmative and special measures to achieve real equality. National
Human Rights Commission has also started focusing on human rights issues of
PWD by integrating their concerns inte all aspects of its work. The Commission
has outlined a broad pelicy approach and as prioritize 14 areas for intervention
with the aim to remove structural inadequacies by encouraging disability inclusive
laws, policies and programmes at all levels. Thus, India is now poised towards a
legal framework which would provide adequate safeguards both procedural and
substantive for the protection of full range of their human rights. International
initiatives have a positive bearing on the legal protection India has afforded to its
disabled citizen, vice versa it has a potential to contribute to the proposed binding
convention on the theme of disability.
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Chapter 1 6

Public-Private Partnership

Nandini S Rawal

Coopemtion and participation of civil sociefy is one of the key elements for successful
intervention in any secial sector development programme. When it comes to ameliorating
the conditions of the disadvantaged sections of the society such as persons with disabilities
and more so when major wumber of such population live in rural areas it is almost not
possible for any governnient agency ko ensure optinium infervention teithont invelvement
of civil society. The author discusses the increasing impaortance of public-private parinership
in this fast emerging vight based approach, and increased Government commitments,
Emphatic mantra of success today is that of colloboration, corporation nefwork and
partnership. Highlighting fruits of successful partnership between State Government and
the NGO, she is involved in, the nuthor gives a clarion call to both the governmental and
non-governmental erganisations to brenk walls and niove collaborative efforts, an effective
partnership for ensuring speedy empowerment of PWD.

Introduction

With the advent of the twenty-first century, walls have been broken, barriers
between countries have crashed, markets have metamorphosed and technology
has enabled information to be disseminated across the world within the blink of
an eye. Traditional enemies are allies, competitors have merged and are happily
working amicably together, The world has become smaller, thanks to an excellently
planned and orchestrated technological network. This amazing network has
enabled the free and unfettered flow of information.

If all these changes are taking place in the world, can the field of rehabilitation
remain unaffected, untouched? From a veiled mystified, rigid rehabilitation feld,
we NGOs are today an open, vociferous, ‘visible’ animated and ‘empowered’
agent of development. The last decade has seen a revolutionary change in the
field of disability in India

Deterrants in Public-Private Partnership

Traditionally, Indian society have developed different attributes for both
private and public sectors while, private sectors are viewed as being flexible, open
and lucrative. Public enterprises are seen as rigid, powerful, all encompassing
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but not very effective. The debate of the pros and cons of each sector are many
and varied. Basically, both sectors are different and in these differences lie their
strengths. It is these differences that will help to complement one another and
bring in synergistic returns in the event of an effective public-private partnership.

However, when there is talk of collaboration with someone or some
organization that is different in terms of practice from one’s own, there is an
immediate resistance. Suddenly all our guards are up. Why then as rehabilitation
organizations stand alone?

(i) Traditionally the field of rehabilitation has been dominated by NGOs.
There are a large number of government organizations also which have emerged
as large players. If one sees the dynamics, one will observe that organizations
whether government or NGO, they rarely collaborate with one another.
Organisations in the same city do not meet one another for any consultative inputs.
Heads of organizations from the same organization, meet each other at national
workshops or international consultations. Organisations generally feel very
insecure about meeting and sharing with one another due to the spirit of
competitiveness and existence.

The field of disability has become very sophisticated and technical over the
past 30 years. Experience and expertise has been honed and perfected and many
spheres of expertise have become the sole preserve of certain agencies whether
government or NGOs. The areas of expertise are guarded jealously and zealously
as if their monopoly will be shattered if they share their knowledge. The other
logic is that we are not open minded enough to share. For e.g. certain agencies
have developed check lists for intervention and assessment in duplication of efforts
and reinventing of the wheel.

Certain fields of expertise become the Unique Selling Proposition {USP) of
the agency i.e. the agency has a competitive advantage because of ane of its unique
characteristics. For e.g. a certain agency may have expertise in the assessment of
persons with multiple disabilities. This assessment team becomes a USP of the
organization. This makes some arganizations reluctant to share their knowledge
for fear of losing its rank if other people get the knowledge and the skills.

(iii) Apparently it is, sometimes lack of inter-agency faith that stops
partnership efforts. Agencies are not sure or are wary of the outcomes of
collaboration.

Partnership: Essence of Success

In this fast emerging scenario of rights based approach to rehabilitation and
increased Government commitments coupled with IT revolution, today’s mantra
of success is that of colloboration, cooperation, networking and partnerships

Since the world came into being, partnerships have come into existence,
starting with Adam and Lve- which resulted into the social custom of marriage —
probably the longest surviving Partnership today.

This is a Partnership of sharing, love, and convenience but are professional

partnerships different? Webster’s Ninth New Collegiate Dictionary defines
Partnerships as:
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a. Legal relationship between two or more persons contractually associated as
Joint Principals in a business

b. A relationship resembling a legal partnership and usually involving close
cooperation between parties having specified and joints rights and
responsibility.

The public and the private sectors by their very name are totally different in
torm, structure, operating style, resources and reach. A true marriage between
these sectors would vield good results in the benefit of the disabled persons.

The resultant benefits include the following:
*  duplication of resources would be avoided
*  cost-effectiveness
e foster excellence
*  help build capacities
*  promote equality and access

Partnership Statement

Partnership is a relationship of substance between two or more organisations
involving shared responsibilities in undertaking activities as mutually agreed
upon. The Principles of Good Partnership Practice state:

*  All partners should know what is involved

*  All partners shonld be informed and continually updated
. Transparency in practice

*  Openness of heart and mind

¢ Adherence to principles

Ltfective public private partnership support alone do not stand for funding.
It stands for sharing of resonrces (Human & Material), sharing of expertise,
empowerment of personnel,sharing of goodwill and mutual assistance in prablem
solving

Keys to successful partnership

*  Identify & Quantify your needs:The best of partnerships can work if partners
are aware of their needs properly. They need to be sure of the exact quantity
and quality of the collaboration.

*  Prepare your records: The partnership statement needs to have proper
recards in terms of expectations of both parties and responsibilities of each.

*  Present your need with substantive data: The partners need to meet each
other with substantive data about the extent of cooperation, involvement of
personnel, risks foreseen, sharing of benetfits etc.

*  Acknowledge your partners: Partners need to acknowledge each others

expertise, contribution and collaboration. This will lead to a healthy and
open relationship.
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. Maintain accountabilityée transparency: Partnerships will stand the test of
time if partners are frank, open and transparent in their dealings. Any
opaqueness in dealing will lead to mistrust and suspicion.

. Be courteous and prompt in reparts: Partners need to follow etiquette and
decorum in dealing with one another. They should try to see that no feathers
are ruffled in the partnership.

*  Publicize the cause: When both partners get together and publicize the
benefits of their partnership, the field of rehabilitation will be benefited.

Public Private-Partnership strategies

Like the Global Pragramme for sight-the Vision 2020 Programme, the Indian
Scenario should see the emergence of a well developed and well enunciated policy
called “FParinership Pact for Progress”. For this, we need to identify “Sensitive
Companies & Training [nstitutes” which have a good business model, have strong
performance cultures and aim for technology advantage. The organizations must
address the future of rehabilitation in a pro-active manner and believe in the
need for convergence and building up synergy through cooperation. The possible
areas of collaboration between the Private and Public could be the following

*  Human Resource Development

. Technology

. Manufacture of Rehabilitation Aids and Assistive Devices

. Prevention and Cure of preventable and curable disabilities

. Consumable materials for rehabilitation

The Key Players and Stakeholders in the Partnership

- Persons with Disability

- Rehabilitation Council of India, National Trust, Ministries
- Training & Lducational [nstitutions

- Universities

- Rehab Professionals

- Corporates

- Government

- Other Partnering Organisations

- NGOs

Some examples of corporate sector partnerships may be funding HRD
programmes recognized by RCI, financing research in the development of
techinology and dissemination of the same for the benefit of disabled, manufacture
and distribute assistive devices at highly subsidized rates, through NGOs etc.
Funding of preventive efforts through free supply of drugs by the pharmaceutical
companies can be done, Consumable materials like Braille paper, tubes, pipes for
wheelchairs could be organized by the industries.



Public-Private Partnership 311

Partnerships: An example

The Blind People’s Association (BPA), the organization to which the author

belongs has blazed a trail in forging partnerships with the Corporates on one
hand and the Government Sector on the other, in areas such as, policy making,
programme development, advocacy, awareness creation, service delivery and
creation of equal opportunities for persons with disabilities.

(i)

Spread of Integrated Education: The Government of Gujarat funded a total
of 2000 disabled children at a cost of Rs. 1.2 Crores. The BPA and the
Governmental sat together and developed a plan tor reaching out to 30,000
additional children, including teacher training, development of teaching
learning material. The budget taday stands at Rs. 12.5 Crore.

Ashtavakra Scheme of Community Based Rehabilitation: The scheme of BI’A
for covering the 225 tehsils of Gujarat was approved by the Government at a
total cost of Rs. 76 crore. The BPA is the nodal agency while the project is
implemented by different local NGOs,

Give Vision Everyday (GIVE) Initiative with Torrent Pharmaceuticals: It is a
joint initiative that BPA has with Torrent. Torrent has prepared publicity
material on eye care and rehabilitation of the blind and donates 50 paise on
every strip of “One-Up” tablets.

ONGC’s Employment Initiative: ONGC was requested to help fund self
employment ventures for the disabled. The BP’A approached the Ahmedabad
Municipal Corpoeration and requested it to reserve 100 spaces for the disabled.
The ONGC has funded setting up of sales kiosks and telephone booths.

Voice & Vision with NIMH and Hilton Perkins International Program: The
best experts in this field from the government and NGO sector got together
with the financial patronage of the Hilton Perkins Program and the
administrative backing of the NIMH. A wonderful source book for parents
and practitioners has been published.

Other initiatives: It has coordinated with a number of agencies for
employment of blind persons, meditation, free land, medicines, diagnostic
services, computerized Braille press etc. It has effectively fostered partnership
with a number of organizations including Handicap International, Sight
Savers International, Christoffel Blindenmissior, Die Johanniter, Helpage
International, Healthlink Worldwide and International Council for Education
of People with Visual Impairment{ICLVI) for promoting welfare of visually
impaired.
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Conclusion

In a nutshell, the prescription for Partnership for today is to assess
requirements,identify players,put processes in place, move towards collaborative
efforts,meet partners regularly, evaluate the partnerships for further strengthening
and modify the same for mutual benefit. Successful partnership between the
NGOs and corporate sector will not only help sensitize that segment of society
towards the cause, but also attract material help for the welfare of persons with
disabilities. Partnership with the Govermmetn is becoming an essential conditions
tor both parties to succeed. Neither the Government can succeed on a stand
alone basis with its limited institutional infrastructure in achieving the objective
of effective empowerment of persons with disabilities nor the NGOs can work to
their fullest potential and build capacities and achieve new heights of success
without partnership. With the Government agencies and Departments.
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Chapter 1 7

Future Challenges in
Rehabilitation of
Persons with Disabilities

HPS Ahluwalia

The author, in this chapter submits Iis own experience after getting injured in the
war of 1965 and presents his view point. As regards the major challenges faced by the
persons with disabilities and also the agencies involved in social economic rehabilitation
gfforts, the author contents education, vocational rehabilitation and employment accessibility
and public awareness as the four major challenges that needs to be made for empowernient
of persons with disabilitics. [t is stressed that accessibility of not only physical nature biut
also in terms of information and communication is required and there is a need fo policy
makers, planners, educationists, health professionals, medial professionals efc for removing
the mental block and bringing in innovative measures for the benefit of disadvantaged
sections ef the socief).

Introduction

In 1965 after climbing Mount Lverest I was wounded in the Indo-IPak war in
the month of September during the same year. My injury left me confined to a
wheelchair. Nobody had any inkling about rehabilitation or treatment. It was a
pathetic scenario. [ was thus shunted from one hospital to other, This carried on
for almost three vears till I went to Stoke Mandeville Hospital, UK for my
rehabilitation. 1t was the aonly institute meant for rehabilitation of the individuals
union spinal injuries. [t was at Stoke Mandeville that I learnt about the disability,
its rehabilitation and challenges that one would have to face in the course of life.
We have now come a long way and have certainly made good progress in the
tield of disability.

Disability has been in existerice ever since the evolution of mankind. India
having a large population of aver one billion certainly has a large population of
persons with disabilities. If we take a global perspective there are approximately
600 million persons having some disability or the other. 2/3" of the population
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with disabilities live in the developing countries and India has almost 8-10 percent
of this global population with disabilities. Lstimates of disabled population in
India as a proportion to the total population varies from the latest official estimate
of 2 percent to 10 percent. Government of India has several Acts, namely, Persons
with Disabilities Act, (1995) ,Rehabilitation Council of India Act (1992), National
Trust Act for Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple
Disabilities (1999) to safeguard the rights of persons with disabilities in the Country.
In the last decade there has been a sea change in the policy approach of the
government towards the cause of persons with disabilities.

During the last 50 years, the phenomenal developmental change is sweeping
all nations extending from North to South and Last to West. With these changes
the very definition of the societal norms are in constant scrutiny and the concept
of civil seciety is growing very strongly specifically among democratic countries.
Civil Society and many non-profit groups are coming closer to be active partners
in societal changes.

In the beginning of new millennium, United Nations made a developmental
Millennium Declaration and stressed “The collective responsibility to offer the
principles of human dignity, equality and equity at global level”. [n the South
Asian region, the Biwako Declaration of 2003 endorses the same principle and
philosophy wherein it envisages action points to have “an inclusive; barrier free
and right based society”. This is a clear expression of integrating all people
including the disabled persons in the main stream of society.

The people with disability play an equal partner in the developmental process.
In 1995, the Govermment of India brought out the Persons with Disabilities Act
which clearly commits tor equality between the non-disabled person and person
with disabilities in all spheres of our social system. As India is progressing faster
in all fronts leaving out people with disability is not only a moral question but
also not an economically a viable concept. The people with disabilities have to
get the participation necessary support and require to be fully integrated in the
main stream of society/NGO. [n any socio-economic with development , there
are three partners — Government, Semi Government and Voluntary Organization.
The word voluntary, a Latin word is derived from ‘Volintis” meaning there by,
"Will". Therefore, the voluntary organizations are supposed to function with the
support of their moral code. The role of NGOs has been well recognized by the
United Nation and the Government of India.

The 20" century has witnessed a phenomenal growth in development of
NGO sector especially in developing countries. India has the 2™ largest voluntary
agencies after Brazil. Of the total NGOs working in India, 78.5% work in the
social sector. In any developing country there has been always a shortage of
resources. In that situation, it is the voluntary agency that can provide a great
relief to the community. Besides, being non-profit organization and based on
moralistic tradition, NGOs are working in many remote corners and sometimes,
without any expectation for helping the disabled people. The 10" Plan document
has emphasized that NGOs must be treated as equal partner with the Government.
They play a complementary role and the Government should continuously interact
s0 as to get the continuious feedback from grass root level. Role of NGOs for the
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disabled is well established. Their service need to be respected and nurtured for
promoting empowerment people with disabilities.

Socio-Economic Rehabilitation

In the final phase of rehabilitation, it is the econemic rehabilitation, which is
very vital for persons with disabilities to stand up as equal partner in the
community. Despite much international and national legislation, policies and
practices, situation in India is not satisfactory. One of the studies by an NGO has
shown that less than 2% persons with disabilities are economically productive.
This problem can be addressed in two ways — firstly, they must be provided with
the necessary vocational skill through training and secondly, either they can be
assisted for getting an employment in Government or Private sector or they have
to be helped for sell-employment generation. Decenl vocation is the fundamental
right of any human being, which guarantees equity, security and above all human
dignity. Although Government of India has some programmes for vocational
training and employment, more intensive effort is necessary to improve the
scenario in the country.

When an individual is disabled due to certain diseases or accident, it is just
not that the individual suffers but it is alse the family members and friends who
undergo serious disturbances. Unless we give a holistic look on the quantum of
sufferings, we fail to recognize the need for rehabilitation for people with disability.

In designing any programine, related to welfare of persons with disabilities
service delivery namely education, vocational tratning or vocational placement,
tamily plays a central role. Thus inclusion of family members in any programme
for the handicapped people will be a rewarding experience. This is all the more
true in Indian society where human bondages among family members are deep
and ties are strong . In Indian culture, an individual is not that important as the
whole family, any major decision taken for an individual in many cases, comes
from a collective decision. Therefore, is a need far incluston of the tamily members
such as parents of person with disability before designing any programme for
person with disabilities.

Challenges

Education,

Vocational Rehabilitation & Cmployment,
Accessibility, and

Public awareness are the four major challenges face by a disabled person
which are discussed below :

Education

As we all are aware, illiteracy even for non-disabled persons, poses a great
challenge before the individual and the society, Literacy among persons with
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disabilities is below the natural, average. Very few disabled persons have access
to education through special schools, inclusive schools, open schools or any other
alternate mode of education. As per our estimates, not more than 3,500 service
centres are available for catering to the needs of persons with disabilities. Sarva
Shiksha Abhiyan (S5A) launched by the Government. provides for education of
children with disabilities in regular schools. The Free and Compulsory Education
Bill is another attempt in this direction.

However, we have a long way to go before achieving the long cherished goal
of Universalization of Education covering disadvantaged sections including
persons with disabilities as trained teachers, resource persans and support services
are lacking in regular schools. Therefore, there is a need to infroduce pre-service
and in-service training programmes on a massive scale. Preventive measures,
early identification and pre-school education are other areas of concern which
needs to be addressed on priority basis.

Some efforts have already been made in this direction by the Government.
A number of schemes have been brought out which would provide direct benefit
to children with disabilities like SSA and DPEP etc. But if we look closely at the
ground realities, some children with disabilities are still reluctant to go te school
inspite of all benefits and concessions given by the Government. Here we need to
educate the parents about the importance of taking their child to school. Also,
teachers are required to be sensitized to disability issues. A sensitization
programme for in-house teachers working at all levels in Government, Private
and Public schools was launched last year by the Government called the foundation
course through Madhya Pradesh Bhoj Open University (MPBOU). This is a three
months course started through distance cum face-to-face mode. Similarly, a course
las been developed by RCI to sensitize the parents of the disabled children through
Indira Gandhi National Open University (IGNOU). The Government has started
B.Ld special education through Madhva Pradesh Bhoj (Open) University in 2000-
01.

Vocational Rehabilitation and Employment

Self reliance comes through economic independence for which vocational
and skill based education and training is a must. The Government of India through
the Ministry of Labour has set up 17 Vocational Rehabilitation Centres (VRCs) for
the persons with disabilities imparting training in various trades leading to gainful
employment. The number of VRCs is too few considering the population of persons
with disabilities. There is also a need to identify new trades and occupations for
persons with different types of disabilities and the training thereof. The Persons
with Disabilities Act provides three per cent reservation in against identified posts
Government. jobs for persons with disabilities. The Supreme Court of India has
recently taken suo moto cognizance of media reports denying placement of persons
with disabilities in Indian Administrative Services due to their disability, despite
successfully passing the examination.

There is a need to create employment opportunities for the disabled in the
private sector through some form of commitment. The rural artisans and craftsmen
could also be trained to train, the persons with disabilities in the villages in
respective skills for self employment. The National Handicapped Finance
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Development Carporation (NHFDC) has several loan schemes for setting up of
own businesses and small scale industries.

Accessibility

Access is a very wide concept. The term Access is not an act or state, but a
liberty to enter, to approach, to communicate with and to participate or make use
of physical, environmental and structural systems, processes etc. regardless of
type and degree of disability, gender or age. Right to education, work, freedom of
mobility of expression is of no relevance unless the points of entry to success,
work place, sports and cultural arenas are made accessible. Accessibility of all
these again depends on how the public transport is designed and managed. The
same holds for public information which if not made accessible would result in
people remaining ignorant despite all round progress in the society. In a nutshell,
accessibility is the over riding concern for persons with disabilities all around the
world.

For easy accessibilily and mobility of persons with disability, barrier free
enviranment is a must. Accessibility not only of physical nature but also in terms
of information and communication is desired. The concept of accessibility as
per the Biwako Millenium Declaration — information and communication
technology plays a vital rele. When India has been recognized globally as
technology hub where Indians are moving extremely fast, it is vital that the interest
of the persons with disabilities be safeguarded. I believe during the next 5 years
Internet cafes will be available in the remate cormes of the country. The time is
right to emphasize that persons with disabilities also share the advantage of both
information and commumnication technology. With the exploding Communication
and Information Technelogy in the country, there is a lot of scope for persons
with disabilities to overcome the barriers.

For free mobility and accessibility in buildings and public places, awareness
is building up among the planners, policy makers, architects and athers who
matter. Guidelines have been framed for construction of buildings, public places
and public transportation. Latest technology is being applied for the development
of aids and appliances.

Public awareness

No matter whatever we do, a great deal of awareness building is required
across the society for the fruits to reach the needy. Therefore, mass awareness
programmes are required not only for the persons with disabilities and their family
members about their rights, schemes, concessions and privileges but also among
the general public about the strengths, abilities and potentials of persons with
disabilities. There is a need to sensitize the people at the helm of affairs such as
policy makers, planners, administrators, health professionals, educationists,
architects, media professionals etc.

If we sum up these problems and challenges in the new millennium, we
come to the conclusion that it is more of an attitudinal problem. We have to
remove the mental block which exists at the level of pelicy making and laso
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implementation level. This will be done by bringing innovative measures. With
the concerted efforts of one and all, we may one day achieve the goal of
Rehabilitation for all in the country.
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9.30 am. to Registration Dr. R.K. Hora.
10.00 a.m. Officer Incharge
10.00 a.m. ta Welcome Address Dr. L. Govinda Raa /
10.30 a.m. Shri C.5. Mohapatra
Inaugural Address 1} Dr. P. L Sanjeev Reddy,
Director, 1HPA
10.30 a.m. to Tea
10.45 a.m. Presentations and Dr. Uma Tuli
discussions Chief Commissioner for
Persons with
Disabilities- in Chair
1045 a.m. to Introduction S5mt. Rajwant Sandhu
11.15 a.m.
11.15 a.m. to Inchisive Education Shri Madan Maohan |ha
11.45 a.m. and the Common
School in India
1145 a.m. to Information and Dipendra Manocha
12.15 p.m. Communication
Technology for persons
with disabilities
12.15 p.m. to Discussion
1.00 p.m.
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Presentation and Major H.P5. Ahluwalia
discussion Chairman, Rehabilitation
Council of India - in Chair
2.15 pm, to BIWAKO Millennium Dr. L. Govinda Rao
3.00 p.m. Frameworlk for Action-
A Guide for future
300 pm. to Accessibility issues 5mt. Sunita singh
330 p.m.
3.30 p.m, to Discussion
4.00 p.m.
4.00 p.m. to Tea
4.15 pm. Presentation and Smt. Aloka Guha
discussion Chairperson, National Trust
4.15 p.m, to Management of S5mt. Aloka Guha
445 p.m. persosn with Cerebral
Palsy, Autism,
Mental Retardation
and Multiple
Disabilities
445 p.m. to Social Security for Shri P. Madhava Rao*
5.00 p.m. persons with
disabilities
5.00 p.m. to Discussion
5.30 pm.

* Paper presented by Ms. Jahnavi
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Smt Rajwant Sandhu,

Joint Secretary,

Ministry of Social Justice and
Empowerment-in Chair

10.00 a.m. to Public - Private Ms, Nandini Rawal
10,30 a.m. Partnership
10.30 a.m. to Poverty and Disability Shri C.S. Mohapatra
11.00 a.m. in India
11.00 a.m. to Future challenges in Maj. H.P5. Ahluwalia *
11.30 a.m. Rehabilitation of person

with disabilities
11.30 a.m. to Tea
11.45 a.m.

11.45 a.m. to

Sustainable Strategy for

Dr. Ratmesh Kumar and

1.00 p.m.

12.15 p.m. Disability Management -| Dr. A.K. Mukherjee
Locomaotor Disability
12.15 p.m. to Discussion
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5th March 2004 (2nd Session) :

Presentation and
discussion

Shri B.5. Baswan, Secretary
Ministry of Social Justice and
Empowerment - in Chair

Valedictory Address

145 p.m. to Sustainable Strategy for | Dr. 5.R. Shukla and
2.15 p.m. Disability Management -| Shri A.K. Mittal
Visual Disability
2.15 p.m. to Sustainable Strategy for | Shri. R. Rangasayee
245 pm. Disability Management -
Hearing Disability
2.45 p.m. to Sustainable Strategy for | Dr. L. Govinda Rao and
3.15 p.m. Disability Management -| Shri T.C. Sivakumar
Mental Retardation
3.15 pm. to Employment of Persens | Shri C.5. Mohapatra
3.45 p.m. with Disabilities : Shri Bhushan Punani
A Futuristic View
345 p.m. to Tea
4.00 p.m.
4.00 p.m. to Discussion
4.30 p.m.
4.30 p.m. to Summing up Prof. Aasha Kapur Mehta
530 pan. Dr. P. L. Sanjeev Reddy,

Directar, 1IPA - in Chalr

Shri B.S. Baswan, Secretary
Ministry of Social Justice and
Empowerment

*PPaper presented by Shri 5.K. Mishra
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Aasha Kapur Mehta

The workshop was flageged off by Dr. PL. Sanjeev Reddy, Director, Indian
Institute of Public Administration with his inspiring, thought proving and in-
sighttul inaugural address, after two days of intense discussions on various emer-
gent issues confronting the disability sector on the basis of paper presentations
by eminent experts in the field, sustainable strategies for disability management
were chalked out during the closing session of the workshop. It attracted active
participation from senior bureaucrats, NGOs, experts and academicians. The
workshop ended with the useful suggestions given by Shri B.5.Baswan, Secretary,
Ministry of Social Justice and Lmpowerment during his valedictory address. Lach
paper presented during the two-day workshop had a number of suggestions and
commendations in the relevant areas covered. The highlights of the discussions
are presented in brief here under:-

1. Mational Sample Survey has released very valuable data on disability earlier
this year and this will serve as a useful base for planning the delivery of
services to persons with disability. Data based on National Sample Survey
58th Round estimates show that 1.85 crore persons ie. 1.8percent of India’s
population is disabled. The highest incidence is of locomotor disability fol-
lowed by hearing, speech and visual disability.

2. Spatially, the incidence of disability is highest in Andhra Pradesh, Kerala,
Himachal Pradesh, Maharashtra and Haryana. 84 percent of those over 60
and those with mental retardation and 82 percent of those with speech dis-
ability were bom with it. Most of the other types of disability were acquired
later in life. 13 percent of the disabled persons cannot take care of them-
selves even with aid/appliance. 17percent of disabled can take care of self
with aid/appliance. 55 percent of disabled persons are illiterate. 73percent
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of the disabled persons were out of the labour force. 67percent of the blind
became so after reaching 60 years of age. Analysis of data with regard to
what caused the disability, the age of onset, spatial spread and other dimen-
sions that the NS5O data - 2002 reveals, can help in planning of appropriate
medical and rehabilitation interventions.

There is increased incidence of disability among older persons. This is both
due to an increase in longevity and a decrease in incidence of disabilities
among younger persons because of access to better health services. For ex-
ample, there is decrease in demand for calipers in small sizes due to re-
duced incidence of polio among young children. 4%.91 lakh children (0-18
years} are [ound disabled. Among the many issues raised was the impor-
tance of ensuring that all children do attend school. This raises issues of
integration based on barrier free access to buildings and need for devices
and appropriate transportation. There is also need for training of teachers
50 that education providers understand the needs of disabled children. Vo-
cational training should be linked to jobs available in industry and business.
The importance of community support and of universal design for build-
ings are among the many issues that have been highlighted in the papers.

In the context of education, inclusive education and common schools for all
children were stressed. We have massive growth of private schools as against
many government schools of low guality and this is leading to the creation
of educational haves and have-nots. Instead of considering the child as the
problem and identifying attributes such as dyslexic, slow learner, in a wheel
chair, unable to read/write etc.,, we need to change our perspective and use
of language and treat the environment/school/lack of access as the problem
and see the value in the child as is. So, if the child is impaired, the teacher
and the classmates need to know how to reach out to this child to ‘include’
him or her. Hence, there is need to provide training to pre-school and
school staff.

It was pointed out that

¢«  All Public Health Centers (PHCs) and sub-centers need to be strength-
ened with early intervention services as maximum help can be pro-
vided at the earliest.

. Include special education as a compulsory subject in both theory and
practical courses in teacher training programmes.

+«  Engineer a shift from traditional items like candle making to demand
based non-traditional items for vocational training.

+« Introduce vocational training to adults with disabilities in all technical
institutes in India.

¢  Provide access to built environments and public transport - not just in
railways but also buses, roads all places of public utilities including
Cinema Halls and Hotels.
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. Safe mobility, uncluttered spaces and underground cables, allow inde-
pendent movement at affordable prices. Universal designs need a little
thought and add not more than 0.5percent to 1percent to the aggregate
expense. For example round door-knobs rather than levers provide
better grip. If a person has hearing impairment then blinking signals
for room bell are helpful. Other examples are visual systems, appro-
priate signage and kerb ramps. Currently, in Delhi, airports and the
metro are accessible but most other places are not. Progress is slow and
construction is faully.

s  (reation of awareness among policv makers, engineers, architects and
local bodies is important and building bye-laws need to be modified to
inchide universal access and barrier free environment.

s  Research and Development for cost effective solutions is required as is
commercial linkage for products developed through R and D. Gaps
between research and manufacture require bridging.

=  Government should develop common standards for all cities and en-
sure that these are followed.

. Infrastructure that is created must be maintained.
. Skill impartation is important in regaining livelithood.

In the context of providing access to information to the disabled persons, it
was pointed out that today the prime medium [or storage and distribution
of text, audio, video or picture is through use of digital technologies. DAISY
standards or digitally accessible information system create one source docu-
ment in hitml e-text format and based on this, the material can be provided
as audio, Braille, large print or e-textbook in minutes.

It is important that a repository library be created from which materials can
be accessed on demand. Information failure needs to be corrected. IT can
help with development of speech synthesizers. India lags behind in devel-
opment of mobility enhancing battery operated wheel chairs and joy sticks.

It was pointed out that a management continuum comprising all the follow-
ing is needed in the context of disability.

i) Monitering of high risk pregnancies

ii) New born screening for early detection

iii) Guidance for families

iv) [Carly referral

v) Issue of ID cards

vi) [ducation in inclusive schools, integrated schools, special schools
vii) Non-handicapping environments

viii) Vocational and job training
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ix} Suitable employment - sheltered workshop, open employment, self em-
ployment

x)  Social inclusion - community living, family life, self help group

xi} Provision of access to government benefits, social security, its aware-
ness

xii) Hostel facilities

Both core services such as special education, speech therapy, medical inter-
vention and support services such as yoga, sports, music, hobbies, hydro-
therapy, etc. need to be provided.

There has been evolution in our understanding of rehabilitation as we move
from inter disciplinary teams to multi disciplinary, to trans disciplinary
methods. Trans disciplinary methods require that one case worker takes in-
put on the client from all departments and then trains the person.

It needs to be noted that through rehabilitation, 81,000 persons with Mental
Retardation are in mainstream schools. The National Open School provides
opportunities for completing high school at a person’s own pace.

We need to build on the attributes of the government, PSUs, corporate sec-
tor, NGOs, international agencies and communities and collaborate, coop-
erate, network and partner with all key stakeholders. This includes persons
with disability, RCL National Trust, Ministries, Training and educational in-
stitutions and universities, rehabilitation professionals, corporates, NGOs
and communities. For example, BI’A has forged partnerships in Gujarat.
Government of Gujarat funded 2000 disabled children at a cost of Rs.1.2
crores. BPA and government together reached cut to 30,000 additional chil-
dren and provided teacher training and learning material and the budget is
now 12.5 crores. It approached ONGC and Ahmedabad Municipal Corpo-
ration for funding the setting up of spaces for kiosks and phone boaths that
would provide selt-employment tor 100 disabled people. The potential from
networking is enormous and none of us can get very far by walking alone.

Study showed that 52 percent of those who accessed the Government Insti-
tutions/ centers were poor, 55percent were rural based, and their average
family size was 6. Locomotor disability is the highest among the different
tvpes of disability. Males dominated among those using the centers. 71per-
cent of those using rehabilitation services were males. Among older per-
sons, only males were accessing services. NSS data shows literacy for dis-
abled persons in [ndia was 60percent in urban and 41percent in rural areas.
81.5percent of those accessing rehabilitation centers were literate, because
illiteracy decreases access or literacy is one of the factors for gaining access
to rehabilitation centers. This is an important issue and needs to be flagged.

50 percent of those accessing services were disabled since birth. Accidents
and lack of treatment or timely detection were the most often cited reasons
for acquiring the disability especially by the poor. 72percent of respondents
felt that timely treatment would have decreased the extent of disability. 22per-
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cent cited malnutrition as a reason for disability. There are close linkages
between poverty and disability. Costs have been estimated and it is only
logical that any impairment leads to additional costs. So if a person is poor
and is disabled he or she is much worse off as compared with a person who
is only poor. Lxpenses are incurred on purchase of aids and appliances,
travel, fitting cost, preparation of documents, recurring cost of repair of aids/
appliances, etc. It is impartant to note that social sectors schemes are the
tirst to be hit when there is a fiscal crunch.

Other issues that were highlighted in the workshop include the need for
improved coverage of women and the need for Ministry of Rural Develop-
ment/ Planning Commission to have a higher poverty line for the disabled
persans. In view of the linkages between poverty and disability and the in-
creased disparities in access to resources, voice, information and networks
faced by the poor, and even more so the disabled poor, policy for the im-
paired needs to be evaluated from a poverty sensitive lens and in ‘reach out’
mode. Instead of an ‘we are here to serve you if you choose to come to us’,
our mindset should be, “to be able to look ourselves in the eye withoul feel-
ing guilty for having created such unequal and inaccessible systems’, and
we need to reach out to those who have equal rights on public resources as
we do and rather more urgently than we do.
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About the book : There has been a phenomenal rise in institutional
infrastructure and reaffirmation of the commitment to the cause of
promoting empowerment of persons with disabilities since the early
nineties. This has raised the expectations of persons with disabilities
from Government and society .The Biwako Millennium Framework for
Action (2003-2012) coupled with the NSSO (2002) data that shows the
magnitude and dimensions of disability status in India, have generated
a surging need to deliberate on major emergent issues confronting the
sector under the changed paradigm. This book contains a rich collection
of papers contributed by eminent experts in the field of disability. It
gives a comprehensive overview of the challenges faced in disability
rehabilitation and management in case of each major area of disability
and delineates sustainable strategies for facing those. Written and
presented in a coherent and lucid style, the book engages the reader to
the issues, policy implications and strategic interventions needed for
effective and speedy empowerment of the persons with disabilities. This
book educates and sensitizes the reader towards the cause and the rights
of the disabled persons and will be valuable for students of rehabilitation,
NGOs, bureaucrats and concerned citizens. The professionals and
planners may find it interesting to look at the policy suggestions given
against emergent issues confronting lives of this disadvantaged section
of society.
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for empowerment of persons with disabilities. He has wide experience
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with focus on social sector issues including disability concerns and has
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