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Preface

This Country Strategy for India is the result of an exercise carried out by the Danish Council of Organizations of Disabled People (DSI). A three-pronged approach was used in order to obtain a broad perspective of the current context of the disability movement in India and to develop a strategy for further possible DSI involvement in India.

Ms. Vimala Ramakrishnan, New Concept Information Systems Pvt. Ltd was the local consultant who collated the information about disability organisations and government services and schemes. The work of the DSI Country Strategy Mission was based on the preliminary report prepared by New Concept.

The DSI Country Strategy Mission visited India during 3rd – 17th of November 2001. The task of the mission was to analyse and elaborate the collected data and to identify areas of special interests for support within the disability movement in India. For a comprehensive programme of the DSI Country Strategy Mission see Appendix A. 

The Country Strategy Mission consisted of Ms. Kirsten Nielsen, DSI–Uganda, Ms. Lene Brandt, The Danish Haemophilia Society, Mr. Mohan M. Mathews responsible for compiling the final report and Ms. Karen Reiff, DSI.

During the mission to India, a workshop was held in New Delhi on 13th November 2001 with representatives from various stakeholders in the field of disability, mainly service providers, a few representatives from disability groups and organisations of disabled people themselves, government officials and donors, in order to make a participatory analysis of the current situation of the disability movement in India. See the list of workshop participants in Appendix B.

Throughout the DSI Country Strategy Mission was kindly facilitated by The Indian Haemophilia Society in terms of logistic and secretarial support. 

India is a huge country geographically as well as population wise being the home to over a billion people and one of the largest countries in the world. At the same time India is a country of huge disparities. As an example to highlight the diversity and the complicity of India the fact that India is the world’s largest exporter of medical doctors can be mentioned among others. There are more Indian medical doctors per American in the USA, than the number of medical doctors per person in India. It is reported that there are more Indian psychiatrists in the US than in India.

India is unique in that it is at once a developing country in every sense and yet with a highly developed institutional infrastructure in the Third World context, being known for example for the famous Jaipur foot (artificial limp) that is being exported to many developing countries.

This roughly painted picture of India may explain why is was impossible for the DSI Country Strategy Mission in two weeks to draw something coming just close to a complete picture of the disability movement of India and it’s context of operation.

The DSI Country Strategy Mission only visited some of the major stakeholders based in New Delhi and interacted briefly with a few representatives from organisations based in South India who had been travelling for more than 14 hours to participate in the workshop we conducted.

Several times we were informed that South India had better organised groups of disabled people and more activities in the disability sector. Another mission to the southern cities of Chennai, Thiruvanthapuram and Bangalore could be worth considering.

A recommendable piece of literature in the field of disability in India is the Status Report prepared by the Rehabilitation Council of India that gives an exhaustive account of government programmes and schemes for the disabled. The report can be accessed via DSI.

Abbreviations Used

	AFA
	Action for Autsim

	AIFD
	All Federation of the Deaf

	ALIMLO
	Auxiliary Production Centres of Artificial Limp Manufacturing

	ASTHA
	Alternative Strategies for the Handicapped

	BNI
	Basic Needs India

	CAHD
	Community Approach to Handicap in Development

	CRC
	Composite Rehabilitation Centres

	CRC
	Convention on the Rights of the Child

	DANIDA
	Danish International Development Assistance

	DHS
	Danish Hemophilia Society

	DPEP
	District Primary Education Programme

	DRG
	Disability Rights Group

	DSI
	The Danish Council of Organizations of Disabled People

	FOD
	Family of Disabled

	HFI
	Hemophilia Federation of India

	HI
	Handicap International

	IED
	Integrated Education for Disabled

	IGNOU
	Indira Ghandi National Open University

	MI
	Mobility India

	NAD
	National Association of the Blind

	NCPEDP
	National Centre for Promotion of Employment for Disabled People

	NGO
	Non-Government Organisations

	NHFDC
	National Handicapped Finance and Development Corporation

	NHP
	National Health Policy

	NHRC
	National Human Rights Commission

	NICDR
	National Information Centre on Disability and Rehabilitation

	NPE 
	National Policy on Education

	NPRPD
	National Programme for the Rehabilitation of persons with Disability

	NSSO
	National Sample Survey Organisation

	PWD
	People with Disability

	RCI
	Rehabilitation Council of India

	SAARC
	South Asian Association for regional Co-orporation

	SSNI
	Spastic Society of Northern India

	TB
	Tuberculosis

	UN
	United Nations

	UNICEF
	United Nationals Children’s Fund

	WB
	World Bank

	WHO
	World Health Organisation

	WTO
	World Trade Organisation 


1.
Country context

1.1
Introduction

1.1.3 History

India has a long continuous history of civilisation and was, until the 17th century one of the major players in international trade. Its contributions have been significant in the fields of mathematics, medicine, astronomy, navigation, agriculture and so forth. Sanskrit and Tamil are among the oldest languages in human history. The muslim presence in India commenced in the 10th century and became prominent with the Moghul dynasty until the 16th century, when the trading Europeans began to make their influence conspicuous. The British and French competed for dominance in the Indian sub-continent, culminating in British rule in a large part of India. 

India became a sovereign, independent country on August 15, 1947, and on January 26, 1950 India became a republic with a constitution drafted by Ambedkar – a member of the so-called ‘dalits’ or ‘untouchables’, as they were known previously. The current President of India is Kocheril Raman Narayanan (also a dalit) and the Prime Minister is Atal Behari Vajpayee. 

India is a member of the Commonwealth group of countries and yet to be accorded a place in the UN Security Council. 

1.1.2
Geography

India is the seventh largest country in the world. The area is 3.287,263 square kilometres, which is about the size of Western Europe. 

The country has the world’s highest mountain range – the Himalayas running along its north and north-eastern region and the world’s most densely populated plains – the Indo-Gangetic plains. The Himalayas is considered as one of the earth’s youngest mountain system with high seismic activity. Peninsular India has large populations in its coastal plains with two mountain systems – the Eastern and Western Ghats respectively. The Vindhyas form a mountain range along the central part of India.

1.1.3 Demography

India holds the second largest population being the home to over a billion people (1, 027, 015, 247 
), with the second largest urban population. India has one of the highest densities of population in the world (324 persons/sq. km). It is geographically and ethnically heterogeneous, with numerous languages, religions and customs. 

Crucial demographic indicators include an unfavourable male-female ratio (933 females/1000 males). The rate of infant mortality (72/1000) is high, even by South Asian standards, where countries like Sri Lanka have figures as low as 18/1000. One telling figure is the morbidity figures for endemic diseases like leprosy and tuberculosis (206 and 808 per 100,000) and the high prevalence of preventable diseases like polio and those resulting from Vitamin A-deficiency.

India is also a country of disparities – interstate, inter-castes, male-female and there are tremendous disparities between the rural-urban areas all resulting in differential access to nutrition, healthcare and basic information. The continuing hold of certain customs and worldviews ensure that girls and even pregnant women receive lower levels of nutrition than their brothers and a high proportion of rural females in India are under-nourished and anaemic. 

A crucial factor is the prevalence of the caste system and the presence of a large tribal population. Scheduled castes and tribes generally suffer much more from social and economic deprivations. The ‘dalits’ (previously known as the untouchables) and tribals form the economically and socially downtrodden majority in India’s rural areas. Hence, a dalit or a tribal who is physically or mentally disabled would be twice as marginalized as an upper caste person in the city. The four southern states of peninsular India – Tamilnadu, Andhra Pradesh, Kerala and Karnataka form the Dravidian population and the second largest cultural grouping after the North Indian states.
1.1.4
Composition and Dimensions of the Disabled Population

There is no systematic scientific and precise information available on the prevalence, degree and kind of disability. Only a few sample surveys at discrete points of time are available and the information collected though these may not be strictly comparable due to differences in their scope/coverage. Estimates vary depending on the definitions, sources and methodology used, and the extent of use of scientific instruments in identifying and measuring the degree of disability. A sample survey conducted by National Sample Survey Organisation (NSSO) in 1991 indicated the following findings:

1.9 per cent of total population, i.e. 16.15 million people have physical or sensory disabilities, which include visual, speech, hearing and locomotive disabilities. Thus, the national disability average was found to be 19/1000. However, no survey on mental disabilities was done at this time. Various research organizations estimate that the number of people with mental disabilities is around 2-2.5 per cent of the population. Thus, one can conclude that as much as 3-4 per cent of the population is significantly disabled. 

Disability in India is mainly caused by polio, meningitis, blindness due to vitamin A deficiency, cerebral palsy, leprosy, spinal injury and head injury. An estimate finds
 that the population with disability in India is approximately over 90 million, of these 12 million are blind, 28.5 million are with low vision, 12 million are with speech and hearing defects, 6 million physically disabled, 24 million mentally retarded, 7.5 million mentally ill, and 1.1 million leprosy cured. 

Around 12.3 per cent of the disabled people were multi-handicapped. Among the physically disabled, 25 per cent of the disabled people in the rural areas and 20 per cent in urban areas suffered from such severe disabilities that they could not perform activities of self-care and daily living even with aids/appliances.

As regard to state wise distribution of physical disability, the states that have higher prevalence rate than the national average are:

· Andhra Pradesh: 24.98/1000

· Himanchal Pradesh: 28.06/1000

· Karnataka: 21.31/1000

· Madhya Pradesh: 27/1000

· Orissa: 23.06/1000

· Punjab: 29.36/1000

· Tamil Nadu: 23.72/1000

The rate of prevalence is higher in rural areas as compared to urban areas. The rate of prevalence of physical disability in urban population was 16.75/1000 as compared to 19.75/1000 in rural areas. However, where treatment/rehabilitation facilities exist, they do so mostly in urban areas rather than in rural areas.

The incidence rate, as is the case with prevalence rate, is higher in the case of males than females. Here too, there were significant inter-state variations. The rates among males were 99 and 90 in rural and urban India respectively as against 81 and 75 among females in rural and urban areas respectively. 

In a separate survey of children
 (age 0-14 years) with delayed mental development, it was found that 29 out of 1000 children in the rural areas had developmental delays, which are usually associated with mental impairment. Approximately 3 per cent of the children between 0-14 years of age have developmental delays associated with mental retardation. 

The 2001 census data has for the first time, collected information on disability throughout India. Therefore, information on the number of people who are disabled along with a list of the particular type of disability will be available from the Census when the tabulation is complete.

1.1.5
Economic Aspects

In terms of purchasing power parity, India is the fourth largest economy in the world. However, India’s share of world trade has declined from 2 per cent in the 1950s to one half percent in the late-nineties. India has been the largest arms importer for many years. The issue of Kashmir has strained India-Pakistan relations. The Indian economy has grown at an average of 5 per cent each year in the last decade. However, there is little or no additional generation of employment. In 1997-98, there were 37.6 million unemployed. About seven million are added to this number each year. A large majority of the population are in the informal sector with no regular wages. About 26.1 percent of the population are under the poverty line, constituting at least 30 per cent of the world’s poor. Malnutrition is rampant despite the large stocks of food grain that are rotting due to lack of sufficient storage facilities. 

The belt of Hindi-speaking states in central and northern India have the poorest social indicators and the Southern states led by Kerala, though not much wealthier, have several indicators that are on par with developed countries.

India is a member of the WTO. India is a prominent spokesman for the Third World among the Non-Aligned countries and other international economic and political fora.
Economical Structural Adjustment Programme

Like other developing countries, India adopted a comprehensive package of economic privatization, liberalization and globalization in the 1990’s. These measures were meant to boost growth rates by focussing on foreign investment and exports. However, they also entailed a “rolling back” of the state and a cutback on welfare expenditure. This has in particular affected the provision of services towards people with disability. For example, the privatization of services is one of the reasons why government spending on the Ministry of Social Justice and Empowerment – the line-ministry of the disability sector – has not kept pace with the demand for these services. 

On the other hand, internationalisation has led to a growing recognition of the fact that disability-related policies and norms must be in accordance with global standards.

1.2
Political Structure

1.2.1
Central Government

India has a parliamentary democratic system that has functioned largely peacefully in the fifty-odd years since independence, with traditionally high voter turnouts. However, due to the sheer size of the country and the presence of various structural inequalities as discussed earlier, political access and voice have been denied to large sections of the population.

Executive power is vested in the President who acts on the advice of the Council of Ministers, headed by the Prime Minister. There are two houses of Parliament – The Lok Sabha (Lower House, elected directly by the people of India) and the Rajya Sabha (Upper House, elected by state legislatures who in turn are elected by the people). 

1.2.2
State Government & Panchayati Raj

The head of the state government is the Governor, and the Council of Ministers, headed by the Chief Minister, who is responsible to the State legislature – the Vidhan Sabha. The powers of the Centre and State are demarcated in the form of three lists: the Union, the State and the Concurrent lists. Central legislation supersedes those of the states for concurrent list subjects.

Although the Constitution provides for a clear division of powers between the central and state governments, in practice the country follows a “federal system of government with a unitary bias”. This unitary bias is especially reflected in legislation and policy-making and national-level bodies like the Planning Commission possess a steadily growing range of powers to influence economic and social policy. The bureaucratic structure has also shown a top-down orientation. To reverse this centralising tendency, there has recently been an enthusiastic adoption of decentralisation practices collectively known as ‘Panchayati Raj’ under which local government institutions function at the District, Block and Village levels. 

The consolidation of local government structures through Panchayati Raj should be welcomed in the context of political access for disabled persons. However, the responsibility of financial devolution, ensuring that posts reserved for disabled persons are filled, and raising the level of awareness on disability issues at local level bodies remains the responsibility of the central government. 

1.2.3
Representation of Disabled People in the Political Set-up

The disabled population forms one of the most politically invisible and under-represented constituencies in the country. Despite well-established traditions emphasising the provision of care to the elderly, sick or people with disability within the family/community, people with disability have not found a space as a special interest/lobby group at the level of national or local politics. 

At the same time the general level of awareness on disability-related issues among mainstream decision-makers is quite low, with the disabled persons themselves being even less informed about their rights. The disabled population continues to be largely excluded from education, employment and community activities.

The question of access for people with disability is thus especially crucial in this situation. In addition to the aforementioned denial of disabled people accessing information, also in the most literal sense, people with disability are denied access to government buildings due to the immense transportation problems involved. 

To encourage people with disability to travel to meet their representatives in government, railways and bus facilities need to be made disabled-friendly. Only recently have central government ministries and departments issued directives to make wheelchair access and other forms of barrier-free access a norm; guidelines have been issued at state level as well.

1.2.4
Challenges and Opportunities within the Political Structure

The political structure pauses on the following challenges for people with disability:

· Lack of awareness and negative attitudes towards people with disability. Very often people with disability are seen as sick persons who needs care and comfort.

· No tradition for / or facilitation of people with disability forming political interest groups at various political levels.

· Panchayati Raj, the decentralisation process provides for direct participation and representation at central and state level.

· Lack of financial allocation to the Panchayati Raj at state level is a barrier to the implementation of the provisions and opportunities for people with disability.

1.3
Administrative Structure

In November 2001 India was divided into the following administrative structures: It is comprised of 28 states and 7 Union Territories including the national capital territory of Delhi. The states comprises the following subsidiary levels; District-, Block- and Village levels. See map of India, Appendix I.

The Ministry of Social Justice and Empowerment is the line ministry to the disability sector of India.

1.3.1
Chief Commissioner, State Commissioners & Committees

The governmental administrative structures dealing with disability have primarily been envisaged and constituted within the provisions of the three major disability-related Acts in recent times. 

The PWD Act, 1995 (For further details turn to page 28, section 1.4.2 ‘Legislation in Favour of People with Disability) governs a monitoring and implementing governmental administrative set-up based in the Ministry of Social Justice and Empowerment. This structure including a Chief Commissioner at central level and Commissioners at state level is supposed to deal with disability-related issues.

Chief Commissioner 

The Chief Commissioner is expected to be a person with special knowledge or practical experience in respect of matters related to disabilities and rehabilitation. The main function of the Chief Commissioner is to coordinate the work of Commissioners at state level and to monitor the funds disbursed by the Central Government. The Chief Commissioner is also required to submit report to the Central Government on the implementation of the PWD Act at such intervals as that government may prescribe. 

The Central Co-ordination Committee and Sub-committees 

A Central Co-ordination Committee and Sub-committees are constituted for networking and monitoring. The Central Co-ordination Committee is a policymaking body comprised of Ministers, Members of Parliament and representatives from among the disabled, is required to meet at least once every six months. However it has been mentioned that the Central Co-ordination Committee had only meet three times so far although the PWD Act 1995 was notified more than six years ago. The function of the Central Co-ordination Committee is to serve as the national focal point on disability matters and facilitate the continuous evolution of a comprehensive policy towards solving the problems faced by persons with disabilities. In particular the functions of the Central Co-ordination Committee are:

· To review and coordinate the activities of all the departments of Government and other governmental and non-governmental bodies that deal with matters related to disability.

· To develop a national policy to address issues faced by persons with disability. 

· To advice the Central Government on the formulation of policies and programmes, legislation and projects with respect to disability.

· To review in consultation with donor agencies, their funding policies from the perspective of their impact on the persons with disability.

· To take steps to ensure barrier free environment in public places, work places, public utilities, schools and other institutions.

· To monitor and evaluate the impact of policies and programmes designed for achieving full participation of persons with disability.

The Central Executive Committee 

The Central Executive Committee is the executive body of the Central Co-ordination Committee and is responsible for implementing the decisions taken by Central Co-ordination Committee. The Executive Committee is expected to meet once in three months. However, according to the information the DSI Country Strategy Mission Team has received the Central Executive Committee has only met six times since the PWD Act was passed in 1995. 

Set-up at State Level

For the implementation of the PWD Act, at the state level, the state government has to appoint State Commissioners in all the states. State level commissioners too, are individuals expected to possess practical experience in respect to disability. The function of the State Commissioner is to coordinate with the departments of the state government for the programmes and the schemes for the benefit of people with disability and also to monitor the funds disbursed at state level. They also have to submit a report regarding the implementation of the PWD Act to their respective state governments.

State Co-ordination Committee & State Executive Committee 

All states have constituted a body known as State Co-ordination Committee to exercise the powers conferred under the PWD Act. In this committee, five persons (as far as practicable) are required to be nominated from the non-governmental organisations or societies, which are concerned with disability. These State Co-ordination Committees are expected to meet once in every six months. The functions of the State Co-ordination Committee are to serve as the state focal point on disability matters. The State Executive Committee is the executive body of coordination. According to the information received during the DSI Country Strategy Mission only 24 out of the 35 states and Union Territories have set up State Coordination Committees and State Executive Committees. 

Core Groups 

Apart from the above structure, the Ministry of Social Justice and Empowerment, in order to give effect to the provisions of the PWD Act, has also overseen the setting up of five Core Groups of disability experts in the relevant ministries.

The selected key-ministries are: Ministry of Education, Ministry of Labour, Ministry of Shipping and Ministry of Road, Transport and Highways, Ministry of Health and Family Welfare and Ministry of Women, Family Welfare and Child Development.

The Core Groups are supposed to submit reports on the progress of each of the above ministries to the Ministry of Social Justice and Empowerment. At the time of the DSI Country Strategy Missions visit to India the reports were said not to be ready.

1.3.2
Challenges and Opportunities within the Administrative Structure

The Disability Rights Groups (DRG), which is a non-political, cross disability national level advocacy group has to a large extend been very successful in lobbying for the PWD Act, 1995. DRG has attained tremendous credibility over the past years for the advocacy work that it is doing. When the Act was finally notified the DRG felt that finally things would improve for people with disability. 

Although India has achieved to set up administrative as well as political structures in favour of people with disability members of the DRG has called for changes in the structure of government institutions dealing with the needs and problems of people with disability. More than six years after the enactment of the PWD Act the prospects of people with disability getting better opportunities to improve their lot remain as dim as ever according to members of the DRG. In December 2001 the DRG highlighted the problems of disabled in a 13-point charter of demands that was submitted to Prime Minister Atal Behari Vajpayee and Minister for Social Justice and Empowerment Satyanarayan Jatiya. Significantly, the charter demands calls for changes in the structure of government institutions dealing with the needs and problems of people with disability. The DRG asked for the removal of the Chief Commissioner on the grounds of ineffective and inadequate performance. In fact DRG had demanded the abolition of the post by a body similar to the National Human Rights Commission in India. DRG urged the government to amend the PWD Act as per suggestions made by the government committee two years ago as well.

Although DRG has been in the frontline regarding the PWD Act, the disability organisations have not been very successful in lobbying for representation in the administrative bodies at central and state level. 

Other challenges within the administrative structures

· Lack of awareness about the governmental administrative structures and how, they can be used by NGOs and people with disability in particular.

· Ensure that people employed in the Office of the Commissioner is well versed in disability issues. 

· State Coordination Committees and State Executive Committees are not yet set up in all states.

· Strengthening the disability movement and include people with disability in the administrative structures.

· Only a few people with disability is represented in the administrative bodies set up by the Government.

· Lack of a platform where people with disability who are represented in a governmental committee can share experience with other disability groups, get support, advice and gather information about disability issues.

Despite of the short-comings and challenges stated the PWD Act remains an unique opportunity to establish linkages between the administrative bodies and people with disability regarding political issues as well as rehabilitation.

1.4
National Policies and Strategies

At the moment there is no comprehensive, national policy on disability, however, the PWD Act of 1995 is mandating the Central Co-ordination Committee to spearhead this task.

1.4.1
General Legislation and Policies Favouring People with Disabilities

The Constitution of India

Article 41 of the Constitution from 1950 specifically states that “state shall within the limits of its economic capacity and development make effective provision for securing the right to work, to education and public assistance in cases of unemployment, old age, sickness and disablement, and in other cases of undeserved want”. The spirit of the Constitution has been reflected in various policies and acts adopted.

The National Policy on Education (1986, revised 1992)

In 1986 the National Policy on Education (NPE) was formulated. The NPE from 1986 provides for a comprehensive policy framework for the development of education up to the end of the century and a Plan of Action in 1992. India’s commitment to the NPE is already reflected in its Constitution in Article 45 “The State shall endeavour to provide within a period of ten years from the commencement of this Constitution, for free and compulsory education for all children until they complete the age of fourteen”. 

The revised NPE and Plan of Action in 1992 recommended Integrated Education for Disabled (IED). Today the Indian Government has a Basic Education and District Primary Education Programme. Special emphasis is placed on interventions that target female and socially disadvantaged groups, as well as children with disabilities. 

The District Primary Education Programme (DPEP) is a national program. It aims to improve the quality of primary education and reduce disparities in enrolment among disadvantaged groups. Each DPEP ranges from three to seven years. The DPEP is a result of the revised NPE in 1992. The program includes activities such as: 

· Building and strengthening national and state institutional capacity to appraise, monitor, supervise and evaluate district-level primary education programs.

· Strengthening the capacity of district and sub-district institutions in project states to plan, manage, and implement programs.

· Establishing policies and guidelines for approving new teaching posts and financing the appointment of teachers to formal schools and parateacheres to alternative schools.

· Developing community participation and awareness.

· Improving teacher in-service training, learning materials, and teaching aids.

· Developing a distance education program to support in-service teacher training activities.

· Implementation targeted interventions and early childhood education for girls, children with disability, working children, and students from specific castes and tribes.

· Constructing new classrooms and improving existing school facilities in participating districts.

The revised NPE 1992 recommended education for children with mild and moderate disability in regular schools. The policy was reinforced by the PWD Act in 1995. DPEP made a provision for support to education of children with disability in 1996. Implementation guidelines for this provision were developed by the DPEP in partnership with the project states and NGOs working in the area. The three features of the guidelines are to:

· Develop support at the block level (a unit subsidiary to the district with a population about 100,000) to ensure economic viability of the support system.

· Establish a mobile team of two to three professional teachers at the block level to provide advisory or resource support to schools.

· Ensure convergence of inputs from the health and welfare departments.

The basic education institutional network established in the program includes education for children with disabilities. Each of the states involved in the program has established a State Resource Group comprised of general special needs education professionals, persons with disabilities, and representatives from NGOs. This group helps to steer and support basic education of children with disability. At block level mobile teams of professional teachers have been established. 

The NPE does also mention that special schools should be provided, as far as possible, at the district headquarters. 

The State Governments play a very major role in the development of education particularly in the primary and secondary educations sectors.  Furthermore the State Governments also plays a major role in monitoring the education program. 

An agreement between DPEP and the Rehabilitation Council of India (RCI) has been reached regarding the provision of resource support to children with special needs. RCI has developed a 45-day foundation course to train teachers on integrated education for children with disability.  Teachers who are under-going this foundation course is given a provisional registration by RCI.

Another way of training, which is being adopted by the states are to include IED in the mass teacher training programmes. The majority of states have included IED as a component in their general teacher training. It is expected to provide intensive training on IED to more and more teachers. 

The National Health Policy, 1983 revised 2002

When the DSI Country Strategy Mission Team visited India the National Health Policy (NHP) of 1983 was being revised. However, the Team received a copy of the draft for the NHP 2002, which is now an applicable health policy in India.

The main objective of the revised NHP is to achieve an acceptable standard of good health amongst the general population of the country. The precise approach of the stated policy is to increase the access to decentralized public health system, ensure equitable access, increase the public health investment through contribution of central Government, to enhance the contribution of NGO and private sector in health, to regulate the services of private and public sector, to initiate user charges and above all strengthen the delivery of primary health care in public sector. 

The policy has set time bound goals for identified national problems of malaria, tuberculosis (TB), blindness due to Vitamin A deficiency, gastroenteritis, cholera and water and vector borne diseases, leprosy, HIV/AIDS etc. 

Access to, and benefits from the public health system have been very uneven between the better-endowed and the more vulnerable groups in society. This is particularly true for women, children, people with disability and other socially disadvantaged groups. The approach to reach the objective of the NHP will be to increase access to a decentralized public health system by establishing new infrastructure in deficient areas and by upgrading the infrastructure in the existing institutions. States have the primary constitutional responsibility to provide health care services to its people, however, the health care delivery system in many states tends to be centralized at the departmental level inspite of strong and effective presence of institutions of local self-government at village, block and district level. Decentralized management of health institutions especially those at primary level through Panchayati Raj Institutions is strongly advocated in NHP 2002.

The revised NHP recognizes the role of NGOs and other institutions of civil society in making available health services to the community-level. NGOs will be involved and contribute to the NHP 2002 in a rather big way.  It is proposed to earmark 10per cent of budget of disease control programmes in respect of identified programme components to these institutions. The state shall be encouraged to hand over public health services outlets at any level of management by NGO and other institutions of civil society on `as is-where-is-basis' along with normative funds earmarked for such institutions. 

Involving the NGOs in the NHP is seen by the National Institute of Public Coorporation and Child Development as an opportunity for voluntary organisations and grassroots to play a pivotal role regarding the national strategy on  Prevention and Detection of Childhood Disabilities. A large number of children are afflicted every year with some kind of disability. Many of these disabilities are preventable with early intervention and education. And the NGOs are in direct contact with the civil society. 

1.4.2
Specific Legislation regarding People with Disability

The governmental legislative framework dealing with disability have primarily been envisaged and constituted within the provisions of the four major disability-related Acts in recent times. The first two Acts discussed below cover two distinct aspects of disability namely, physical and mental disabilities and the sets of concerns following from them. The third Act views disability issues primarily as the framework of rehabilitation. The PWD Act, covers a number of areas regarding disability.

· National Trust for Welfare of persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities Act, 1999. (National Trust Act, 1999)

· The Mental Health Act, 1987

· Rehabilitation Council of India Act, 1992 

· The Persons with Disabilities (Equal Opportunities, Protection of rights and Full Participation) Act 1995 (PWD Act, 1995)

National Trust Act, 1999 

The National Trust Act aims to provide total care to Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities and also manage the properties bequeathed to the trust.  This law formally recognizes the fact that there are people who require special attention throughout life. Until this law there was no provision for guardianship for people with disability after they had reached the age of 18, except in very special circumstances. The National Trust Act, for the first time gives this right to parents, relatives or registered organisations to ask for the appointment of a guardian for persons with disability. 

The National Trust is managed by the Central Government. The Government has decided to contribute Rubies 100 crore equivalent to Danish Kroner 150 million once in a pool to the corpus of the Trust, in order to enable it to discharge its responsibilities, which means to provide for adequate standard of living for persons with disability. 

Furthermore it is possible to apply to the Grant Registration Organisation. Any association of individuals with disability, association of parents of individuals with disability or voluntary organisation can apply for registration with documents and fees. The Board of the National Trust will grant or reject the application with reason given in writing upon rejection. Organisations can re-apply later. 

Mental health Act, 1987 

With the rapid advance of medical science and the understanding of the nature of mental illness a new Act with provisions for treatment of mentally ill persons came into force in 1987. The Act replaced the Indian Lunacy Act of 1912.  

The Mental Health Act 1987 introduced changes based on modern concepts in mental health. Outmoded terms from the Act of 1912 were replaced, admission and discharge procedures simplified, decertification by Board of Visitors no longer deemed necessary and licensing of psychiatric hospitals mandated. Mental retardation was removed from the definition of mental illness.  

The Mental Health Act from 1987 aims to consolidate the treatment and care of mentally ill persons and to make better provisions for treatment of people with mental illness in accordance with the new approach. This law formally recognises that persons afflicted with mental illness are to be treated like any other sick persons and the environment around them should be made as normal as possible.  

The Mental Health Act applies to Government psychiatric hospitals, private hospitals and psychiatric nursing homes. Both Central and State Mental Health authorities are required to be established to regulate and monitor psychiatric services as well as to coordinate a wide range of mental health related activities.

The Mental Health Act recommends the establishment of separate facilities for those under 16 years.

The Mental Health Act consider it necessary to:

· Regulate admission to psychiatric hospitals or psychiatric nursing homes of mentally ill-persons who do not have sufficient understanding to seek treatment on a voluntary basis, and to protect the rights of such persons while being detained. 

· To protect society from the presence of mentally ill persons who have become or might become a danger or nuisance to others.

· To protect citizens from being detained in psychiatric hospitals or psychiatric nursing homes without sufficient cause. 

· To regulate responsibility for maintenance charges of mentally ill persons who are admitted to psychiatric hospitals or psychiatric nursing homes.

· To provide facilities for establishing guardianship or custody of mentally ill persons who are incapable of managing their own affairs.

· To provide for the establishment of Central Authority and State Authorities for Mental Health Services.

· To regulate the powers of the Government for establishing, licensing and controlling psychiatric hospitals and psychiatric nursing homes for mentally ill persons.

· To provide for legal aid to mentally ill persons at State expense in certain cases. 

Rehabilitation Council of India Act, 1992

This Act came into force on 31 May 1993 and set up the Rehabilitation Council of India (RCI), a statutory body responsible for regulating training policies and programs for various categories of professionals in the area of disability. The RCI was responsible for standardization of training programs aimed at developing 16 categories of professionals. It also registers professionals/personnel working in the area of disability and conducts bridge courses for those teachers/rehabilitation workers with prior experience but no formal training in the field of disability. The RCI is also working with the Indira Gandhi National Open University (IGNOU) to develop audio and video material for “sensitization of parents and grassroots functionaries and making them aware of the productive capacity of children with disability”. 

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

This PWD Act came into force on the 12th of December 1995 and is an important landmark for people with disability. It fixes responsibility of the Central and State, local bodies to provide facilities to people with disabilities to provide equal opportunities for citizens to participate in the Indian society. The PWD Act enlists rights and facilities, which persons with disability is entitled to and which is enforceable. The Act provides for both preventive and promotional rehabilitation. 

The PWD Act covers blindness, low vision, leprosy-cured, hearing impairment, locomotor disability, mental retardation and mental illness. According to the PWD Act a people with disability has to be certified by a medical authority that he or she is suffering from not less than 40 per cent of the disability.

Following areas are covered by the PWD Act 1995: 

· The Central Coordination Committee and Executive Committee

· The Central Executive Committee

· The State Coordination and Executive Committee

· Prevention and early Detection of disabilities. It will e.g. provide facilities for training the staff at the primary health centres, promote various methods of preventing disabilities, undertake surveys and research for prevention of disabilities.

· Education. Every child with disability are entitled to have access to free education. In an appropriate environment, promotes the integration of student with disability in normal schools, endeavours to equip special schools for children with disability with vocational training facilities.  The PWD Act also recommends the establishment of teacher's training institutions to develop requisite manpower, provides for appropriate transportation removal of architectural barriers and restructuring of curriculum for the benefit of child with disability and entitles the child with disability to free books, uniform, and other learning materials. 
· Employment. To facilitate employment access the Government has reserved at least 3per cent of posts in Government jobs guaranteed for people with disability. Special Employment Exchanges and Disability Cells should also be set up all over the country. The Special Employment Exchanges are providing employment assistance disabled job-seekers e.g. visually impaired, hearing impaired and physically impaired to people with disability. 

· Affirmative Action. The Government should make schemes to provide aids and appliances to people with disability

· Non-discrimination. To ensure provision for adaptations in rail compartments, lorries and aircrafts etc. To provide access for wheelchair users in all public places, install signals at red lights for visually impaired. Develop barrier free areas by providing ramps etc. 

· Research and Manpower Development. E.g. to prevent disability, rehabilitation including CBR, development of assisitive devices and identify jobs. 

· Recognition of Institutions for persons with Disabilities.  

· Institutions for Persons with Severe Disability. The Government should establish and maintain institutions for persons having more than 80 per cent of the disability.

· The Chief Commissioner and Commissioners for Persons with Disability

· Social Security. The Government shall within their economic limits undertake rehabilitation of all people with disability and grant financial assistance to NGOs undertaking rehabilitation for people with disability.

The PWD Act can be accessed by www.disabilityindia.org

1.4.3
Human Rights

The National Human Rights Commission (NHRC) was established in 1993. The same year India had passed the Protection of Human Rights Act. NHCR is an expression of India’s concern for the protection and promotion of human rights.  NHRC function as a watchdog on occasions of violation of human rights

The Commission is engaged in areas facing terrorism and insurgency and it is addressing issues as varied as custodial death, torture, reform of the police and prisons, improvement in the conditions of remand homes and mental hospitals for the mentally ill. In order to protect the rights of the most vulnerable people the NHCR has raised fundamental questions of equity and justice involving issues such as e.g. child labour, child prostitution, the right of women subjected to violence and discrimination, the rights of people with disability, particularly the quality assurance in mental hospitals, the right of minorities etc. NHRC is preparing a manual for the education of the rights of the mentally impaired. 

Apart from the National Human Rights Commission India does also have a National Commission for Minorities. A National Commission for Scheduled Castes and Scheduled Castes and Scheduled Tribes and finally a National Commission for Women. Representatives from each of these National Commissions serve as members of the NHRC. 

1.4.4
International Legal Instruments

The years 1993-2002 was declared as the Asia and Pacific Decade of Disabled Persons. India is a signatory to ESCAP Resolution 48/3 on the Asia and Pacific Decade of Disabled Persons. People with disability meet by the DSI Country Strategy Mission Team were not aware of the Decade or complaint of the lack of involvement. 

India is also a signatory to the Convention on the Rights of the Child (CRC) that deals specifically with the rights of children including disabled children.

Thus, there has been a range of international initiatives that have helped shape the current focus on inclusion and equal opportunities as an approach to addressing persons with disability. These international trends have had a direct impact on the thinking of the policy makers and non-governmental organisations working in India. 

India is a member of the South Asian Association for Regional Co-operation (SAARC) and hosts the Southeast Asian Regional Office of the WHO.

1.4.5
Legislation on Non-Governmental Organisations

Non-Governmental Organisations (NGOs) in India is governed by the Societies Registration Act 1860. Societies are registered under this ACT when seven or more persons are associated with e.g. charitable societies or societies established for the promotion of science, literature, or the fine arts, for instruction, the diffusion of useful knowledge, the diffusion of political education. For a NGOs to be registered the NGO seeking registration shall submit appropriate application forms showing the name of society, the objective of the society and the names, addresses and occupations of the governing body, together with a copy of the rules and regulations of the society with the Registrar of Joint Stock Companies. The governing body of the society shall be governors, council, directors, committee, trustees entrusted with the management of the affairs of the association.  The applying NGO shall also pay a registration fee to the State Government. 

1.4.6
Challenges and Opportunities in the Area of Policy Formulation

· All the rehabilitative policies in India focus on the limitations of disabled people. 

· No legislation regarding the mentally impaired leaving them in a legal limbo, causing problems in the caring of the persons with mental impairment. 

· In all Acts there are a common lacuna – fundamental issues like pregnancy and abortion, criminal responsibility and institutionalisation have not been met. 

· There is no holistic attempt to deal with the legal problems arising from various types of disability and laws have been enacted spasmodically to meet perceived needs. 

· The upholders of law e.g. the police, magistrates lacks sensitisation on the rights of the disabled and the legislation that govern them.

· Haemophilia- and thalassemia patients and mentally ill are not adequately covered in existing disability related legislation of the country. 

· The AIDS patients, who undergo substantial disability, when not obtaining adequate treatment, are not included in the disability sector.

· Low involvement of people with disability in the Asian Pacific Decade of Disabled Persons.

· Generally the implementation of the Acts is insufficient. E.g. in some places mentally ill persons are still referred to under the Indian Lunacy Act 1912

· Though the PWD Act recognises seven disabilities, the representation allowed in the co-ordinating and executive committee at the central and state levels are restricted to only five members.

· The PWD Acts defines a person with disability as one who is suffering from 40 per cent. As far as mentally illness is concerned this quantification is a mystification because such a tool is unavailable.  

· To create awareness about the PWD Act and make sure that everyone and people with disability in particular are able to ask for their rights.

· The Government has not been able to fulfil its obligations to identify job opportunities reaching the 3 per cent as stated in the PWD Act.

· PWD Act though insufficient gives unique opportunities for PWDs for direct participation in policy making and planning/ designing and monitoring of services to people with disability. 

1.5
Service Provision for People with Disability

1.5.1
General Set-up and Historical Context

Organized rehabilitation services towards people with disability have been largely a post-independence phenomenon. The beginnings were often small, with personal or family commitments, but these have gradually grown into organizational endeavours in the governmental as well as non-governmental sectors.

The development of services in India follows the pattern seen in almost any part of the world; among the oldest and most well-established and organized services are those targeting the visually and hearing impaired. Services for the physically impaired came much later. Services for the intellectually impaired are comparatively recent in origin not to mention mental illness and autism.

As a consequence of – among other issues – the Economical Structural Adjustment Programme the Ministry of Social Justice and Empowerment is to a large extent contracting private organizations to implement service provision on behalf of government. The private organisations obtain s funding for their activities through a number of schemes in the same ministry. 

Although there has been a rapid growth of private organizations providing direct services to people with disability, the reach of these organizations is limited and does not cover more than a small section of the total number of disabled persons. In addition most of the organizations working in disability sector in India are urban based.

The strayed services is partly due to the constituency of the numerous, small organizations of which the main function is to offer direct services to a particular group of disabled individuals. Being private and volunteer organisations, competing and depending mainly on locally raised donations co-ordination of activities is extremely difficult and appears almost non-existing. Another important reason is of course the huge size of the country.

Apart from the built-in constrains in regard to co-ordination the set-up of service provision in India dominated by private organizations is a barrier to direct involvement of users too. Thus, it was the impression of the Country Strategy Team that people with disability were not involved in the designing of programmes and services targeting them. Furthermore the set-up seems to maintain negative attitudes and prejudice towards disabled people more than eradicating them. However, at the same time, the PWD Act can be interpreted in a manner that give an almost unique opportunity for the active participation of persons with disabilities in policy making and designing and monitoring of programmes targeting disabled persons. But the way the PWD Act is implemented it is not realty the case. 

It was striking and contradicting to a Scandinavian approach to notice that many service providing organizations had taken the “human rights approach” on to their areas of action meaning that organizations of professionals was doing lobbying and advocacy work for equal opportunities for disabled people on behalf of the disabled people.

Striking in a very positive sense is – compared to other development countries – the high level of expertise present among service providers in terms of manpower. This applies to the governmental as well as non-governmental sectors. Through the Rehabilitation Council of India Act, 1992 (RCI) a government body is put in place to standardize the training and education of professionals working in the field of disability. All personnel working with disabled people must be registered under RCI.

1.5.2
Current Government Services

There is a huge number of Government and semi-government initiatives in India and the DSI Country Strategy Mission was not able to capture a comprehensive overview of the situation, not even to interview key persons except from a few at a very high level in the ministries. Therefore we have chosen to describe just a few initiatives we consider as central. Otherwise we refers to the Disability India Network www.disabilityindia.org . 

Rehabilitation

One major initiative is the National Programme for the Rehabilitation of Persons with Disability (NPRPD) under which a comprehensive nation-wide structure of rehabilitation-related bodies has been set up.

There is a recent attempt under the NPRPD to create infrastructure at the State-, District-, Block- and Gram Panchayat (village) levels for providing comprehensive rehabilitation services to persons with disability.

Through the scheme, rehabilitation services are being provided right from the grass root level up to the state level involving community and the other existing organization. The scheme commenced in 1999-2000. 74 districts are expected to be covered in 2000-2001 wherein services will be provided at the above-mentioned levels.

In consonance with the policy of providing a complete package of welfare services to the physically and mentally disabled individuals and groups, the Ministry for Social Justice and Empowerment has set up countrywide Apex Level Institutes working in separate fields of disability. The major Institutes include:

· The National Institute for the Mentally Handicapped, Secunderabad.

· The National Institute for the Visually Handicapped, Dehradun

· The Ali Yavar Jung National Institute for the Hearing Handicapped, Mumbai

· The National Institute for the Orthopaedically Handicapped, Kolkata

· The National Institute for Rehabilitation Training and Research, Cuttack

· Institute for the Physically Handicapped, New Delhi

These institutes play a vital role in meeting the needs of trained manpower for services to disabled persons. They offer a variety of long-term training programs like Physiotherapy, Occupational Therapy, Education of the Deaf, Communication Disorders, Prosthetic and orthotic engineering, Audiology, Speech therapy as well as training of Special teachers. These courses lead to the award of Degrees, Diplomas and Certificates. The institutes also cover a large number of short-term training courses, seminars, orientation courses and camps.

Other ancillary bodies includes:

Five Composite Regional Centres (CRCs) are being set up in different parts of the country to provide services for different kinds of disabilities and for creating infrastructure for training and manpower development, promoting research and generation awareness.

Four Regional Rehabilitation Centres (RRCs) for persons with Spinal Injuries and Orthopaedic disabilities are being setup as a Central Sponsored Scheme with Centre and State share on 90:10 basis to strengthen the services.

Four Auxiliary Production Centres of Artificial Limb Manufacturing Corporation of India (ALIMCO) are being set up to expand the production capacity and for easy availability of quality aids and appliances.

Vocational Training

The Ministry of Labour and Employment has been involved in vocational training and rehabilitation of people with disability since 1968 through the Vocational Rehabilitation Centres (VRC). Today there are 17 VRC in India functioning in different States.  The main objectives of the VRCs are assist people with disability to develop rehabilitation plans and to provide skilled training to people with disability as per employment market requirements.  The target group of VRC is people with disability age 15 – 50. No educational qualification is prescribed.

Although that the VRCs are situated in major cities of the States, a majority of people with disability living in the state do not have access to the services of the VRC due to distances, disability or destitution.

1.5.3
Some Initiatives on Co-ordination and Standardization

National Information Centre on Disability and Rehabilitation (NICDR) was formed in 1987 to provide a database for comprehensive information on all facilities and welfare services for disabled people and to act as a nodal agency for awareness creation and the preparation/collection and dissemination of materials/information on disability relief and rehabilitation.

Rehabilitation Technology Centre was set up in 1987 to act as a convener of rehabilitation scientists and trainers, to train corps of Master Rehab Engineers and technicians, to set standards for rehab and assistive devices, to facilitate a system of testing laboratories and to act as the executive arm of the Science and Technology Project in Mission Mode on application of Technology for the Welfare and Rehabilitation of the Handicapped. 

1.5.4
Challenges in the area of service provision

· Long and strong tradition of charity, which is still dominating most of the private and government service delivery in India, consequential people with disability are left out during the planning of programmes and services.

· Low level of co-ordination among service providers.

· Unequal distribution of service with a strong bias against rural areas leaving the majority of the poorest population behind.

· A tendency of marketisation of humanitarian services due to the structural adjustment programme of the expense of a very the fragile system of statutory services.

· Despite a relatively high level of professionalism in certain areas of disability other areas like autism and mental illness are lacking behind.

Some major stakeholders in the field of service provision:

	Provider
	Government Ministries and Local Government
	NGOs (For-organisations, National & International Development Agencies
	DPOs (Disabled Peoples Organisations, i.e. of-organisations)

	Health
	Ministry of Health and Family Welfare

Department of Women and Child Development
	Voluntary Health Association of India (has state branches)

People’s Health Assembly
	Hemophilia Federation of India (HFI)



	Education
	Department of Education 

Department of Women and Child Development 

Ministry of Human Resource Development
	Aga Khan Foundation

CEMD

Amarjyoti
	Action for Autism

Tammana

Akshya Pratishthan

	Social Service
	Ministry of Labour

Ministry of Urban Affairs and Employment
	National Thalessimia Welfare Association

Association for Welfare of Mentally Handicapped

Spastic Society of India
	

	Employment
	
	Action aid

CBR-Network
	National Centre for Promotion of Employment for Disabled People (NCPEDP)


2.
The Disability Movement

o History of the Disability Movement

Three years after India gained its independence the first milestone concerning people with disability came in 1950 along with the India Constitution Article 41 (for further details see page 21 section 1.4.1) Although disability is mentioned rather early the Indian society continued to view persons with disabilities with pity and charity. This approach again resulting in that people with disability themselves had little faith in their own ability and potential.

Ever since independence the majority of the organisations working with disability have been for rather than of organisations. They have focussed on amelioration and welfare rather than on the rights of people with disability. Through out the years the rehabilitation services emerged slowly. In the beginning the services were small, with personal or family commitments. Later on voluntary efforts started with the services for the blind and deaf and much later the organisation for the orthopaedically impaired. The fact that there were no disability organisations to carry out lobby and advocacy activities until very recently is probably one explanation why 45 years should pass before the spirit of the Constitution was reflected in various policies and acts passed by the Government of India.

The second milestone in the history came in 1995 during the Asia and Pacific Decade of Disabled Persons. 1995 was a path breaking year for people with disability, because India got its first act regarding disability (PWD Act). This act guarantees by law equal opportunities for persons with disability as mentioned on page 28 section 1.4.2. It took seven long years, and a lot of lobbying on part of organisations and people working with disability to get this Bill passed. The PWD Act is the foundation and the grid on which India can build in the equity and the rights for people with disability.

Although the disability movement is still in its very infancy the PWD Act has created more awareness among those who participated in lobbying for the PWD Act. Lately organisations, which focus more on advocacy and promotion of equality for people with disability, has been formed after the PWD Act was passed. Notably, the National Centre for Promotion of Employment for disabled People (NCPEDP), which was established in 1996 and the Disability Rights Group (DRG). 

2.2
Overview – Existing, major Disability Organisations

The majority of the disability organisations in India are for organisations rather than of organisations. During the DSI Country Strategy Mission to India the DSI Team meet only few organisations, which can be considered as organisations of disabled e.g. the Hemophilia Society, Action for Autism, Basic Need India and the National Centre for Promotion of Employment for Disabled People. Furthermore it should be stressed that the DSI Team stayed in the capital Dehli only during the Country Strategy Mission and according to the information gathered by the DSI Team the majority of the of organisations are based in the South of India. Bangalore in the South is considered as the “disability capital”. According to the information collected during the Country Strategy Mission it is partly due to the fact that the South has better organised groups of people with disability and partly that the Government in the South has shown more co-orperativeness regarding disability issues such as e.g. the PWD Act.

Most of the disability organisations in India are providing service and rehabilitation through out the country. Except from a few most of the organisations depend on the donations received from people working for philanthropic cause. 

It should be stressed that the DSI Team did not have the opportunity to assess the capacity of the disability organisations interviewed. The main information about the disability organisations is compiled and collected by New Concept Information Systems Pvt., The comprehensive list of they organisations interviewed by New Concept see Appendix III. A more comprehensive list of the organisation interviewed can be assed at DSI.

The fact that the DSI Country Strategy Mission Team didn’t travel to the South does reflect the list below.

 (Further details on the organisations below, see Appendix II 

	Type of Organisation
	Brief information on the Organisation

	Umbrella organisations
	None in a Scandinavian understanding is an umbrella organisation.  Although The Hemophilia Federation India is registered as an umbrella organisation of all hemophilia societies in India see below.

	National Cross Disability Organisations
	Disability Rights Group (DRG)

Cross disability national level advocacy group, which has organizations and individuals as its members. Has a Core Group, which has representation from different disabilities.
Family of Disabled (FOD), 1992 

The organisation reach to the self-sustaining needs of disabled people living below the below the poverty line. Has a board of trustees. FOD does not have any local branches.

National Centre for Promotion of Employment for Disabled People (NCPEDP), 1996
NCPEDP advocate and lobby for generating employment opportunities for people with disabilities. NCPEDP has a board.  NCPEDP does not have any local branches.

The National Disability Network (1999) 

The Network was formed by NCPEDP and has one disability organization or disability group as the State / Union Territory Partner. Most of the partners are based in capital cities of each and every state of India.

Alternative Strategies for the Handicapped (ASTHA), 1993

The main focus of the organisation is on research and information concerning children with disability. Has a board. The organisation does not have local branches, but centres at large urban slum areas.

	Cross Disability self-help groups, locally based
	There exist self-help groups providing service for people with disabilities, their families, caretakers and friends.

	Mobility Impaired
	Spastic Society of Northern India (SSNI), 1978 

The organisation works with persons who have i.e. cerebral palsy and other neuromuscular disabilities. The organisation is based in New Dehli and has a satellite centre in a neighbouring state. Has a governing body.

Mobility India (MI) 1994. The organisation is a service provider with a large CBR programme. The organisation is based in Bangalore in the South of India. The organisation has a board. The organisation has an extensive network, which exist of 29 partner organisations. Lately MI has adopted a more social and human rights approach towards equal opportunities for people with disability.  

	Communication impaired
	National Association of the Blind (NAB) 1952

Association of visually challenged people. The association is registered as a trust. The association has 18 state branches.

All India Federation of the Deaf (AIFD) 1955

Association of the deaf. The association provides a range of services to the deaf. Liaison between the deaf and the Government and other authorities.

	Intellectual/Learning Disabilities
	Forum for Autism Awareness, 1997

An organisation, which supports groups of parents of autistic children. 100 parents are registered with the organisation. Five of the parents are active volunteers. The board is in the process of being registered. The organisation runs a library on autism. The organisation does not have any local branches.

Action for Autism, 1991 (AFA)
Organisation of parents of children with autism.  Has an elected governing body. The organisation runs a school for children with autism in New Dehli. The organisation does not have any local branches.

	Mentally ill
	Basic needs India (BNI) 1999

An organisation of people with mental illness, relatives, caretakers and friends and their relatives. 1250 members The organisation aims to work at community level. Has a board of trustees. The organisation does not have any local branches.

	Medical
	Hemophilia Federation India (HFI), 1983 

An organisation of people with hemophilia. 8500 members. Has a board. 62 hemophilia chapters all over India. HFIs local chapter run the Hemophilia Centre in Dehli

	Parents organisation
	

	Organisations of Women with disabilities
	


o Current status of the Disability Movement in India

2.3.1
The Key-players
The disability movement in India is as mentioned above composed of only a few of organizations and the majority are primarily single disability organisations. Due to the fact that the DSI Country Strategy Mission didn’t have the opportunity to visit the “disability capital” this part of the Country Strategy will unfortunately not draw an adequate and complete picture of the disability movement in India. The picture will most likely be a little distorted, because the DSI Team didn’t have the opportunity to visit and to collect all and necessary information e.g. about the National Association of the Blind and the All Federation of the Deaf and other disability organisations outside the State of New Dehli. However, this part of the Country Strategy will give an indication of the main key players although the DSI Team is aware of that some players might have been left out without it being the intension. 

One of the key players is the National Association of the Blind (NAB), which is very well organized as far as the DSI team was informed. The National Association of the Blind has received more attention from both Government and other donors as well. The National Association of the Blind is relatively strong and also well organized in several of states. 

Another key player is the All Federation of the Deaf (AIFD), which has united the deaf in India. AIFD is providing a wide range of services for comprehensive rehabilitation for the deaf in the country. It was not possible for the DSI Team to visit AIFD and therefore it has not been possible for us to access the capacity of AFID.

Action for Autism (AFA), representing children with autism is a newly formed parents organization. Within a relatively short time AFA has become rather well organised and attained credibility and recognition for its work with children of autism. Apart from raising awareness about autism AFA is actively involved in lobby and advocacy activities. As a result of intensive lobby work done by AFA with the Ministry of Health, the Government of India now recognizes autism as a disability. In recent years another organization called Forum for Autism Awareness has emerged. The situation with more organisations representing the same disability groups could easily generate some rivalry and disputes. However, in the current set up in India it seems like the two parents associations support each other in their common efforts to raise awareness about autism and to achieve better life conditions for children with autism and learning disabilities. 

A rather new of organisation called Basic Need India is working with people with mental illness. Currently Basic Need India is active in the South of India at delimited local rural areas. Basic Need India aims to concentrate on the social and economic needs of people with mental illness. However lobby and advocacy activities on mental illness slowly emerge as an important part of the agenda. 

A well-established and relatively strong organization of people with hemophilia also known as Hemophilia Federation India (HFI) is involved in service providing activities. HFI is the only organisation in India, which imports Anti Hemophilia Factor. Even the Government of India purchases this medicine from HFI. The organisation is wide spread all around India with 62 local chapters. Lately the organization has moved a small part of their activities towards lobby and advocacy although it is still not their main focus. The Hemophilia Federation India is registered as an umbrella organization, which cover all hemophilia societies in India. However, the Government of India has not recognized hemophilia as a disability. Nevertheless HFI has gained widespread recognition among service providers including the government structures.

Only a few of the organizations we met particularly the National Centre for Promotion of Employment for Disabled People (NCPEDP) seem to have a certain political agenda and ambitions of undertaking tasks such as awareness raising and advocacy work. NCPEDP has established the National Disability Network in 1999. Due to the collective advocacy of the partners in the network disability got included in the National Census 2001, which is the main achievement of NCPEDP till now. Other organisations such as e.g. Mobility India and lately Basic Needs India have conceived the need for a strong disability movement to address and ensure equal opportunities for people with disability.

Another rather important lobby and advocacy player is the Disability Right Group (DRG), which has attained a lot of credibility for the advocacy work such as e.g. the PWD Act and to make air travel accessible. The DRG has several of times held rallies where they have urged the Government of India to pay attention to the need and aspirations of people with disability. At the moment the DRG meetings are limited to those people based in Dehli, however, people and organisations outside Dehli is kept informed on regular basis. DRG endeavours to strengthen the group within the next couple of years. Today the DRG group exist of both for and of organisations.

It is rather obvious that areas such as lobby and advocacy work, which requires more of an active role of the NGOs still need to be explored and developed further among the disability organisations in general. So far action by NGOs are more of responsive nature rather than proactive nature.

Finally, it should be mentioned that most of the disability organizations are urban based and only organized at national level. Although some of the organisations have locale branches the decentralized structures are not yet a common approach among the disability organisations. However, some of the organisations interviewed intent to map as much of India as possible within the next five years.

2.3.2
Characteristics of the Indian Disability Movement

Compared to other NGO movements such as e.g. Environment or Women Groups in India the disability movement is rather invisible. People with disability form one of the most political invisible and under represented groups in the country. Despite the well-established traditions emphasizing the provisions of care to the elderly, sick or people with disabilities within the family/community, persons with disability have not found space as a special interest/lobby group at the level of national or local politics. 

However, disability is included in the Tenth Five Years Plan submitted by the Planning Commission. In the current Five Years Plan it seems like disability organisations working with mental impairment or psychiatric problems has achieved to be included as an area , which will receive additional focus in the coming years. A well-organised disability movement could use the Five Years Plan to ensure that disability issues in general are further incorporated in the Governments Five Years Plan.

But the disability movement is still quite weak and fragile and in a way it is actually questionable whether “movement” is an appropriate wording in the Indian context owing to the fact that the majority of the organisations are however service providers rather than being political players trying to influence the political agenda at national and state level. 

Today the majority of people with disability in India do not see themselves as a political force. There is a visible lack of political participation of people with disability in existing structures at various levels of political decision-making. There is a lack of awareness among people with disability themselves and their relatives about their capacities and rights, and there is lack of knowledge about the PWD Act 1995 is widespread in India. This is not entirely due to lack of education, but presumably also a result of people with disability for decades have been captured within the strong charity tradition, which does characterize the NGOs and the “disability movement” in particularly. 

The majority of the disability organizations are providing direct welfare services to people with disability rather than organisations working with lobby and advocacy activities. The service provision mainly takes place in urban areas predominantly without any lobby and advocacy activities going along with it. 

In fact many of the for organisations are the auxiliary arm of the Government when it comes to service provision. They receive funds from the Government to carry our service provision for people with disability. An example is the National Health Policy where the Government has proposed to earmarked 10per cent of the budget to NGOs contributing in making available health and rehabilitation. Therefore it is rare that these NGOs participate in rallies addressing more political issues, such as the human rights of people with disability, because they fear for their Government funding. 

However, despite of the rather invisible disability movement there are resourceful individuals among the of and for organizations who are keen on influencing policies at various levels. The rights based approach to disability has been rather absent up till now partly because of the very strong dependency syndrome, which exist and partly because there is a lack of coordination among the single disability groups. 

Today the disability movement is to be found in a paradigm shift from charity-provision towards a more advocating approach for the rights of people with disability. The challenge is to build a movement based on a rights approach and working with respect to the PWD Act utilizing the existing possibilities and political structures for representation of people with disability. 

Furthermore there is a need for development and recognition of organisations working with lobby and advocacy within the approach of a sustainable foundation from which to ensure integration of people with disability. Finally and of importance there is a need of strengthening the initiatives that aim at increasing co-ordination and collaboration within the disability organisations. Today there is a not a common forum or platform where people with disability and their organisations can get together and share experience in the area of rights, lobby and advocacy, relevant legislation, mobilization etc.

2.3.3
Women, Children and generally underrepresented groups

The newly formed association of people with mental health, Basic Need India has taken off rapidly in the South, which justifies the need of that the organization expand its activities to other parts of India. However the challenges are both in terms of recognition of mental illness, awareness raising as well as capacity building of the organization.

Women with disability are another neglected disability group. They do not have an independent association in India despite the fact that the Women Right’s Movements appear to be rather strong in India. However the DSI Team did not have the opportunity to assess or rather discover the needs and the situation of women with disability in India. Neither of the organization visited or interviewed have women’s wings appearing in their association.

People with physical disability since they are not represented by a specific organization could be characterized as an underrepresented group in the disability movement. The same counts for people with epilepsy or muscular dystrophy. Neither of them is represented by a specific organization. 

Autism is represented in the state of New Dehli but according to the information received by the DSI Team knowledge about autism is very little elsewhere in the country. 
Generally, there seems to be a need to gather and accumulate know-how in specific areas of certain disabilities like for example epilepsy, mental illness, autism and women issues. 

Regarding the neglected disability groups there is a potential for exchange between the associations and emerging sister organisations in e.g. Nepal or the Philippines, which could be considered explored.

2.3.4
Challenges and potentials within the Disability Movement

· Lack of a common agenda for of and for organisations e.g. when it comes to addressing the Government of India on disability issues. 

· Conflicting interest among some organisations in the field of disability (mainly among service providers and non-service providers) because of dependency of financial support from the Ministry of Social Justice and Empowerment.

· Lack of coordination and co-operation among the disability groups.

· Lack of a common platform to coordinate activities, share experiences and to mobilize people with disability.

· Lack of lobby and advocacy activities/capabilities among disability organisations.

· Lack of awareness among people with disability about their capacities and rights.

· Lack of focus on neglected disability groups

· A common platform composed of already exiting structures within the disability movement could be an opportunity to move towards an increased co-orporation and mobilization among the disability groups.

2.4
Overview of Previous and Planned Donor Support to Disability Organisations

2.4.1
Government Support
Government of India
In India the Government is providing financial grants to NGOs undertaking health and rehabilitation of persons with disability

Capart is an apex government body for providing assistance to the NGOs, started its efforts in the field of disability in 1995 and has done considerable work in providing services to people with disability living in rural areas.

Apart from Government there are a number of disability focussed support agencies, which provide support and welfare services to people with disability. It is only recently that planned efforts of providing support to the organizations have started. Entrusting the work of health care delivery to NGOs in difficult and remote areas for socially vulnerable and socially disadvantaged groups is an alternative model for health care services. This model could be extended to other areas of disability e.g. people with learning disability, autism or mental illness.

United Nations Children Educational Fund (UNICEF)

UNICEF is doing very little concerning disability. In their current programme disability is not included as such although UNICEF e.g. works with the Spastic Society of India on a research project in Mumbai including education. UNICEF is playing a strong role when it comes to primary school education for girls. It has been suggested to include children with disability in the primary education programme. UNICEF is aware of the difficulties to get children especially girls with disability enrolled in the primary school system. UNICEF is also playing an advocacy role in trying to make other development agencies to see the need to support the disadvantaged children. UNICEF is directly supporting the Ministry of Education, however UNICEF has not been involved in the process around the PWD Act.

The World Bank (WB)

The World Bank is also doing very little when it comes to disability. Currently the World Bank supports the Basic education and District Primary Education Projects (see page 21 section 1.4.1). The WB does also support a disease control programme addressing tuberculosis (TB), Leprosy, blindness and malaria. Furthermore the WB supports a HIV/AIDS programme. The WB has no plans to include disability in their programme unless the Indian Government should ask for support for a disability programme. 

2.4.2
Bilateral Support

Danish International Development Assistance (Danida)

Danida has a bilateral agreement with the Indian Government. Danida will phase out its activities by 2008. Currently Danida supports a health programme covering Blindness due to vitamin A deficiency, TB, Polio and Leprosy.

Furthermore Danida has a rather big programme in Water and Sanitation and finally Agriculture. The Danish support to India in 2001 was about the amount of DKK 160 million Danish kroner. 

Danida has expressed that they are interested in supporting initiatives regarding the disability movement in India. Lately the Danish Embassy in Dehli has allocated funds for the Hemophilia Federation of India. The Embassy has also allocated funds to the National Centre for Promotion of Employment of Disabled People (NCPEDP) for the National Census in 2001. 

2.4.3
Support from other NGOs

Action Aid is a big support organization working with disability in India. Action Aid has adopted a strategy of Community-Based Rehabilitation (CBR) that aims at rehabilitating people with disabilities at the level of community. Action Aid has so far been a major promoter of CBR and service provision in the country. Their CBR programmes do focus on marginalized groups such as women and children with disability. Lately Action Aid has established a disability desk and plans are underway to focus more on the rights of people with disability and particularly on marginalized groups. Furthermore the DSI Team got the impression that Action Aid has a good relationship with the Central Government and Government Officials. They have been asked to provide a training module about disability for local Government Officials. 

Handicap International (HI) is another international organisation working in India using the Community Approach to Handicap in Development (CAHD) This approach includes physical and socio-economic rehabilitation of people with disability, the promotion of disability rights, improvement of physical rehabilitation services and access to education, income generating activities and employment. CAHD is a new and holistic strategy that aims to mainstream disability issues into all general development processes. They work by sensitising and training a wide network of both disability and development players at local level. HI is supporting 13 organisations among them Mobility India.

Finally it is very important to stress that the DSI Country Strategy Mission Team does not at all have a complete and general picture of the current donor support to the disability movement / organisations in India due to the fact that this Country Study cover the State of New Dehli only. Furthermore the DSI Team only assessed 3 of organisations. To get a comprehensive and an adequate picture of planned donor support it is necessary to carry out a further assessment.

2.5
Summery of Lessons Learned – Experiences from the Work of DSI Member Organisations in India

The Danish Hemophilia Society (DHS) has been engaged in a project about organisational development in India since 1998. The partner of DHS is the Hemophilia Federation India (HFI) 

The development objective of the project is to improve the survival rate and quality of life for persons with haemophilia in India. The cooperation has been very successful and both partners have gained much experience and knowledge. The main lessons learned over the past years are:

· It is extremely important that there are clear mandates and clear terms of reference for the local project manager as well as that there is an open dialogue and mutual respect.

· It is very difficult to turn a voluntary organisation into a professional organisation. The transition from working small scale with almost only voluntary people into a large scale organisation with several paid staff is a well known problem, which is also relevant in developing countries. Therefore, one should not be too ambitious when setting up a project.

· Management skills are often lacking in voluntary organisations. Basic knowledge about management, employment issues etc. should not be taken for granted 

· Before starting a project the Danish partner should acquaint him or herself of the cultural differences and the local political and economic circumstances in order to avoid misunderstandings.
· It is a considerable challenge to observe the delicate balance between being a representative of the donor and being the monitoring and counselling partner.
The Danish Association of Autism has supported Action for Autism with training skills for teachers working with children with autism and training for parents of children with autism. The main lessons learned:

· Voluntarism is strong among the parents and relatives.

· Before starting activities related to parents of intellectual impaired children the Danish partner should visit already existing parents groups / organisations to get an impression of the strength and limitation in an organisation. 

· Important for the Danish partner to acquaint her or himself to the different culture, traditions etc.

The Danish Association of Blind has been active in India as well with Service and rehabilitation projects. 

3. Strategy

3.1
Summary Analysis of the Situation for People with Disability – Problems, Constraints and Opportunities

3.1.1
Political and Administrative Context

Poverty in India in general prevents a significant improvement in the quality of life of disabled people. The demands /needs of people with disability are not in the list of priorities of Government. The enactment of the PWD Act offers opportunities for the interests of people with disability to be mainstreamed into social and economic development strategies. However, the lack of political will and of financial capacity hinders the ability of the people with disability to take full advantage of the situation. This calls for innovative solutions in terms of both organisational building and service provision. There is a need to transform the provisions provided in the PWD Act into tangible services and programmes. 

There is legislation for people with disability that provides a good foundation for the legal rights and equal opportunities and service provision for people with disability. The PWD Act also provides for a monitoring and implementation system at the federal level and State Commissioners at the state level, as well as committees that pave the way for the possibility for the representation of disability groups. 

The National Trust Act fulfils a strong need for care and organisation of parents and individuals responsible for guardianship of people with disability, but the Act is full of ambiguities regarding the actual process of guardianship.

There are very few people with disability represented in the decision-making bodies at the federal and state levels. According to our knowledge one person with disability is a member of the Indian Parliament. In the lower levels it is more a matter of incidence if disability groups are represented. The political and administrative system is very bureaucratic and it appears as a big challenge to change. However, a legislative measure has been taken to bring about decentralisation. The decentralisation process, which has been initiated by the Government can be a key for a well-organised disability movement to promote and facilitate for direct participation of people with disability at state level.

By setting up Core Groups in order to give effect to the PWD Act the Government has established a structure for the cross-ministerial co-ordination at the legislative and policy level. However, the effectiveness at the level of implementation seems to be low and haphazard. 

3.1.2
Organising the Disability Movement

To organise a disability movement in India is a major challenge as far as disability is concerned. The development of a movement has been found to be in a very early stage. Currently the disability movement is without any significant voice in the Indian society although the country has a well-formulated PWD Act. Lack of a comprehensive disability strategy / vision among the disability organisations and groups seems to be one obstacle in the development of the disability movement. 

Since resources are limited and funding largely personalized the lack of direction will to some extend continue to cause rivalries among the disability organisations. However there are human resources within the different disability organisations who are ready to undertake a new responsibility and mobilize potential organisations or groups, so people with disability can break out of the dependency syndrome and moved towards a more rights based approach.

Some of the of organisations such as Action for Autism, the Hemophilia Federation of India, National Centre for Promotion of Employment for Disabled People and Basic Need India have managed to obtain foreign donor support, but institutional strengthening of current and new organisations of people with disability is needed both in the areas of administrative and organisational capacity, leadership training, lobbying and advocacy. 

The disability organisations and representatives from the disability movement could benefit from strengthen the co-operation and coordination among themselves e.g. by establishing and recognizing a common platform for sharing information, for mobilization, increased co-operation and coordination about lobby and advocacy activities. A common platform seems to be lacking in the disability organisations endeavour to achieve equal opportunities and full participation in society. 

3.1.3
Government and Non-Government and International Development Agencies service delivery

According to the law there are free services for people with disabilities. But at the present time there are no resources for implementation. Hence voluntary groups are often established to meet the need

In principle there is free access, but:

 A large part of the service provision for people with disability is met by NGOs, though it is the responsibility of the government. This seems to be a conscious measure on the part of the policies and legislations passed by the Government.

 Service provisions for certain disabilities such as for the blind and intellectual impaired seem to be of a high standard. There are many NGOs working in this field and the level of education in the area is high. At the same time, for other disabilities like autism, mentally ill, epilepsy and disabled women there is lack of knowledge among parents, professionals, teachers not to mention the disabled persons themselves.

 The Rehabilitation Council of India (RCI) controls the standard of education and registers the professionals who work with people with disability.

 The efforts to provide services seem to be uncoordinated and there is duplication of effort/parallel structures in several areas. 

 A range of disabilities are not officially recognised this includes e.g. epilepsy and people with hemophilia.

 Action Aid has created a disability desk lately, but otherwise there are no international organisations with specific programmes directed towards people with disability.

3.2
Major Challenges for the Disability Movement guiding future DSI Support

The major challenges of the Indian Disability Movement summed up are to: 

A.
Increase the active participation of people with disability in existing structures at various levels of political decision-making. 

B.
Enhance focus on currently neglected disability groups such as mentally ill, autism, muscular dystrophy, epilepsy, parents of disabled children, women etc.

C.
Increase awareness among disabled people themselves and their relatives about their capacities and rights and thus empower them to break out of the dependency syndrome the strong charity tradition has created. 

D.
Organise people with disability themselves and strengthen the human and organisational capacities among existing groups and organisations of disabled people.

E.
Strengthen co-operation and coordination among existing groups and organisations of people with disability.

F.
Strengthen the lobby and advocacy capabilities of disabled peoples organisations in order to tackle or utilise the above-mentioned challenges.

3.3
Project Potentials and Principles for Support

 Areas to be supported by DSI and its members organisations

Increase the active participation of people with disabilities in existing structures at various levels of political decision-making

Areas to be supported:

 Produce and disseminate accessible information on relevant legislation at federal, state and district levels and provisions of importance for disabled people (Target group: people with disability and their relatives).

 Training of people with disability in lobbying and advocacy skills, e.g. strategic planning, communication skills, knowledge on legislation and political structures, etc. The training should be tailor made for the different levels of decision-making.

 Support to raise awareness targeting negative attitudes among civil servants, e.g. utilisation of mass media.

 Support to production of information and campaign material (Target group: general public).

 Support communication between the disability representatives at decision-making levels and the groups or structures they are representing.

 Support access to international experiences in the area of lobbying and advocacy.
Principles and guidelines for support:

The support should ensure that people with disability are selected for training  representing a group of people with disability or relatives.

The following conditions should be considered when selecting districts for intervention: 

The state commissioner appointed should have this responsibility as the main priority, and should not have other responsibilities conflicting with the position as state commissioners. 

The district should have a structure lead by people with disability themselves or their relatives, e.g. the Haemophilia Federation India or the National Disability Network.

Wherever possible the know-how and resources of the Disability Desk of Action Aid should be utilised.

Enhance focus on currently neglected disability groups, e.g. mentally ill, muscular dystrophy, autism, epilepsy, parents of disabled children, women etc.

Areas to be supported:

 Seminars on specific disability groups (Target groups: Professionals, disabled people themselves, relatives, donors and other stakeholders).

 Support to mobilisation of neglected disability groups (Epilepsy, Muscular Dystrophy and Women).

 Support to organisational development of existing but young organisations (Basic Needs, Action For Autism together with physical disabled peoples organisations and parents organisations).

 Support to resource centres accumulating and distributing specific know-how on currently neglected disability groups.

 To exchange experiences and knowledge between Indian partners and Danish single disability organisations.

 South-South Cooperation.

Principles and guidelines for support:

Initiating mobilisation of new disability groups should only be done if there is a local partner. 

The partner selected for either mobilisation, implementation of seminars or organisational development must have oral references from more than source.

Mobilisation should be done in districts where services for the specific disability group are provided.

In regard to organisational development see guidelines under the paragraph “Organise people with disability them-selves and strengthen the human and organisational capacities among existing groups and organisations of disabled people”

Before work is started further studies of the different options need to be undertaken so a qualified choice can be made and a strategy drawn up.

Increase awareness among disabled people themselves and their relatives about their capacities and rights and thus empower them to break out of the dependency syndrome the strong charity tradition has created

Areas to be supported:

 Support a Resource Centre on Equal Opportunities for Disabled People

The centre could have the following functions:

 To collect analysing/interpretation and dissemination of information.

 Provide advice and information to organisations of disabled people, their relatives, service providers and disability representatives in decision-making bodies at national, state and district levels.

 Members/disability activist can be based in short-term placements to carry out some of the tasks of the centre benefiting both the centre but also the individual member who get exposed to knowledge.

 Gather information from districts on disability activists and achievements / experiences made in a database.

Principles and guidelines for support:

The centre could be based in the HQ of the National Disability Network, however, further assessment of the capacity at national level and the structures at the district level and if there is considerable resistance among some groups against this structure the should be made before implementation.

Since the centre is of common interests to all categories of disabilities support should not be biased towards a particular disability group. This regards to both support from donors and the services of the centre.

The leadership of the centre should be neutral and mainly run by people with disabilitiy themselves and/or their relatives.

Cooperation and coordination with other NGOs working with disability.

A study specifically investigating the experiences from the Asian Pacific Decade could make an important contribution to the implementation of the concept.

Organise people with disability themselves and strengthen the human and organisational capacities among existing groups and organisations of disabled people

The area covered during this study has been New Delhi only and it has not been possible for the DSI Country Strategy Mission Team to visit and assess more than 3 organisations of disabled people/relatives. From many sources we have got the information that the Southern parts of India has a higher level of organisation and groups of people with disability. To make specific recommendations for the support it is necessary to (discover) the needs of these groups and organisations. However, since it is obvious that the mobilisation and organisations of disabled people themselves and their relatives is still at it infancy in India the DSI Team assumes that the needs for support will be in almost all areas from basic administrative infrastructure and employment of staff to leadership training e.g. organising and planning skills, communication skills, democratisation etc.

In regard to the mobilisation and organisation of people with disability the principals and guidelines from the organisation of neglected disability groups will apply. However, when the target group is not a neglected disability group the mobilisation should not be done through service providers but by already existing groups of disabled people to avoid the dependency syndrome and to promote the rights approach.

Strengthen co-operation and co-ordination among existing groups and organisations of disabled people

Giving support to this area it is recommended to differ between service providers and for organisations and organisations of disabled people and their relatives. It is obvious that the service providers and the for-organisations need a forum for co-operation and co-ordination but support to this area falls outside the overall criteria for DSI support.

In regard to the organisations of disabled people and their relatives the DSI Team asses that it is too early to support a specific structure for co-operation and coordination due to the fact that many organisations are yet not strongly established.

Areas to be supported:

 Support to ad hoc gatherings, happenings, workshops and other events where organisations and groups of disabled people and/or relatives need to appear united.

Principles and guidelines for support:

The support to specific events can be channelled through any organisation of disabled people or their relatives as long as their administrative capacity to implement the activities and account for the financial support. Oral reference from more than one source is necessary.

General for DSI and its member organisations it is recommended that they concentrate the work in 1 or 2 states. Further studies must be undertaken in order to recommend relevant states.

Appendix A

Programme of the DSI Strategy Mission

	Date
	Time
	Meeting with
	Team

	Saturday, 3rd November 


	
	
	Kirsten & Michael arrive

	 Sunday, 4th November


	
	
	

	Monday, 5th November Morning 

Monday 5th Afternoon
	Tentative appointment at 4:30 pm


	Handicap International / Mobility India

K-3, South Extension -I

New Delhi

4658092

hidelhi@vsnl.net

hidelhi02@yahoo.com


	Mohan, Karen & Lene arrive

Mohan, Lene, Kirsten, Karen & Vimala.

	Tuesday, 6th November Morning -


	App. time: 9.00 a.m.

App. time: 11.30 a.m


	Spastic Society of Northern India (SSNI) 

2,  Balbir Saxena Marg, 

Hauz Khas,  New Delhi

6966331 

ssni@vsnl.net.in

Ms Vandana Bedi

Mrs.Poornima Jain, Principal

Tammana (School for mentally Disabled)

D-6 Street,  Vasant Vihar

6143853, 6148269

6143853(f)

Ms Vinita Krishna/Mrs Poornima Jain


	Mohan & Kirsten 

Mohan & Kirsten

	 Tuesday6th Morning


	Appointment time: 10.30 


	Amarjyoti (Integrated school for physically challenged and normal children)

Amar Jyoti Research and Rehabilitation Centre

Karkadooma, Vikas Marg

New Delhi

 2151286

2154936 (fax)

amarjyoti@del2.vsnl.net.in


	Karen & Lene 

	Tuesday 6th Afternoon


	Appointment time 13.30

Appointment time 4:40 pm


	Internal meeting with Vimala Ramakrishnan 

Dr. R.K. Shrivastava, Assitant Director General Ministry of Health and Family Welfare
New Dehli


	Lene, Kirsten, Mohan & Karen

Lene, Kirsten, Mohan, Karen & Vimala

	Wednesday,7th November Morning


	Tentative time- 9:00am

Appointment time 11:00 am
	Ms.Emma Manoncourt

UNICEF

73, Lodhi Estate

New Delhi 110003

Ph 4642143, 4692081

Mr Vinod Khanna & Ashok Verma

Hemophilia Society India

New Dehli


	Mohan, Lene, Karen & Vimala

Lene & Karen



	Wednesday 7th Afternoon


	Appointment time: 2:30 pm
	Ms.Divya Singh

Action Aid (Presentation & Discussion)

R-39,South-Ex-II

6261502/503


	Mohan, Kirsten, Lene, Karen & Vimala



	Thursday, 8th November Morning


	Appointment time 9.00 am

Appointment at 10:00 am


	Mr. Jes C. Boye-Møller and Ms. K.G. Rama

The Royal Danish Embassy New Dehli

Mr. Asha Murty Director General Employment and Training, Ministry of Labour


	Mohan, Lene, Karen & Vimala

Mohan, Lene, Karen & Vimala

	Thursday, 8th Afternoon


	Appointment at 2:30 pm

Appointment time at 7:00 pm
	Internal meeting

Ms. Lene Graugaard Dan Church Aid, New Dehli


	Mohan, Kirsten, Lene & Karen

Mohan, Lene, Kirsten & Karen

	Friday 9th November-Morning


	Appointment time 10:00am 

Depart from hotel at 9.30 pm

Appointment at 11.00 am


	Sh.B.K.Chaturvedi

Secretary Shastri Bhavan & Mr Sumit Bose

Department of Education

Mrs. Rajwant Sandhu

Shastri Bhavan

Ministry of Social Justice and Empowerment
	Kirsten, Karen & Vimala 

Lene, Mohan, Kirsten, Karen & Vimala

	Friday 9th Afternoon


	Appointment time 12.30

Appointment at 2.30 p.m

Appointment time 5.00 pm
	Internal meeting

Mr Sardar Patel Bhawan

National Human Rights Commission,New Delhi

Health Division

Peter Heywood

World Bank

	Kirsten, Karen & Vimela

Lene & Mohan

Mohan, Lene, Kirsten, Karen & Vimala

	10th & 11
	AGRA
	TAJ MAHAL-  
	Teams 1 & II

	Monday 12th November Morning


	Tentative time 9.30 

Appointment time 11.30 
	Mrs.Uma Tuli

Chief Commissioner Disabilities, Noida.

Mr Gobal

National Institute for Public corporation and Child Development (NIPCCD)


	Mohan & Karen

Kirsten & Lene

	Monday 12th Afternoon


	Proposed time 3.00 pm

Appointment time 4.00 pm


	Dr Madhan Upadhyaya

Regional Adviser

Disability, Injury Prevention & Rehabilitation, WHO-SEARO.

Mr.Javed Abidi

National Centre for the promotion of Employment of Disabled persons

(NCPEDP)


	Mohan & Karen

Kirsten, Lene, Mohan, Karen & Vimala

	Tuesday 13th November
	WORKSHOP (External)


	
	Kirsten, Lene, Mohan & Karen

	Wednesday 14th November
	At the hotel
	WORKSHOP (Internal)
	Kirsten, Lene, Mohan & Karen

	Thursday 15th November
	At the hotel

Appointment time 7.00 pm
	WORKSHOP (Internal)

 Javed Abidi ( NCPEDP)
	Kirsten, Lene & Karen

Kirsten, Lene & Karen

	Friday 16th November Morning


	Appointment time 9.30 am


	Ms. K. G. Rama 

Debriefing, The Royal Danish Embassy, New Dehli
	Lene & Karen



	Friday 16th Afternoon
	Appointment time 12.30 pm
	Hemophilia Centre, New Dehli
	Lene & Karen

	Friday 16th Afternoon
	Appointment time 2.00 pm
	Action for Autism

New Dehli
	Lene & Karen


Appendix B

Organisations participating in the workshop

	Name of the Participant
	Name of the Organisation



	Ms. Radhika Alkazi
	Alternative Stategies for the handicapped (ASTHA)

	Merry Barua
	Action for Autism (AFA)



	Mr. D. M. Naidu
	Basic Needs India, Bagalore



	Mr. Srininvasulu
	Sahakra Society



	Mr. Chapal
	Mibility India, Bagalore



	Mr. Onkar Sharma
	All India Federation of the Deaf



	Mr. George Abraham
	Dr. Shroff Eye Hospital, Dehli

	Ms. Madhu Grover
	Spastic Society of Northern India, (SSNI) Dehli



	Ms. Poonam Natranjan
	Spastic Society, Chennai

	Dr. S.K. Mishra
	Rehabilitaion Council of India (RCI)Dehli



	Ms. Niloufer Teckchand
	Family of Disabled,(FOD) Dehli 

	Mr. D. Nanda
	Handicap International (HI) Dehli



	Ms. Neeru Seth
	Hemophilia Federation India, Dehli



	Mr. Ahluwalia
	Akshya Prathishthan, Dehli



	Ms. Parul Kumtha
	Forum for Autism, Dehli



	Ms. Divya Singh
	Action Aid, Dehli



	Mr. Victor
	Action Aid, Dehli
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Map of India

Appendix II

Forum for Autism Awareness, Patel Chambers, 1st floor, Above Vysya Bank, Opera Bank, Mumbai 400007. Tel. 3821126.

Ressouce persons: Parul Kumtha (tel. 3870140) Beena Modak (tel 4145221 and Babita Raja

	Which disability group(s) are members of the organization?


	Parents of Autistic children

	What is the mission of the organization?


	· To function as a support group for parents of autistic children

· To spread awareness of autism particularly among parents of autistic children and medical professionals to counter the lack of information and misconceptions about the disorder. 

	When was the organization founded?


	1997

	How has the organization developed up to now?


	· Annual subcription for the library

· Fees for workshops which they run

· Space provided by one of the parents

	Does the organization have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	No

	What would be the type of activities, which the organization would priorities, if it had sufficient funding?


	· More training workshops for parents who are the primary therapists for their own children.

· More organised efforts towards spreading awareness. 



	What are the main achievements of the organization till now?


	· Have been successful in increasing awareness among both parents of autistic children as well as among medical professionals to some extent. 

· The setting up of a library of books and reference material on autism to help parents understand the disorder. 

· Have organised several workshops for parents on behavioural therapy, speech therapy, occupational therapy, etc. Among these was one by Merry Baruha of Action for Autism in Delhi. And another by Elizabeth Graham, on occupational therapy. 



	What are the main challenges that the organization is currently facing?


	· Lack of volunteers for the library

· Also among the parents few volunteer to sit in the library as they are involved with their individual children. 

· Lack of awareness among the medial fraternity with regard to autism. 

· The challenge of responding to parents who come to the forum either very depressed or alternately looking for quick fix cures and solutions.  



	How many staff members/active volunteers does the organization have?


	· There are over 100 parents registered with the organisation but only about 5 of them are active volunteers.

· This year they have four student volunteers from St. Xavier's College, Mumbai

	How is the division of labour between the staff members (if any)?


	Informal division among the few volunteer parents.

	What is the governance structure of the organization? Does it have a board?


	In the process of being registered as a Trust and as a Society. The board of trustees will consist of parents as well as a few co-opted medical professionals. The intention is that the co-opted medical professionals will not have voting rights to prevent the rest of the medical community from feeling that they are being excluded in some way. 



	Does the organization provide any type of service to its members? To others? Describe the service programmes offered by the organization (objective, activities, etc.)


	· Library

· Maintains and provides a list of all parents of autistic children who they are in contact with so that parents with recently diagnosed autistic children can meet them in their own localities. 

· Also maintains a list of medical professionals (particularly those who are good with diagnosis)in different parts of the city to serve as a reference for parents.  

· Provide informal counseling. 

· Organise workshops.

· Provide a list of schools who are good with autistic children or specially for autistic children. 



	Does the organization undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	NA

	Does the organization receive support from any external sources? Which? How much over the past 3 years?


	Not looked for funding as they are not yet registered. 

	Do members pay membership fee? How much?


	No fees as yet because the organisation is not registered. This may come in once registration is complete. There is a fee of Rs. 200 for the use of the library. 

	Does the organization have any income generating activities?


	NA

	How is leadership in the organization?


	NA

	Does the organization collaborate with any other (disability) organizations in the country?


	· Merry Barua of Action for Autism in Delhi conducts workshops for them.

· Also in touch with Parents for Appropriate Children's Education (PACE) in Mumbai. They mnake their applications for concessions for railways and so on on the PACE letterheads - so PACE gives them some administrative support. Many of their own parents are involved in PACE. 

	Is the organization affiliated to any umbrella organizations in the country?


	No.

	Is the organization affiliated to any international (disability) organizations?


	No. 


National Association for the Blind, Rustom Alpaiwala Complex, 124-127 Cotton Depot, Cotton Green, Reay Road East Mumbai 400033, Tel; 3700953, 3756802

	Which disability group(s) are members of the organization?


	Blind

	What is the mission of the organization?


	Welfare of the blind through education, research, rehabilitation, training, provision of employment.

	When was the organization founded?


	1952

	How has the organization developed up to now?


	· Donations from individuals.

· Donations/ grants from corporations like Hindustan Petrolem, Bharat Petroleum, Mahalaxmi Temple Trust, as well as trusts like the All Saints Trust at the international level.

	Does the organization have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	The organisation has several departments and each has a focused and specific mandate. They are located in various parts of the country in 18 states. Each state has a centre which then is the conduit for smaller centres in that state. Each centre depending on its specific location and needs forms its own strategy. For instance this will be different for rural and urban areas. In those states where the NAB does not have a main centre they locate partner organisations to collaborate with in order to set up their programmes and address the needs of the blind. 

In the education department, they focus on integrated education by going into the field to find out the needs of the blind and provide suitable programmes to ensure that they are covered. 

	What would be the type of activities, which the organization would priorities, if it had sufficient funding?


	· The education department would focus on early intervention

· Pre-school education throughout India

· And a special focus on integrated education in the north-east of India where the NAB structures are not yet that strong.

	What are the main achievements of the organization till now?


	· Association is represented on many committees of the state and central government. This includes representation on the Planning Commission in the making of policies like the Five Year Plans for the blind in particular and the disabled in general. 

· Affiliated to all internation agencies working for the blind.

· The Association has created and environment in the country where a blind individual can walk with her/his head held high. 

· Pioneering services for the blind including starting the first teaching centre for the blind, the first nursery, the first employment department and so on. 

	What are the main challenges that the organization is currently facing?


	Dearth of adequate man-power, materials and infra-structure and finances. 

	How many staff members/active volunteers does the organization have?


	· several volunteers country-wide

· 140 persons employed in the head-quarters in Mumbai

· 09 persons in the Education country head-quarters in Mumbai

	How is the division of labour between the staff members (if any)?


	Each department looks after its own affairs 

	Does the organization have local branches? If yes, how many?


	No local branches. Though the general head-quarters in also in Mumbai. 

	What is the governance structure of the organization? Does it have a board?


	· the association is a registered trust.

· At the apex is the board of trustees, under which is an executive council, under which is the managing committee, under which are the different advisory committes (like the education committee).

· Each of these advisory committees are in charge of one department. 

	Does the organization provide any type of service to its members? To others? Describe the service programmes offered by the organization (objective, activities, etc.)


	· There are several departments that look after various different needs. These include: 

· The education department provides integrated education services to the blind.

	How many people do these programmes cover?


	· All departments cover an indeterminate and very large number of people.

· The education department covers over 12,000 people.

	Does the organization undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	· Represented on govt. committeesfrom where they are in a position to influence policy.

· Links with the corporate sector.

	Does the organization receive support from any external sources? Which? How much over the past 3 years?


	· Corporate bodies like Hindustan Petroleum, Bharat Petroleum, ICICI.

· International organisations like All Saints International in London, the Danish Embassy, the German Consulate.

	Do members pay membership fee? How much?


	 Members pay to enroll in accordance with the categories of life, ordinary and patron memberships. 

	Does the organization have any income generating activities?


	· Nothing apart from that they give out their auditorium at the HQ in Worli for hire.

	How is leadership in the organization?


	Structured as described earlier.

	Does the organization collaborate with any other (disability) organizations in the country?


	Is linked to almost all organisations for the blind in the country including Blind Persons' Association in Ahmedabad and All India Confederation of the Blind in Delhi.

	Is the organization affiliated to any umbrella organizations in the country?


	·  Has 18 state branches. The HQ are in Mumbai. 

	Is the organization affiliated to any international (disability) organizations?


	· World Blind Council, Paris.

· International Association for the Prevention of Blindness.

· Deaf Blind International, USA.

· Hilton Perkins International, USA.




Action for Autism , T-370 Chirag Gaon, New Dehli - 110017

Tel; 6416469, e-mail autism@vsnl.com

	Which disability group(s) are members of the organisation?


	Individuals with Autism and Parents of Individuals with Autism and other disabilities such as Cerebral Palsy, Mental Retardation

	What is the mission of the organisation?


	To create an environment where children and adults with autism and their families can live as fully participating members of their community

	When was the organisation founded?


	1991

	How has the organisation developed up to now?


	

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	Strategy is to promote advocacy.

	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	1. Activities for creating awareness in the community

2. Training more teachers

3. Learning and applying new approaches to teaching children with autism

4. Developing Open Door the school for children with autism and introducing the above approaches

5. Starting a model integrated education project which will be a junior school for typically developing children where children with autism who have received early intervention at Open Door will be integrated in preparation for regular high school

Interstingly though the above list in in order of priority, it is the success of item #4 that makes item #2 and #3 possible



	What are the main achievements of the organisation till now?


	In eight simple words "Placing Autism firmly on the map of India"

To elaborate

~ Empowered and continue to empower parents

~ Positively effected legislation

~ Informed paediatricians etc leading to more children being diagnosed

~ created awareness of specializsed teaching methods of children with autism

~ most importantly changed the attitude of hopelessness towards individuals with autism



	What are the main challenges that the organisation is currently facing?


	Misinformed sections of authority that has the power to adversely affect the future of the organisation

	How many staff members/active volunteers does the organisation have?


	Staff members - 14

Volunteers - 5



	How is the division of labour between the staff members (if any)?


	The 'office staff' handle administrative matters, answering routine mail, handling the physical aspects of printing material, printing of the journal,  setting up of workshops, semnars, fundraising events, handling day to day accounts of the organisation under direction of the account consultant, and so on

The 'technical staff' so to speak handle the training of children, parents, counselling, actually giving the seminars and workshops, writing for the journal, answering specialised help mail

The library staff of one handles everything to do with the library and receiving reuests for and dispensing of  information material thereof

The accounts consultants handle the books and accounts and audit of the organisation 



	Does the organisation have local branches? If yes, how many?


	There are no branches. However the organisation helps catalyse parent groups and create affiliations

	What is the governance structure of the organisation? Does it have a board?


	The organisation has an elected governing body  

	Does the organisation provide any type of service to its members? To others? Describe the service programmes offered by the organisation (objective, activities, etc.)


	Though members receive priority, the services offered by the organisation are not limited to members though there are special benefits available to members. Individuals take membership of the AFA as much to support the autism movement as to receive any the benefits 

	How many people do these programmes cover?


	Different programs cover different segments. In all a few thousand avail of AFA programs

	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	Yes. 

~ To create awareness in the community. By writings in the media, by holding awareness raisig events, by the dissemination of information material

~ And to effect legislation. By lobbying with the ministry

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	Rs 10,00,000 

	Do members pay membership fee? How much?


	Rs 500/ annually

	Does the organisation have any income generating activities?


	Yes. Fundraising events. Sales of items made by the students

	How is leadership in the organisation?


	

	Does the organisation collaborate with any other (disability) organisations in the country?


	Yes. With several both in Delhi as well as elsewhere

	Is the organisation affiliated to any umbrella organisations in the country?


	Is in the process of joining Parivaar - an all India group of disability organisations for the mentally disabled that has recently amended its constitution to include autism.

Is loosely connected to the Disability Rights Group

	Is the organisation affiliated to any international (disability) organisations?


	World Autism Organisation


ASTHA (Alternative Strategies for the Handicapped) 
S-268, Greater Kailash – II, New Dehli - 110048

	Which disability group(s) are members of the organisation?


	Our focus areas are working children who have multiple disabilities

However, we work with children or persons with special need on a regular basis

	What is the mission of the organisation?


	To be able to provide quality services to persons with disability and their families and work towards creating an environment where changes can be effected and where this would be done through choices research, conception of information and sharing it t

	When was the organisation founded?


	1993

	How has the organisation developed up to now?


	The organisation has four service programmes.

The organisation is involved in conducting research, collating information and disseminating information in the area of disability.

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	Strategy is to research on disability issues and 

	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	Research on issues that are important in the field of disability and its dissemination.

· Collecting, collating and disseminating information

· Linking persons with disabilities and there families with services and information required by them.



	What are the main achievements of the organisation till now?


	The organizations has been able to provide a certain level of quality of service

The organization has been able to continues to research, collect information and collate it and conduct workshops regularly without funding.

	What are the main challenges that the organisation is currently facing?


	Funding for ongoing research, communications and information

· Being able to retain staff of good quality

· How to sustain a level of quality

	How many staff members/active volunteers does the organisation have?


	20 Staff member

3 volunteers at the moment. The number keeps changing.

	How is the division of labor between the staff members (if any)?


	Each program has a coordinator who leads the team. The coordinators of different programs.

	Does the organization have local branches? If yes, how many?


	We do not have branches  but have centers at Govindpuri in the slum area and at Lal Kuan which is also a large urban village/slum area.

	What is the governance structure of the organization? Does it have a board?


	There is a board of eight trustees. Two of the trustees are full time workers at ASTHA. They are the Director and JE Director

	Does the organisation provide any type of service to its members? To others? Describe the service programmes offered by the organisation (objective, activities, etc.)


	No

	How many people do these programmes cover?


	Over a hundred in direct service provision

Another hundred in our help-line

	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	The organisation believes in firs conducting in-depth research and there lobbying for change. The organisation tries to work in areas which it sees as important needs for persons disabilities and their families.

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	Yes it does, but mainly for its services

The organisations takes research projects, on a project to project basis.



	Do members pay membership fee? How much?


	No members do not pay membership fees.



	Does the organisation have any income generating activities?


	No

We sell cards but no in large numbers

	How is leadership in the organisation?


	N/A

	Does the organisation collaborate with any other (disability) organisations in the country?


	Yes, the organisation is constantly collaborating  with other organisations within Delhi and outside Delhi

	Is the organisation affiliated to any umbrella organisations in the country?


	No

	Is the organisation affiliated to any international (disability) organisations?


	Not as yet


Spastic Society of Northern India (SSNI)2,Balbir Saxena Marg, New Dehli 

6569107/6864714 –e-mail:ssni@vsnl.net.in
	Which disability group(s) are members of the organisation?


	This is an organisation that works with persons who have developmental disabilities like cerebral palsy and other neuromuscular and multiple disabilities. We strive to work especially with those who are further marginalized by poverty, stress and the severity of their disability. However, in our Rural Community Based Program we work with all disabilities. We network with most disability organizations in the country. As an organization we are a core-group member of Disabled Rights Group – an NGO that works for the rights of the disabled. 

	What is the mission of the organisation?


	· To deliver high quality rehabilitation services and to be a consultant to partner organizations

· To enable our service users to challenge the attitudes and discriminatory barriers that operates against them and to empower them to exercise their rights and responsibilities

· To work towards achieving equal opportunities for persons with disabilties.

· To develop and raise the quality and range of services for persons with disablities.

	When was the organisation founded?


	The organization was founded in 1978 as a special school by a group of dedicated women.

	How has the organisation developed up to now?


	· Organization founded -1980

· Commencement of Home Management Program. It caters to the needs of over 800 families in any given year.

· The Rural Community Based Rehabilitation Program started. It provides services by a satellite centre in a neighbouring state that caters to the needs of persons with disabilities in 58 villages.

· The School of Rehabilitation Sciences - the research and training wing was started. Post graduate courses in special education and developmental therapy are run here. Over 500 professionals have been trained here who have pioneered and spread services to many parts of India and also to some neighbouring countries.

· The Vocational Adult Training Centre was started. This centre addresses the need of young adults with disabilities in the area of life-skills, marriage, sexuality and also guides them towards suitable work options.

· The Legislation, Advocacy, Awareness Raising and Publicity groups were set up to address the major attitudinal, social, cultural and environmental barriers that disabled persons face.

· The Urban Community Based Rehabilitation Program was started to meet the needs of children and young adults with disabilities who live too far away and cannot access our services.

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	Yes, it has a strategy.

	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	· Community based rehabilitation activities with a focus on the poor.

· Legislation, Advocacy and Awareness Raising including public interest litigation to ensure protection of rights, equality of opportunity and empowerment of persons with disabilities.

	What are the main achievements of the organisation till now?


	Macro level

At the macro level, our major focus has been on influencing a change in policy so as to create an aware and just society. Our landmark achievement were possible through collaborative efforts with other NGOs and pressure groups. Some of these were:-

· Spearheading an NGO movement for enactment of the Persons With Disabilities Act, 1995

· Raising awareness in promoting a barrier free environment in government, public and corporate sectors. As a consequence, directions have been given to make all post offices in the country barrier free, 40 banks have been made barrier free, in addition schools, offices, restaurants, museums and parks are becoming physically accessible.

· The highlight of 2001 was pressuring the government to include persons with disabilities in the National Census of 2001.

Micro level

Some of our micro level achievements in our rural and urban programs have been:

· Setting up of parents support groups in and around Delhi

· Setting up activity centers for the severely disabled

· Building up of self advocates

· Opening up opportunities for mainstream education and job placements

	What are the main challenges that the organisation is currently facing?


	Funding

The Ministry of Social Justice and Empowerment supports some of the organizations programs and funds about 30-40per cent of their recurring expenditure. Apart from these funds from the Government of India, the organization raises its income through the sale of greeting cards, organizing cultural events, seeking corporate donations, individual sponsors and others. The Government has decided as part of its new policy to reduce fundings of NGOs who have been in receipt of government funds for some time so as to be able to fund NGOs, which have come up in more recent times. Reduction in government funding has commenced from the previous financial year and expected to be completely phased out by the year 2005. SSNI has responded to this challenge by increasing its fund raising activities and also dialoguing with the government for continued assistance.

Integrated Services

The Spastics Society of Northern India is moving away from being mainly an institution based rehabilitation service centre to being a provider of community based rehabilitation services. There are a large number of significant challenges that have to be met and overcome here. During this process of change, we will have to continue to address the needs of our present users along with preparation for the change of direction. These include;

· Increasing the number of users from 1700 to 5000

· Raising the percentage of users further marginalized by poverty.

· Becoming the leading tertiary level Resource Centre for disability and development

· Attempting to change the attitude of the society to accept persons with disability giving them equal rights, status and opportunities

· Mainstreaming persons with disability by including them as part of the community

	How many staff members/active volunteers does the organisation have?


	Staff member: 160

Active volunteer: 80

	How is the division of labour between the staff members (if any)?


	Every member of the staff on recruitment within the organization is given a list of duties and responsibilties. However persons are being developed to handle work other than their own to develop flexibility in the use of the human resource. Also, all staff members do understand that when necessary they need to respond to any work for the disabled and above their assigned tasks/duties.

	Does the organisation have local branches? If yes, how many?


	Yes. The organization has a satellite center in Faridabad district of Haryana (a neighbouring state).This centre addresses the needs of persons with disabilities in 58 villages.

	What is the governance structure of the organisation? Does it have a board?


	Yes. It has a Governing Body consisting of Chairperson, Vice-Chairperson, Treasurer, Secretary and 8 other memebers.

	Does the organisation provide any type of service to its members? To others? Describe the service programmes offered by the organisation (objective, activities, etc.)


	Yes

	How many people do these programmes cover?


	Approximately 1700 in a year.

	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	Yes. This organization does undertake lobbying activities and advocacy. Examples are - advocacy for inclusive education, inclusion of the disabled in the national census, accessibility of public transportation system, public buildings, parks, restaurants, cinemas, hotels, museums etc., awareness raising of issues that concern the disabled, changing the attitude of society towards persons with disability.

Purpose 

· Protection of rights of persons with disabilities

· Provision of equality of opportunities

· Full participation by persons with disability in society

· Empowerment of persons with disability

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	1998-1999 — 25.57 lacs (Government) 2.27 lacs (Foreign Donors)

1999-2000 — 50.54 lacs (Government) 1.34  lacs (Foreign Donors)

2000-2001— 45.77 lacs (Government) 1.52 lacs (Foreign Donors)

	Do members pay membership fee? How much?


	No fees charged of any kind

	Does the organisation have any income generating activities?


	· Sale of greeting cards

· Organisations of fund-raising events like plays, musical performances etc.,



	How is leadership in the organisation?


	Leadership in the organization is good. Members are motivated and committed. Training in Management and leadership conducted in 1999-2000, 2000-2001 has improved the quality of performance of management and leadership

	Does the organisation collaborate with any other (disability) organisations in the country?


	Yes.

	Is the organisation affiliated to any umbrella organisations in the country?


	No.

	Is the organisation affiliated to any international (disability) organisations?


	Not so far.


Family of Disabled

B-1/500, Janakpuri, New Delhi – 110058; Ph: 5597328; e-mail fod_delhi@yahoo.com

	Which disability group(s) are members of the organisation?
	Cross-disability 

	What is the mission of the organisation?


	To reach to the self-sustaining needs of disabled people living below poverty line. 

To promote the work of artists with disabilities so that they can earn and get recognized in the society. 

To collect and disseminate useful information about disability and related issues for different groups of persons. 

	When was the organisation founded?


	March 1992

	How has the organisation developed up to now?


	FOD has experienced gradual and effective growth. 

OR

FOD started in March 1992, with a single disabled member. 

Publishing of a newsletter (single colour; 16 pages). FOD got registered in 1994. Gradually, the newsmagazine improved and at present is the most well-known publication on disability for all kind of target groups. Staff increased, other projects undertaken like greeting cards, self-employment.                             

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	FOD does not restrict to its laid down aims and objectives. We explore ways to be of use to any person with disability who approaches the organization with his needs/ problems/ queries.

	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	To institute a Video library on disability 

Strengthen the activity of economic rehabilitation for persons with disabilities by increasing the beneficiaries and the magnitude of financial help.

To open a multi-service transit hostel/ Rehabilitation center for physically disabled.

	What are the main achievements of the organisation till now?


	Publishing the only newsmagazine, of its kind in India, consisting of material on disability and related issues for the benefit of public at large. 

Reached 65 poor PWD to help them start their own mini trades, with a 70per cent success rate.

Introduced 30 artists with disabilities to the society by promoting greeting cards designed/ made by them, holding exhibitions.

Received 9 Awards from government and non-government agencies for its services for the disabled.



	What are the main challenges that the rganisation is currently facing?


	Low infrastructure and paucity of funds. 



	How many staff members/active volunteers does the organisation have?


	Ten

	How is the division of labour between the staff members (if any)?


	Balanced

	Does the organisation have local branches? If yes, how many?


	No

	What is the governance structure of the organisation? Does it have a board?


	Trust managed by board of trustees.

	Does the organisation provide any type of service to its members? To others? Describe the service programmes offered by the organisation (objective, activities, etc.)


	 

	How many people do these programmes cover?


	65 persons (till date) under Self Employment programme.

30 artists with disabilities (till dtae) under promotion of artists.

Arranging for aids/ appliances and Counseling - No record

Newsmagazine reaching to more than 50000 persons.                                                                                                                                     



	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?
	No

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	Trickle-Up, New York

Around Rs. 173000/-

	Do members pay membership fee? How much?


	No

	Does the organisation have any income generating activities?


	Printing and marketing greeting cards designed by artists with disabilities. 

	How is leadership in the organisation?


	Participative Leadership



	Does the organisation collaborate with any other (disability) organisations in the country?
	Active networking with other organizations with disabilities. 

	Is the organisation affiliated to any umbrella organisations in the country?


	No

	Is the organisation affiliated to any international (disability) organisations?
	No


Basic Needs India 3 rd cross Jayabharath Nagar, Banglore 560033. Tel; 5464478

Naidus_99@yahoo.com

	Which disability group(s) are members of the organisation?


	Mental Illness 

(Mental health & development)

 

	What is the mission of the organisation?


	Basic Needs India aims to concentrate on the social, economic and development needs of people with mental illness and their families through new initiatives to contribute in the reduction of poverty. 

(Focus on poor mentally ill people in the rural areas)

	When was the organisation founded?


	The ground work started in January 1999

and after a year it was formally   registered on March 22nd , 2001



	How has the organisation developed up to now?


	Basic Needs India has established partnership with – ADD-India,  APD ,  Narendra Foundation in Tumkur district Gass in Dodaballpur - Karnataka , and  Sacred in Ananthpur, Andhra Pradesh . It is also exploring the possibilities of establishing secondary partnership in Bihar and Tamil Nadu.

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	BNI works as a “catalyst” through its partners .   BNI in participation with persons with mental illness, their carers/ families and CBO’s has evolved a model comprising of five components -

 Capacity Building and Animation

 Community Mental Health Care

 Self Reliance

 Action Research  

5.Administration


	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	Extend \ provide support to more organisations to spread the concept of community mental health.

	What are the main achievements of the organisation till now?


	Partnership established with non –governmental and community based organisations  

Presentation of field experiences at various meetings/ seminars   on the concept of mental health and development  (positive response from participating NGO’s)

Working with mental health institutes like  KIMH Dharwad and for the first time bringing professionals and NGO’s together

Established rapport with resource organisations like NIMHANS, RINPAS in North India etc.



	What are the main challenges that the organisation is currently facing?


	To challenge the professionals that rehabilitation of mentally ill people is possible in a community set up  

 and 

Ensuring consistent involvement of professionals

	How many staff members/active volunteers does the organisation have?


	Full time staff – 5

( As BNI is a fairly new organisation, we are yet to built our volunteer base ) 

	How is the division of labour between the staff members (if any)?


	The full time staff have their respective areas of work . As stated in the strategy each member of the team is responsible for each of the modules.  

	Does the organisation have local branches? If yes, how many?


	No

	What is the governance structure of the organisation? Does it have a board?


	The organisation is governed by a board of 6 trustees – Chairperson, Treasurer, Secretary and three members. All of them have vast experience in the field of disability and development

	Does the organisation provide any type of service to its members? To others? Describe the service programmes offered by the organisation (objective, activities, etc.)


	BNI Objectives

 Restore full rights to mentally ill people through community based mental health

 Mentally ill people living free from stigma and poverty

 Support mentally ill people become self-sufficient and part of the economic and social development processes

 Influence policy at the local, state and national levels for the inclusion of mental health issues into overall development initiatives 

Basic Needs India-activities

 Works with established development organisations particularly in the rural areas, to enable them to adapt their programmes so as to take into account the needs of people with mental   illness.

 Encourages the formation of self-help groups of people with mental illness and their families. They are supported to provide for themselves through appropriately developed and managed schemes

 Trains and supports people with mental illness and their family members to become contributing members by developing appropriate income generation programmes

 Develops partnership with existing organisations to help them include poverty alleviation work in their own communities.

	How many people do these programmes cover?


	Around 1250 people ( people with mental illness and their family members)



	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	It has started in a very small way, the purpose is to influence policy at the local, state and national levels for the inclusion of mental health issues into overall development initiatives, to spread the concept of Community Mental Health among policy makers and implementers.

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	Basic Needs India is supported by Basic Needs UK. It has so far, supported to the tune of Rs.20 lacs . 

	Do members pay membership fee? How much?


	No



	Does the organisation have any income generating activities?


	No

	How is leadership in the organisation?


	The organisation is governed by a board of trustees. The day –day management is overseen by the Programme Manager who is responsible for the other staff. 

 

	Does the organisation collaborate with any other (disability) organisations in the country?


	The collaboration so far has been in terms of sensitizing the other disability organisations to include the component of mental illness in their already existing disability and development programmes.



	Is the organisation affiliated to any umbrella organisations in the country?


	No

	Is the organisation affiliated to any international (disability) organisations?


	No


National Centre for Promotion of Employment for disabled People (NCPEDP)

25, green Park extension, Yusuf Sarai, New Dehli-110016. Tel: 6854306

ncpedp@vsnl.com

	Which disability group(s) are members of the organization?


	Working for generating employment opportunities for people with all kinds of disabilities.

	What is the mission of the organisation?


	To advocate and promote equality for people with disabilities in all spheres of life, through education, communication, appropiate training and a barrier free environment for gainful employment.



	When was the organisation founded?


	1996

	How has the organisation developed up to now?


	Rajiv Gandhi Foundation , in association with Actionaid set up this center for promotion of employment opportunities for disabled people at Delhi. It started its activities with corpus  fund set up by contributions from key industries and NGOs.

	Does the organisation have a strategy (not necessarily written) for its work? If yes, what is the strategy?


	Strategy is to promote awareness by actively involving people from industry , NGOs , Government and International agencies.

	What would be the type of activities, which the organisation would priorities, if it had sufficient funding?


	Bring in more and more organizations into their network so that collective advocacy action can be taken.

	What are the main achievements of the organisation till now?


	· The National Disability Network was formed by NCPEDP in 1999. The Network has one disability organisation or disability  group as  the State / Union Territory Partner. Most of the Partners are based in capital cities of each and every State of India. The strength of the Network was tested last year, when the Indian disability sector was confronted with the challenge of getting the Government to revert its decision of not including disability in Census 2001.  It was due to the collective advocacy of the Partners in the Network that disability got included in Census 2001, as a separate category for data collection.

       The Network is now being extended to   

        cover the districts of the country. This 

        year 75 more Districts will get added in 

 the Network by the World Disability Day, 3rd December 2001. This will take the number of districts covered under the Network to 110. In about three to five years time, they expect that the Network will cover all the 593 Districts of our country.

· Its only their efforts that University Grant Commission announced policy for giving training to teachers and making colleges accessible to disabled.

· Also Confederation of Indian Industry (CII) has included disability on their social agenda.

	What are the main challenges that the organization is currently facing?


	· Financial as well as human resource crunch is their.

· Their is a general insensitiveness towards disabled people.

· Bureaucratic attitude is not favorable.

· Most of the organizations are service oriented and do not foresee the role of NGOs into advocacy.

	How many staff members/active volunteers does the organization have?


	10 regular staff members.



	How is the division of labor between the staff members (if any)?


	Executive Director: Javed Abidi

Executive Officer: Rama Chari

Full time Consultant: Mrs T.Anuja. Verma

Project Coordinators: Contractual

Administration: Accounts Officer

                          Office Assistant

                          Helpers

                     

	Does the organization have local branches? If yes, how many?


	No

	What is the governance structure of the organization? Does it have a board?


	This is a trust with a board of members. Day to day work is handled by executive director. Quarterly meetings are held of trustees and executive director.

	Does the organization provide any type of service to its members? To others? Describe the service programs offered by the organization (objective, activities, etc.).


	· Information dissemination

· They have partnership with other disability networks and provide legal advice as and when required on disability issues.

· Arranged seminars on employment opportunities.

· Disability friendly Corporate logo.

· Corporate response study 



	How many people do these programs cover?


	N/A

	Does the organisation undertake any lobby or advocacy activities? How? What is the purpose of these activities?


	The organization is involved basically into lobbying and advocating for policy changes . The purpose of these activities is to empower disabled people to fight for their own rights.

	Does the organisation receive support from any external sources? Which? How much over the past 3 years?


	RGF and Actionaid supported them initially but funding stopped in 1998. Since then they have been raising funds on their own 

	Do members pay membership fee? How much?


	N/A

	Does the organization have any income generating activities?


	No

	How is leadership in the organization?


	Dr Krishnamurthy, Chairperson of Executive Committee is given a mandate.

Executive director has the powers and can take day to day decisions.



	Does the organization collaborate with any other (disability) organizations in the country?


	Have partnership with

· Ashoka Innovators for the Public.

· ABILIS Foundation

· The Leprocy Mission Trust India

· AIFO

	Is the organization affiliated to any umbrella organizations in the country?


	No

	Is the organization affiliated to any international (disability) organizations?


	No


Appendix III

List of Contact Persons

	Name of Person
	Organisation



	Dr J.S Arora


	National Thalassemia Welfare Society, KG-1/97, Vikas Puri, New Delhi-110018

	Mrs Bhatia and Mrs Malkani
	Kshitij, The self-help group for developmentally challenged adults, Workshop: 2, Patel Chambers, 1st fl., c/o Dr. G S Kelkar Clinic, Sandhurst Bridge, Mumbai 400007, Tel: 382 1126

	Parul Kumtha

Beena Modak
	Forum for Autism Awareness, Patel Chambers, 1st fl., Above Vysya Bank, Opera Bank, Mumbai 400007, Tel. 3821126.



	
	

	Mr Chaudhary
	National Association for the Blind, Rustom Alpaiwala Complex, 124-127 Cotton Depot, Cotton Green, Reay Road (East), Mumbai 400033, Tel.: 3700953, 3756802

	Ms Sudha Balachandra
	National Society for Equal Opportunities for the Handicapped, Postal Colony Road, Chembur, Mumbai 400071. Tel: 5220224-25



	Ms Vandana Garware
	National Job Development Centre, Spastics Society of India, Sion Trombay Road, Chembur, Mumbai



	Mr. M. Srinivasulu
	Sahakar Society for the Empowerment of Differently Abled Persons


	Prof. Revathi


	Thakur Hari Prasad Institute of Research & Rehabilitation for the Mentally Handicapped



	Dr. Jayanthi Narayan
	National Institute for Mentally Handicapped.

	Ms. B. Syama


	Alambana



	Ms Merry Barua
	Action for Autism

T-370, Chirag Gaon, New Delhi-110017

6416469 email; autism@vsnl.com

	Ms Radhika Alkazi
	ASTHA (Alternative Strategies for the Handicapped)

S-268, Greater Kailash -II, New Delhi-110048



	Ms Vandana Bedi
	Spastic Society of Northern India (SSNI)

2,Balbir Saxena Marg, New Delhi

6569107,6864714

email: ssni@vsnl.net.in



	Dr Shanti Auluck
	MUSKAAN Vocational Training and Work Centre for Persons with intellectual disabilities


A-28, Hauz Khas,New Delhi-110016

6566766

	Ms Aruna Dalmia
	Akshay Pratishthan D-III, Vasant Kunj, New Delhi – 110070 

Phone: 6132565, 6124923 Fax: 6896143 Email: akshayprati@vsnl.net

	Mr Rajinder Johar
	Family of Disabled, B-1/500, Janakpuri, New Delhi – 110058; Ph: 5597328; e-mail fod_delhi@yahoo.com



	Mr D.M Naidu
	Basic Needs India ( BNI),  3rd Cross,  Jayabharath Nagar,  Banglore 560033

Ph 5464478. 

naidus_99@yahoo.com

	Mr Sunil Verma
	India Vision Foundation (IVF)

2,Talkatora Lane,New Delhi-110001

Ph: 3792961 Fax: 3792928

email: ivfindia@vsnl.com

	Dr Uma Tuli
	Amar Jyoti Rehabilitation and Research Centre ,Karkadooma, Vikas Marg, Delhi-110092

Ph 2151286, Fax: 2154936

email: amarjyoti@del2.vsnl.net.in



	Mr Javed Abidi
	National Centre for Promotion of Employment for Disabled People.(NCPEDP)

25, Green Park Extension, Yusuf Sarai, New Delhi-110016.

Tel: 6854306,6967910. Fax: 6963030 Mail: ncpedp@vsnl.com



	Mrs Poornima Jain
	Tamanna Association

D-6 Street,Vasant Vihar,New Delhi-110057

Ph 6143853, 6148269 Fax: 6143853




� According to the 2001 provisional census


� Report No 393.NSSO A report on disabled persons 47th Round July-December-1991


� Report on manpower development. Rehabilitation Council of India
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