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Abstract
The purpose of this paper is to better understand some important principles and CBR programming practices that are required for children with disabilities. Although much of the attention of CBR programming worldwide has been in concern for children, (this is distinguished from disability self-help and advocacy groups that have been concerned with adults) there is little analysis on how and why these approaches differ. The trend in current CBR philosophy, and in more recent "social model" programmes that aim to include adults with disabilities in community-wide development initiatives, should be examined to determine whether this will meet the expressed needs of families and children with disabilities. Nepal is an example of a developing country in which these issues are important.
Introduction
Nepal
Nepal is a small landlocked country, lying between India and the Tibetan Autonomous Region of China. Geographically, Nepal is comprised of three major areas. The south, known as the Terai, is a comparatively low region of tillable land, swamps, and forests that provide valuable timber and is bordered by India. In the north are the Himalayas, including Mt. Everest (8,856 m), the world's highest peak on the border of Tibet (China). Central Nepal, an area of moderately high mountains, contains the Kathmandu valley, the country's most densely populated region and its administrative, economic, and cultural centre. The capital and largest city is Kathmandu (population: 535,000).

Nepal is one of the poorest countries in the world with a per capita income of US$219 and an infant mortality rate of 104 per 1000 people (compared to 4 per 1000 in Singapore).  Men and women are expected to live 57 years.  It has a very low literacy rate of 57.6% for men and 20.7% for women. Trade with India dominates Nepal's economy. The poor economic situation is due to many factors: the small amount of arable land (17%), poor transportation networks due to the inaccessible terrain, an uneducated and unskilled work force, economic exploitation and corruption, and political instability. In recent years, significant deforestation and a growing urban population have greatly stressed the country (1).

The population (25 million) of Nepal arises from an intermingling of cultures: the Mongolians, who migrated from the north (especially Tibet), and the peoples who came from the Ganges plain in the south. The chief ethnic groups are the Brahmins, Newars, Bhotias, and tribal groups (e.g. Gurung, Tamang, Limbu, Rai, Sherpa) and other caste groups. There are approximately 96,500 Bhutanese refugees in Nepal.  Nepali is the country's official language. English, Munda and various Indo-Aryan dialects are also spoken.  About 90% of the people are Hindu, with small minorities of Tibetan Buddhists and Muslims. Tribal and caste distinctions are still important, and Brahmins (the priestly class) retain great political influence. The royal family is Hindu and has been the subject of a recent tragedy resulting in further political instability. 

The State of Disability in Nepal
Very little (4.9%) of Nepal's gross domestic product (GDP) goes to health care. In Nepal, there are less than 2000 practising doctors, seven Speech and Language Therapists, and a few dozen Physical and Occupational therapists; most of these are in the Kathmandu valley.  All four main orthopaedic workshops are in Kathmandu. There are few statistics on the number or condition of people with disabilities. The last national survey of disability was conducted in the International Year of Disabled Persons (1980) when the prevalence of disability was determined to be 3%.  Other, less comprehensive surveys have estimated other figures: 

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

•
A recent survey conducted in 23 Nepalese school districts reported a disability prevalence of 5.2% (2).

•
A survey of "The Prevalence of Deafness and Ear Diseases" in 5 districts of Nepal (1991) estimated the proportion of deaf children over 5 years to be 16.6 % (2).

•
A study, "Disabled People in Nepal" (1995) conducted in 8 districts estimated a disability prevalence of 4.55 % of the total population (2).

•
The disability survey of Kanchanpur District (1995) estimated that there were 5.04 % people with disabilities in the district (2).

•
The Nepalese government estimated 3% as the proportion of people with disabilities in 1993. 

Despite the World Health Organisation's (WHO) estimate of disability prevalence of 10%, surveys in developing countries often result in a much lower figure, perhaps because many people with disabilities are still closeted away, and also those with minor impairments are not usually included. In fact, in 1999 the government of Nepal adopted a new definition of disability, which could classify about 5% of the population to have disabilities, or about 1.25 million people.  

How is disability viewed in Nepal?  Unfortunately, there is still considerable social stigma attached to people with disabilities and their families, often attributed to bad karma, punishment from God, or retribution for past misdeeds.  Disabilities are often viewed with little compassion or understanding.  Children with disabilities are viewed as being a burden to their families, as they will have difficulty getting married or contributing to the family income.  Often, they are not encouraged to attend school, to partake in community activities or to socialise.  The government does have some legislation protecting the rights of people with disabilities, but its implementation has been inconsistent.

Programmes for People with Disabilities
Access to health, education and work opportunities is extremely limited for the entire population, especially as over 90% of Nepalis live in rural areas sparingly served by government programmes.  People with disabilities and their families face additional barriers in accessing services due to the restrictions of their own physical or mental impairments, poverty, the mountainous terrain and social stigma. According to UNICEF, there are about 300 organisations either representing people with disability, or related to disability issues. These organisations depend on substantial support from foreign donors, and are concentrated in the Kathmandu region.  

Less than 2 to 3% of people with disabilities in Nepal receive any kind of formal rehabilitation service. The government provides a small income to approximately 4500 people with disabilities.  More than 70% of people with disabilities (and about 80% of women with disabilities) have not been enrolled in educational programmes.  Few people with disabilities over 14 years of age have received any kind of vocational training. Three quarters of those who are able to be economically active have no work and 76.6% are fully dependent on their families.  Only about 3% have received information about organisations working of, or for, people with disabilities (RCRD).

According to Gurung (3), most of the services offered to people with disabilities in Nepal are conducted by local or international NGOs: self help groups, local trade or community groups, and government ministries of education and health. Most of these services are concentrated in the Kathmandu region and tend to specialise in particular services aimed at a specific population.  Many adult organisations do not use the term CBR, but their focus is principally on rehabilitation and not on community development. Due to limited resources and donor criteria, most groups offer their services to persons of a select age or impairment type (mostly physical disabilities), and have little opportunity to liaise with other groups, despite good intentions.  Co-ordinating local service delivery can be very difficult and sometimes organisations compete with one another for donor money or programme responsibilities.  

Now that there is some co-ordinated effort between these groups, there is an emerging CBR National Network that is addressing broader needs, such as outreach services, self-help, human rights, and community development. Some Disabled People's Organisations (DPOs) have been organised by adults with disabilities or by able-bodied people working for their children with disabilities. Few DPOs have emerged from the grass roots, and these largely concentrate on issues for adults with disabilities.

Some recent developments have given rise to a sense of hope amongst people with disabilities.  The government has formed a "National Co-ordination Committee" for rehabilitation; the Disability Act of 1982 is under review; a disability situational analysis is underway; special education services have been extended to cover 30 districts; a loans scheme for people with disabilities has been started; and disability will be included as a question in the 2001 census.

Children With Disabilities in Nepal
With few reliable statistics, it is impossible to determine the proportion of children vs. adults with disabilities in Nepal.  Statistics state that 4 out of 10 Nepali persons are less than 14 years old and it would be safe to estimate that at least half the population is less than 18 years.  Assuming a conservative disability prevalence of 5%, and being equally proportioned throughout the age groups, there could be as many as 600,000 children with disabilities in Nepal.

It is difficult to determine the types and causes of impairments in children.  Reports from the Save The Children CBR programme at Baglung indicate a predominance of physical impairments (club foot, cerebral palsy, cleft palate, fractures and polio) with less impairment due to intellectual, speech or hearing difficulties.  In a study of children discharged from a hospital programme, Boyce et al (4) wrote that 23% of childhood impairments are physical, and at least 30% of those are preventable, such as burns. The causes of preventable disabling conditions are difficult to ascertain but are strongly correlated with the impoverished conditions of Nepal and the low status of women and girls.  Consequences of poverty in Nepal include poor preventative health care (immunisation and health education), inadequate or non-existent sewage control, unemployment, low literacy rates, poor nutrition, accidents and shortages of health services and trained personnel, all of which contribute to disability in children.

CBR Programmes for Children with Disabilities
CBR programmes have been in existence in Nepal since the early 1980's, mirroring the beginning of CBR worldwide. At first, many CBR programmes were initiated by international funders (Save the Children UK and Norway, Christofel Blindenmission, etc) and were largely staffed and organised by expatriates. Presently, Nepalis are largely responsible for their management and staffing staff of most CBR programmes in Nepal.  However, most are still dependent on foreign income support. All these programmes operate autonomously yet maintain a loose network with each other.  In 1999, the Ministry of Women, Children and Social Welfare and the CBR National Network jointly developed a national strategy to enhance and implement CBR programmes in Nepal.

Since the purpose of this chapter is to discuss general trends and key issues in child-based CBR, the authors are not providing a description of the wide range of Nepali programmes. Instead, several CBR organisations in Nepal are highlighted. These organisations were chosen to reflect a range of experiences related to child-based programming. They were not chosen as exemplary programmes, rather they illustrate particular types of programming.

•
CBR (STC): Save the Children (UK) CBR Programmes (5, 6)

(Jhapa and Baglung)

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

•
Community Based Rehabilitation Service (CBRS) -Pokhara (7)
This programme is located in the Western region (Kaski and Syangja districts) with a resource centre in Pokhara and supported primarily by a Dutch INGO, and others.  It is based in the community (as opposed to a hospital or clinic) and offers a variety of services aimed largely at children with disabilities and their families, such as awareness programmes, parent support groups, home visiting and networking.  This programme was initially developed by a resident expatriate but has evolved to be run by a Nepali board, and represents an orientation towards rehabilitation service in the community.

•
Hospital and Rehabilitation Centre for Disabled Children (HRCD) (8) 
A Swiss funder, Terre des Hommes, founded the Hospital and Rehabilitation Centre for Disabled Children (HRDC) near Kathmandu in 1985.  In 1992 the management was handed over to a local NGO, the Friends of the Disabled, but the hospital still depends largely on international funding.  The main focus is on the treatment and rehabilitation of children with physical disabilities under 16 years of age through the provision of medical, rehabilitation and education services.  The Rehabilitation Service of HRDC provides a CBR field programme across the country to its clients.  This programme represents an orthopaedic service orientation to the disability. 

•
National Federation of the Disabled (NFD, 9)
The National Federation of the Disabled (NFD) (approximately 70 member organisations) is a self-help organisation based in Kathmandu and is affiliated with Disabled People's International (DPI).  It is primarily an advocacy group working towards the full societal participation of people with disabilities.  It does not offer specific CBR services to children or adults.  This programme represents an advocacy orientation to disability.

•
Resource Centre for Rehabilitation and Development (RCRD) Bhaktapur (2)
The Resource Centre for Rehabilitation and Development (RCRD) grew out of the CBR Bhaktapur project, and was established as a programme in 1999 with the financial and technical support of Save the Children Norway. The RCRD aims to strengthen rehabilitation services by educating the community about people with disabilities and their needs.   This programme represents a resource orientation to disability.

Other Programmes
There are many other CBR programmes in Nepal serving approximately 20,000 people with disabilities (RCRD). These include CBR programmes in Patan, Baglung, Biratnagar, Patan and Palpa, a CBR programme run by the Nepal Disabled Association (NDA), and government sponsored programmes that encourage integration of children with disabilities into regular schools.

Key Issues
Although all these programmes claim to be CBR, there are some interesting comparisons across several dimensions.

Intent or Purpose

One primary difference between child and adult-based CBR services is their intent. Most organisations have a clearly defined set of goals and objectives that set the course and provide direction for their programmes.  From project documents and reports it becomes obvious that each organisation has a specific intent, or purpose for their existence.  For example, it is easy to discern that the Baglung CBR programme was intended to improve services available for children with disabilities and their families, whereas the NFD's intent is a much broader based goal of improving the overall situation for people with disabilities through employment, awareness, and advocacy activities. Child-based services tend to be more focused on the provision of rehabilitation services and adult-based CBR usually has a more political intent (to increase employment by changing policies and laws).  

Objectives

The objectives for CBR programmes share many similarities in that they are oriented around the needs of people with disabilities, whether they are children or adults.  However, the child-based programmes tend to be much more specific in their focus than the adult-based groups. For example, one CBRS objective is to “encourage the use of simple methods of rehabilitation”. This objective is written in a straightforward manner and it is quite clear what they intend to do. One of the objectives from the NFD is to “organise and uplift people with disabilities”.  This objective reflects the more motivational nature of adult CBR, and presents challenges for a planner to develop into programmatic activities. Perhaps this difference is due to the fact that children with disabilities are at an earlier stage of development and their needs are consistent and more easily definable; children need to be educated, they need to be healthy, and they need to have parents able to support them. Adults, on the other hand, are inherently more complex with their varied social, educational and vocational goals.  

Size, Scope and Coverage

Child-based programmes tend to be much larger in terms of staff and number of services offered.  These programmes tend to offer a wide variety of services to many people; not just to children but also to their parents and caregivers, and also to other community members such as teachers and health workers.  The HRDC and CBRS programmes have many paid and volunteer employees in a wide range of occupational groups. However, adult-based groups are largely run by volunteers and have a very small staff, if any at all. People in these groups tend to have other jobs, with the CBR organisation as a sideline to their main work.  Interestingly, the situation is reversed when one examines the coverage of their programmes. Child-based programmes usually have a very specific coverage area for their services, as in the case of the Jhapa programme that serves children in a specific refugee area. On the other hand, adult-based services have a wide coverage area, often attempting to serve the entire adult population of people with disabilities in Nepal.

Orientation or Activities

The UNDP/WHO/ILO definition of CBR identifies a community development strategy and is widely known to advocate a focus in the disciplines of medicine, education and vocational training (or health, learning and work).  Given that children are still in the early developmental stages, the focus of their care and rehabilitation within CBR programmes logically falls to their health and education.  Such is the case with child-based CBR in Nepal. The HRCD primarily offers physical rehabilitation services to children in an institutional setting, within an accompanying CBR field service with the prime goal of ensuring the full physical development of the child, following a hospital intervention. CBRS offers a weekly rehabilitation clinic and follow up home visits to maintain and develop physical function in children with disabilities, and to support parents and families with the inclusion of their children in the community. Adult-based CBR in Nepal has a much broader focus. It is less oriented to physical restoration of health and more concerned with employment and advocacy for total community involvement of persons with disabilities.  

Education is one component of CBR that is strongly represented in both adult and child-based programmes. Certainly the educational goals are of a different nature; child oriented CBR education has a more school-based focus on literacy and socialisation, and adult-based CBR education has a distinct community and self-help orientation on public awareness and work skills.  The educational goal common to both settings is awareness building, whether that is in the community or with other organisations.

Personnel

The staff of adult-based programmes is more likely to be non-professionals acting in a volunteer capacity as managers or coordinators. Their primary focus tends to be on administration of the project, on activities to serve the membership such as communication, newsletters, keeping membership lists, etc. Child-based staff tends to be trained specifically in rehabilitation skills and are usually health oriented (OT, PT, MD nurse, social workers etc). These programmes also tend to have a hierarchy of staff, with many well-trained, non-professional field based CBR workers who deliver the services in the community.  However, resource programmes such as the RCRD, have a wide scope and employ staff from both professional and non-professional groups.

Training

All child-based and adult-based CBR programmes that were surveyed in Nepal, offer in-service training to their staff, other NGO staff, families, and/or the community at large. CBR field staff who work in child-based programmes usually receive their skill development from other staff within that programme, and obviously it is very specifically focused on the needs of children with disabilities.  Training provided by adult-based programmes is usually targeted to wider groups, such as the community, political leaders, schools or employers. This focus on training supports their purpose and objectives.

Linkages

Most child-based programmes were initiated by outside groups (Red Cross, Save the Children, CARITAS, etc).  Although the origins of adult-based groups are not clearly defined, these groups often had a grass roots beginning, although sometimes with support from international or national funders.  This international support has been slowly withdrawn over the years, but is still a significant source of income and staffing for the organisations. Expatriate consultants are more likely to be involved with child-based groups, at least temporarily. Adult-based groups appear to be pretty much on their own, except in the case of NFD which is linked with Disabled People's International (DPI).

All the CBR groups promote and depend on links with other Nepali groups. This linkage is a requirement for their survival as most groups are isolated. They have to struggle to maintain significance in the disability sector in Nepal, as well as in the general development sector.  They search each other out and maintain vital links for sharing of resources, political support and keeping up morale.  Child-based groups tend to look for local support groups that have similar purposes as themselves, such as schools, parent's groups, and other health-related organisations. Adult-based groups tend to look beyond their geographic region and attempt to link with other adult-based groups that have the same goals. 

Only recently has there been a national level CBR umbrella organisation linked to a government ministry.  The activities and impacts of the CBR National Network, however, have been largely dependent on the chairpersons who can devote their time to the Network.  A broader effective role for Network members has yet to be established. A number of disabled people's organisations in the Network have noted that they prefer for it to be known as a "Disability Network", since they do not "do CBR".  Such a change may have consequences for the Nepal Network as it attempts to accommodate both the child and adult interests by both organisations "of" and "for" people with disabilities. 

Discussion
Community Development as a Strategy

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

As in the rest of the world, Nepal is caught up in the debate over the efficacy of CBR in the developing (and in some cases, the developed world) world. Several authors have expressed concern that CBR has not lived up to its potential for cash strapped countries that are valiantly trying to meet the needs of their citizens with disabilities. (10, 11, 12).  Other debate has asked whether CBR is too focused on the professionally defined needs of people with disabilities.  If so, CBR could lose its community aspect and instead become a new variation of medical outreach or home-based rehabilitation care.  It is true that it is difficult to identify many CBR programmes that are not heavily oriented to the provision of medical and rehabilitation services. A community development strategy for disability emphasises the inclusion of people with disabilities in existing community initiatives (as a human rights issue). This approach assumes the primary cause of disability to be poverty, although poverty is more likely to be a strong moderator of disability and handicap than a fundamental cause of impairments. CBR staff are encouraged to share their skills with general development workers, assuming that awareness of disability can be raised. 

Advocates for the community development approach to health and disability insist that all significant changes for people with disabilities must be based in broad community change, and not necessarily through organisations for, or of, people with disabilities. In this view, the needs of people with disabilities, particularly adults should be integrated into general community development programmes for sectors such as water, agriculture, and industrial development. This approach would parallel the accepted focus on integrating women's needs into all sectors of development.  Many medical professionals argue vehemently against this approach as they worry that necessary services to reduce impairment would become diluted and less available for an already vulnerable population.  Strangely enough, organisations of people with disabilities (DPO's) in some countries, find themselves agreeing with doctors and therapists on this point, as they worry that total integration of the disability issue into other community development groups would actually mean their voices would no longer be heard.

It is interesting to note that the same issue (focused vertical development versus integrated horizontal development) is occurring in the HIV/AIDS sector, another stigmatised issue.  AIDS organisations are also debating the degree to which advancing the AIDS issue should be incorporated into general community development initiatives. These AIDS organisations suggest that general community development agencies should take direction from AIDS agencies concerning the message of inclusion and access to services. This acknowledges that general community development agencies may have the resources and skills to educate the public, but they do not have the experiential base of HIV/AIDS that is necessary to advance the understanding of the condition and its management. In the disability field, there is a similar concern that general development agencies cannot include or advance a disability perspective and that this requires DPOs and those CBR organisations working for families and children to be the primary agents of change.  The authors felt that the experience of gender programming does not present a situation on which to base a wholesale change in the approach towards integration of people with disabilities.  The exclusionary experience of indigenous peoples perhaps is a better comparison on which to base discussion of the integration of persons with disabilities. However, indigenous peoples have generally stressed parallel separate development, as well as integration into the mainstream. Persons with disabilities, in due course, will have to decide on their own strategies.  Whether children with disabilities and their families see it to be in their best interests to focus on general community development activities is yet to be seen, especially if these do not address problems of impairment that can be readily addressed during childhood, if given priority.

A second issue related to the difference between child and adult disability concerns community control over programmes.  A number of authors have suggested that the strength of CBR lies in its diversity of strategies and activities (13). This diversity is intended to allow planners and participants, in an area of community development that is generally of low priority, to optimise opportunities to secure resources as well as to fit local cultural realities and understandings of disability. While these views are pragmatic, they are at odds with more fundamental principles, which are also strategic in promoting human rights. Persons with disabilities, mostly from the North (14, 15, 16), but also from the South (17) have articulated the key importance of certain human rights principles and strategies.  These include the principles of involvement of persons with disabilities and the control of services and programmes by these same persons (18).

A strategy for achieving these principles is likewise suggested by persons with disabilities: the transfer of knowledge, skills and resources from professionals to communities and persons with disabilities. To suggest that these transfers are not necessary, including the key transfer of control over financial resources that are to be used to develop programmes, services, and educational initiatives, contravenes the key principle of self-determination.  Professionals and expatriate experts should facilitate the transfer of knowledge, skills and resources, as this does not impede their influence, nor negate the need for their support. It does recognise, however, similar to the contexts of women's development and indigenous peoples' development, that persons with disabilities must develop the capacity to advance their own interests and lives. This resource transfer strategy could support the vision of CBR being a community development approach, in which communities of persons with disabilities are the focus.  However, whether children and families will be trusted to take control of these resources and programmes may depend on the development level of any particular society, including the key dimension of communal versus individual rights.
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