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Abstract
CBR in south Asian countries has undergone dramatic changes in definition, approaches, practices and understanding. However, despite the growth and maturity in the field of CBR over the past decades, certain issues remain poorly addressed, such as services for people with severe disabilities, creation of an inclusive society and integration of CBR with other development programes. This paper highlights the points for debate on some of these issues in order to develop appropriate training strategies of CBR personnel to meet the future challenges related to these areas. The key areas have been illustrated with few case studies, literature review and a newer understanding and definitions of disability, CBR and empowerment models in South Asia. In each key area certain pertinent questions have been raised to continue the ogoing debate.
Introduction

CBR in south Asian countries has undergone dramatic changes in definition, approaches, practices and understanding. While the early 80s emphasised the medical model, there was a gradual shift towards the social model during the 90s, along with a shift in emphasis from professional leadership in disability programmes to leadership roles by disabled people themselves. Many programmes also shifted from vertical disability projects to a community development perspective witha foucus on disability issues.

One of the recent definitions of disability demonstrates the recent trends. 

“Defining disability is complex and controversial. Though arising from physical or intellectual impairment, disability has social as well as health implications. A full understanding of disability recognises that it has a powerful human rights dimension and is often associated with social exclusion, an increased exposure and vulnerability to poverty. Disability is the outcome of complex interactions between the functional limitations arising from a person's physical, intellectual or mental condition and the social and physical environment. It has multiple dimensions and is far more than an individual health or medical problem” (1).

On this basis, the working definition of disability adopted by Department for International Development (DFID) in their paper Disability, Poverty and Development (1) states….

“Disability is the long-term impairment leading to social and economical disadvantages, denial of rights, and limited opportunities to play an equal part in the life of the community”.

In another paper (2), the Working Group on Disability and Development of the British Organisation of NGOs for Development (BOND) has suggested that “it is essential that people with disabilities exercise choice and control over CBR initiatives”. It advises a “move to a more inclusive approach, placing disability into a wider community development framework. Community based
self-determination programmes are particularly favoured, where people with disabilities support each other in rehabilitation, income generation and advocacy.”

Over the past decades, however, despite the growth and maturity in the field of CBR, certain issues remain poorly addressed, such as services for people with severe disabilities, creation of an inclusive society and integration of CBR with other development programmes.  This paper highlights the points for debate on some of these issues, in order to develop appropriate training strategies for CBR personnel to meet the future challenges related to these areas. 

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

The questions for debate in this area are:

•
How can CBR programmes empower people with severe disabilities?

•
How can family and community participation be enhanced to provide basic care to severely disabled persons?

• 
What kind of training is essential to equip CBR personnel to work with severely disabled persons?

•
Will a family and community based approach be more cost effective and advantageous compared with residential or custodial care?

•
Can we consider loans with differential rates of interest,  subsidies or grants in order to provide economic empowerment for this group?

•
Should economic programmes be directed towards families or individuals?

A review of the available information from some of the approaches and good practices followed in India, Pakistan and Sri Lanka provides pointers to possible solutions to the debate.

Traditionally, people with severe disabilities are provided care and rehabilitation at residential homes. However, the appropriate training and transfer of skills needed for empowering such persons still remains a challenge.

Some of the good practices of rural CBR programmes have attempted to address these issues through local level innovations. The Sourabha CBR programme near Bangalore identified the areas of dissatisfaction among the families and community members regarding the impact of their interventions on severely disabled people in a mid-term evaluation(4). The project worked out a long-term perspective to address their specific needs. Steps taken included re-identification and bifurcation of severely and profoundly disabled people out of the total target population. The target group was divided into three categories such as “independent”, “partially independent” (those who need only follow-up visits) and “severe” (those who need regular visit and support by the project personnel). The project's work plan and allocation of CBR workers were re-organised in order to meet the needs of the severe category. Additional external inputs from trained professionals from organizations such as Voluntary Service Organisation (VSO), Sydney University and  Netherlands Management Consultancy Programme (NMCP) were invited for long term in-service training for disabled persons, families and the project team.

A technical team consisting of therapy-aides was allotted responsibility for regular follow-up and support. The subsequent impact evaluation shows a significant improvement in the status of severely disabled people in terms of support and family participation, enhancement and self-care among the spinal injured persons, economic programmes, higher and regular attendance at a National Institute working on mental health and increase in confidence level of individuals and family members in management of severe disabilities.

The approach followed by Association of People with Disabilities (APD), Bangalore, India to provide support for independent living close to the workplace for severely disabled women has led to sustained employment opportunities (5). A group of young women and girls with disabilities are trained to live together independently, in a rented accommodation close to an industry where they work. This approach has not only increased their confidence to live independently, but also helped them to overcome problems of restricted mobility and helped them to continue in the present employment as a group. Besides, the concept of self-help has emerged more as a need rather than being imposed from the project.

The case studies of Shantha memorial rehabilitation centre in Bhubaneswar, Orissa, Eastern India, have instilled hopes for spinal injured persons in a community setting(6). The project team visits the district Government hospital regularly and identifies new spinal injured patients. The trained personnel from the Centre provide basic care facilities and training at the centre after the discharge. Later, the required adaptations are carried out in the homes of people with spinal injury in order to make them accessible. The family members are trained suitably to provide assistance and management within the community. A community awareness programme followed by this intervention  attempts to prevent occurrence of occupational hazards.

An independent living centre for severely disabled adults at Mt. Lavinia in Sri Lanka is one of the examples of how they could be rehabilitated with little external help by providing self-help and interdependence skills (7). It was originally a traditional home for people with severe disabilities. Over the years, the residents were provided with required training to manage themselves, provide care and assistance to others along with the skills required for managing the home.

Another example is of support to embroidery work for severely disabled women in Faisalabad, Pakistan. The Tamir Cheshire Community Programme in Faisalabad, Pakistan provides community based support to severely disabled women in its urban slums (8). The trained volunteers visit homes of the disabled people and train them in embroidery work (kadai work). The project is successful in empowering severely disabled women with motor disabilities by engaging them to do embroidery work at their own homes as an income generation activity. This activity has a good market and since even the able-bodied people have to squat down for the entire day to do this job,  it is found appropriate for disabled women.

While discussing these issues with some of the grassroots workers of a rural CBR programme, the suggestions which emerged were:

•
To create focussed awareness on needs and priorities of severely disabled people within the community and to draw the attention of all key players to the needs of this group.

•
Developing community based institutions and promoting local infrastructure with a scheme of training local community volunteers to take care of severely disabled children and adults in a community setting with external and community support. Using the available grass roots primary health care structure to support these individuals was one of the opinions. 

•
The DPOs and NGOs to advocate to the local government to recognise services required for this 20% of the disabled population as “essential services” and to earmark required funds for service provision.

•
To pressurise the Government to implement the insurance scheme for severely disabled individuals with the support of their families.

•
To tap and implement available economic programmes with the support of family members.

•
There are wide gaps between the concept and practices of self help groups even in many good practices. The self-help in the real and positive sense would benefit the care takers/ family members to attend to their daily bread earning requirement. 


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

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

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

Unless all concerned with CBR focus attention towards this very specific but significant issue, the very definition of CBR remains incomplete.

CBR and Inclusiveness
The decade of the nineties witnessed a greater use of the phrase “inclusion” at different levels. The 1995 Act in India, highlighting equal opportunities, full participation and protection of rights replaced the “exclusion” and “special” environment earlier created for disabled people with concepts of “inclusion”. However, the operationalisation of this concept is still misty. There are very few examples of best practices of inclusion in its complete sense. Removal of attitudinal, social and physical barriers are critical for creating an inclusive community or society. 

“Barriers to implementation can be identified in the views and practices of development professionals generally, and of disability/development professionals also; in the attitudes of local communities; local professionals and local families; as well as in the pressures of time and resources which are commonplace among development organisations”(9).

There is an important and fundamental difference between disability and other forms of disadvantage. People with disabilities can only organise themselves to claim their rights when their additional practical needs, such as for mobility aids, have been met. People with disabilities have a right to be included in all aspects of life. In order to fight for the right to inclusion, people with disabilities need to live in an environment in which they are empowered.

People with disabilities also face numerous barriers in realising equal opportunities; environmental and access barriers, legal and institutional barriers, and attitudinal barriers which cause social exclusion. Social exclusion is often the hardest barrier to overcome, and is usually associated with feelings of shame, fear and rejection. Negative stereotypes are commonly attached to disability. People with disabilities are often assigned a low social status and in some cases are considered worthless.

Institutional discrimination exists, for example, where no legal or other provision (or its inactiveness) is made to ensure that children with disability can attend school. Environmental discrimination is where a person with disability is unable to participate due to a physical barrier, such as inaccessible public transport or inappropriately designed buildings. Attitudinal discrimination is often expressed through fear and embarrassment on the part of a non-disabled person when confronted with a person with a disability.  Also, low expectations of people with disabilities are discriminatory and undermine the confidence and aspirations of people with disabilities themselves (1).

Efforts to create opportunities for inclusive education or employment need to be improved at both conceptual and practice levels. Often prejudice and negative attitudes at the practice and policy making level hinders progress on this front. 

“Many NGOs claimed to be doing “integrated” development work: by this, NGOs meant a focus on the holistic needs of poor people. However, the vast majority of these NGOs had not even started to consider a fully ‘inclusive’ approach to working with and supporting ‘all’ poor people. Gender issues were beginning to be raised, but still disabled people (men, women and children) were generally excluded from grassroots develoment programmes” (10).

Creation of an inclusive community needs debate on the following:

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

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

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

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

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

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

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

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

•
Ensuring buildings used are accessible to people with disabilities;

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

•
Acknowledging people with disabilities in training materials

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

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

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

Some examples from India attempting to meet some of the above principles

In India, the state government of Andhra Pradesh is supporting the inclusion of children with disabilities and special needs in mainstream schools. The integrated education of children with disabilities has been implemented as a pilot project (covering 30-40 schools) under the District Primary Education Programme with DFID support. 

Children identified as having difficulties in the areas of gross motor, fine motor, communication and social development are evaluated and assessed both medically and socially, with the help of appropriate specialists. Following these assessments, an individual education programme is prepared by the team for every child with a disability. Teachers are then prepared and sensitised to the needs of the children in question through a focused training programme. Free aids (mobility, hearing, etc) are also provided where required.

Through this pilot project, children with disabilities are given the opportunity to receive an education. They share their classes with children who have no disabilities, and are therefore included in mainstream school life. Children without disabilities are themselves increasingly aware of the capabilities and potential of their fellow students. The pilot project will therefore have a two-fold benefit; providing education for children with disabilities while challenging stigma and negative stereotypes too often attached to these children (1).

A serious advocacy effort by the National Centre for Promotion of Employment of Disabled people ( NCPEDP), New Delhi, towards creating more inclusive employment opportunities in both Government and Private sector will have far reaching results in future. Yet another effort by the same organisation to include disability statistics as part of the mainstream National Census 2001, is the most recent example of attempts towards inclusion. Through public interest litigations and other legal means, all airports and major railway stations in India, have opened toilets for disabled people, which could be considered as first steps towards expression of concerns from the large public sector.

There is a significant need to create awareness among the people with disabilities, their family members and in the community regarding various aspects of inclusiveness at the first level. The mode through which this could happen is by suitably training CBR personnel, DPOs and NGOs. At the same time, concerted efforts are needed to sensitise the Government more at the local levels with the support of international agencies.

Considering the shifts and maturity in the field, the role of NGOs should change towards preparing appropriate structures of disabled people such as Disabled People's Organisations to manage and fight for their own needs rather than direct service provision. 

‘Disability (is) a Human Rights issue. So long as people with disabilities are denied the opportunity to participate fully in society, no one can claim that the objectives of the Universal Declaration of Human Rights have been achieved’ (11).

“If disability is to be included on the mainstream social development agenda, as it must be if social change and empowerment are to happen, then development and aid agencies will have to revise their approaches accordingly”(12).

Integration of CBR with other development programmes
Rehabilitation has always been considered as the last priority for any government in south Asian countries. Disabled persons and their advocates also lack the capacity to influence political will or policy makers in their favour. There are several community development programmes working with different issues such as gender, poverty, vulnerable groups and so on, but disability does not come under their list of priorities. Further, disabled persons are recognised only by their disability and not by any other factor such as gender, backward class, poverty level and so on, resulting in their exclusion from many other mainstream development programmes. 

At the same time, there are some excellent opportunities in the form of special schemes at the central, state, district and Panchayat levels, which can be utilised for the benefit of disabled people.

“One of the most important parts of a sound development strategy must be to ensure that policies are in place which recognise the need to include socially excluded groups in all stages of development work”(12).

“It is vital that steps are taken to ensure that all aid and development programmes explicitly include a disability perspective, with adequate provision (human and financial resources, training, awareness-raising) to put it into practice. In the long-term, it is only through mainstream programmes that most disabled children will ever achieve equal rights and equal opportunities”(9).

The points to debate in integration of CBR with other development programmes are: 

•
To what extent do existing CBR programmes utilise all available resources, especially the government schemes for other development programmes? 

•
What kind of training should be provided to CBR personnel in order to utilise all available resources? 

•
What problems are likely to be faced in tapping available resources and how can they be overcome?

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

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

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

Some attempts described below are examples that might throw further light on the current debate

The Young India Project (YIP) in Andhra Pradesh, South India, provides a successful example of the kinds of empowerment activities required for strengthening the inclusion of people with disabilities in community life. YIP is linked to a federation of trade unions of agricultural and landless labourers (and their families) who advocate for access to existing government schemes, such as employment, income generation, housing, education and health programmes, and to protest against injustices perpetrated against the rural poor.

YIP in partnership with Action on Disability and Development (ADD), India, has included people with disabilities in all its work, the aim being to facilitate the access of people with disabilities to the services, equipment and opportunities they need, to improve their own lives. Opportunities are created for people with disabilities; through union membership; to form supportive and campaigning self help groups and awareness building groups.

By early 1998, YIP had unions in 209 Mandals (groups of 30-50 villages) with a total membership of more than 3,55,235. Work with people with disabilities makes up 25% of YIP's work. Well over 600 self-help groups of people with disabilities have been formed with a combined membership in 1998 or more than 11,000. YIP has proved to be successful in linking disability issues with mainstream debates. People with disabilities are forming their own groups as well as participating in the more general ones. They are increasingly aware of their rights and are able to claim and advocate for their entitlements.

Amarajyothi Disabled Persons' Association (ADPA) in Kanakapura, Bangalore District, is a block level federation of disabled persons with more than 400 members, 10 self-help groups and 5 rehabilitation committees at the mini-block level. It has initiated several advocacy drives in order to earmark 3% budget of the local Panchayat for rehabilitation programmes. Also, various available schemes for other categories such as women, youth and scheduled castes and tribes schemes were accessed. Key office bearers of this federation contested for local Panchayat elections and two out of disabled contestants won the elections. This effort created greater awareness on potentials of persons with disabilities and demonstrated their right to gain equal opportunities. 

The Association for Rehabilitation of the Disabled (ARD), Koppal Taluk, north Karnataka, has initiated a CBR programme with its focus on managing the programme only by accessing all available government schemes at the block level.

Rural Development Trust (RDT) in Andhra Pradesh is a large NGO initiative in rural development running almost like a parallel local government. RDT with the support of ADD India, has successfully integrated disability issues into mainstream development programmes.

The training needs of CBR personnel include disability, poverty and development issues. Greater awareness on available schemes and resources at the Government and non-government agencies needs to be included. Methods of advocacy and encouraging disabled people to demand access to information especially from the Government departments should be covered. Skills needed to participate in all mainstream development programmes should be imparted. Skills required for conducting micro planning activity in order to involve all concerned stakeholders and departmental heads are essential to develop inter-departmental network.

Conclusion
This paper has attempted to highlight the recent trends towards well-deserved shifts recognised in CBR. The existing lacunae in both practice and training in CBR in relation to the three critical areas such as the focus on empowerment of severely disabled people, creating an effective inclusive society and integrating other mainstream development programmes with CBR calls for attention from all stakeholders.  

The required training skills should include appropriate planning, implementation and monitoring aspects of these three areas for initiators of CBR programmes. The training needs of grass roots CBR personnel should move forward from the medical model with the focus on service delivery. The entire inputs should be towards building their capacity to transfer required skills for effective advocacy, networking and resource mobilization from all available resources within the community. The practitioners should also try to change their mind-set towards changing roles and prepare for transferring responsibility of rehabilitation needs to disabled people themselves. 
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