PUBLIC POLICY ISSUES IN DISABILITY REHABILITATION IN DEVELOPING COUNTRIES OF SOUTH-EAST ASIA
D.K. Menon,* Reeta Peshawaria,* Rahul Ganguli**
Abstract

The article traces existing rehabilitation services in the South Asia region and how they have been influenced by developments in the western countries and partly by the low financial allocation to disability by the governments. Some new directions have been indicated, particularly involving people with disability in the policy planning process. It is important to spend precious little resources on programmes which have a direct bearing on prevention and benefits reaching directly to service users. Each country must set its priorities as per the needs of its constituents and regularly review whether the services are meeting such needs.
PREVENTION

Noble(1) estimated that in the year 1975 there were 490 million disabled people in the world, 75% of whom lived in developing countries. Disability rates for developing countries were 10 to 15 % of the general population as compared to 10% in technologically advanced countries. It was projected that by the year 2000, 80% of the world's disabled people would belong to developing countries. It is a well known fact that health indicators in developing countries are far below the averages obtained in the more developed nations, particularly those relating to infant mortality, life expectancy at birth, and childhood disability. In the developed countries the survival chances of children born with disability or those who acquire it early in life are greater due to effective health facilities. On the other hand, in developing countries a greater number of children born with disabilities die because of sickness, malnutrition and poverty. Marfo (2) identified major causes of disability as malnutrition, infections and non-communicable somatic diseases that account for 50% of disability cases, as preventable. There is one catch here. The point can be suitably amplified if we take the example from mental  retardation. Prevalence of severe mental retardation all over the world has been consistently shown as 3 to 5 per thousand. It is the figure of mild mental retardation that shows a greater variation ranging from 2% to 10%. This is attributed to difficulties in assessment and definition of mental retardation used in a given study. Let us examine if the converse is true. Has the prevalence of mental retardation reduced in the developed countries? The data from Denmark does show a slight reduction in the prevalence rates of mental illness and mental retardation. The reasons are attributed to health care, nutrition, and preventive measures.

Another crucial question is whether poverty is the cause of childhood disability, or is it only an association. Underdevelopment is characterised by low economic productivity, which in turn leads to poor nutrition and disease that causes morbidity, disability and lower life expectancy. Natural calamities like floods, dry spells with little or no rain, and earthquakes disrupt life for long periods of time to reduce productivity, increase risk of communicable diseases and close educational and social institutions. People spend more time in fending for their lives rather than on education, learning or being engaged in productive and gainful employment. Can long periods of malnutrition produce mental retardation? Data from Nutrition Monitoring Centres in India show that a decline in cognitive functions in children is short term. Malnourished kids were compatible with their counterparts as soon as they were provided with nutritious meals. Policy Planners in all developing countries must invest a major part of the public funds on Health, Education, Employment and Social services, including Disability Rehabilitation Services. 

EARLY INTERVENTION AND INVOLVEMENT OF FAMILIES

There is growing evidence to suggest that babies born with low birth weight were at greater risk of childhood disability as compared to their counterpart pre-term babies. Prenatal screening programmes, immunisation, maternal and child health services, integrated child development services, nutrition programmes combined with early stimulation constitute early intervention. Early intervention programmes were launched in the Southeast Asian region by UNICEF and  International Funding organisations as demonstration projects in the early 1980s. Data obtained by these projects demonstrated positive effects on pre-term and low birth weight babies-at-risk when followed up longitudinally. A majority of them were able to catch up with the developmental milestones when compared with their counterparts who were full term babies with normal birth weight. For those who were identified as having childhood disability, the impact of disability was significantly reduced and these children and their parents were thus better prepared to face challenges in life. Such efforts have remained only at the project stage. There is a need to include these initiatives in the national programme. Obviously, this will call for a major commitment of public funds. Ideally, it could be linked up with ongoing health programmes. For example, in India, impressive results have been reported by the Integrated Child Development Programme that typically includes pre-school programme nutrition, and health education of mothers and immunisation of children upto the age of six years. This is an example of a successful multi-sectoral collaboration. It is an indigenous model designed to fulfil the needs of pre-school children, using culturally appropriate technology.

The involvement of families at an early stage enables them to gain information required to help their child with disability. In the field of mental retardation, group parent training programmes carried out in India showed significant gains made by parents in acquiring the knowledge and skills required for caring and bringing up a child with disability.

SPECIAL EDUCATION

This is one such area where all the countries in the Southeast Asian region have shown significant progress. A majority of the schools for the deaf or the blind are supported or run by the provincial governments with the earliest school having been established in 1879 in India. However, there are three main problems. One, majority of such facilities are located in urban areas; two, these special schools are able to serve only about 1% of the population; three, there is a continuous feud as to whether these special schools should come under the supervision and control of the Department of Education or Social welfare. The first two problems are more to do with the stage of socio-economic state of the region while the third is more a reflection of non-sensitivity on the part of the bureaucracy. Policy planners cannot ignore the needs of nearly 10% of the population that require education. If we follow the principle of mainstreaming and normalisation, the only logical course of action available is to provide education to children with disability in regular and neighbourhood schools. Massive investment of public funds is required in training regular school teachers to accommodate children with disability in regular class rooms. This is the only way of achieving education for all.

EMPLOYMENT

A nation wide survey carried out in India in 1991 on adult populations of people with disability, showed that 25% of them in rural areas and 33% in urban areas were engaged in useful and productive activity. That is how employment was defined operationally in this survey. No reliable estimates are available regarding employment of women with disability as compared to men. It is a guess that the rate of employment among women will be definitely lower than that of men. In India, certain posts have been reserved exclusively for people with disability for jobs in the government sector. The rate of employment amongst people with disability in the East Asian region is far lower than 70% as reported in China. If we apply the principal of non-discrimination in employment, it would mean that a person will not be refused a job on grounds of disability, if he or she is considered otherwise qualified and suitable for the job. What should be done to provide equitable opportunities to people with disabilities for employment? Pre-employment training, on-the-job training, and need-based support to a newly recruited employee will meet the specific needs of people with disability. Every developing country will have to make a choice. The choice is between a) enabling people with disability to become productive members of society and earn a livelihood for themselves and their family; or b) provide unemployment allowance and support them financially for lifelong. Several studies have shown that people with disability are more efficient, regular and sincere in their work as compared to their non-handicapped counterparts. Initial data from a national programme in India does suggest that self-employment initiatives have provided greater opportunities for employment to people with disability. Perhaps, this is the road ahead to encourage entreprenuership amongst people with disability in the Southeast Asia region.

MULTIDISCIPLINARY TEAMS

Persons with disabilities during their lifetime require services from many professionals. Sometimes, three or four professionals provide services at the same time. For the person with disability and his/her family, it is important to get coherent information. Sometimes professionals give conflicting or contradictory information. Family members, carers or persons with disability get confused, not knowing whom to believe. In developing countries, where there is a shortage of professional staff, it is all the more important to ensure that duplication is avoided. This can be achieved by organising regular meetings of local professionals where client information is shared and referrals are made to appropriate professionals who can best serve the needs of a given client. Professionals must learn to respect each other's work. The respective professional body must regulate work ethics. Policy planners can help professionals by encouraging development of professional bodies by recognising them and giving them advisory status or consultancy status for the planning of national level programmes.

UN STANDARD RULES AND LEGISLATION

Most countries in the region have in recent years adopted UN standard rules and passed Acts to promote non-discrimination and provide equal opportunities to people with disabilities. People with disability have strongly advocated for allocation of funds, development of programmes and schemes to realise the goals enshrined in these statutes. Developing countries as usual are always short of funds for any programme that policy planners consider as “welfare measures”. It is a lopsided view. Commitment of public funds for  people with disability should be regarded as an investment in human resources. Every individual with disability who is employed and, is able to earn a livelihood for self and is able to support family, should be considered as adding to savings of unemployment pension, assuming that if this person had not been trained he/she would have to be maintained by society.

Another aspect that needs to be addressed is inter-sectoral collaboration. Two or more departments of the Government work with rigid territorial jurisdiction. For example, the medical and health departments do not consider it worthwhile to collaborate with the department of education, little realising that children with special needs have specific health needs. These require services of physiotherapy or mental health or dental services, which are under the control of the medical and health departments. Let's take another example where the housing department thinks that it has nothing to do with disability. Architectural barriers can be removed only when housing and public construction departments decide that they will construct user friendly buildings, keeping in view the needs of diverse kinds of users including those with disability. Standard rules and concomitantly recent legislation in Southeast Asian countries have created a co-ordination mechanism in the form of a national level committee. Regrettably, initial experience about the working of such a committee has shown that a very junior officer from the department is deputed to attend such meetings, who is in no position to take any important decision. 

TRANSITION

Education, Vocational training, Employment and Old age services seem to be working independent of each other. There is no one to look after the transitional period. This point can best be illustrated by the following example. A vocational training institute offering industrial training in vocational trades to deaf trainees year after year found the trainees poorly trained in language. As a result the trainees found it hard to grasp the theory part of the course, while they did exceedingly well in vocational practice, surpassing even their non-handicapped peers. Many people with disability move from school to work. When poorly prepared, they are unable to hold on to the job. This attrition followed by loss of self-confidence and idleness leads to frustration. In developing countries, there is an urgent need to plan transition services where two services can have a meaningful dialogue by bridging the gap.

OLDER CARERS

Longevity of persons with disability has increased. As a result, parents and carers who are in advanced years find themselves unable to take care of their ward with disability, particularly those with mental retardation, autism, cerebral palsy, and multiple disabilities. The needs of such parents and carers have not been adequately addressed in developing countries. Some require services of respite care, some need periodic visits of professionals and social welfare staff to visit them periodically, while some have more serious questions to ask as to what will happen to their child when they are no more.

MARRIAGE AND FAMILY

People with disability have unmet sexual needs that remain unrecognised by service providers. Economic issues take priority. Many people with disability find it hard to find a partner. They may need assistance in courtship, or need training in sex related matters and relationships. Sometimes they need marriage counselling like anyone else. Such services are not available in our societies because marriage of a person having disability is discouraged. There is an urgent need to correct some of the existing misconceptions and imbalance by establishing marriage bureaus and specialist services of sex counselling for people with disabilities.

LEISURE AND RECREATION 

Very little attention has been devoted to this aspect. There are sports organisations in each area of disability that cater to a very small number, for particularly the youth that is young and fitness conscious. The vast majority does not have access to any form of recreation. Policy planners perhaps do not think that people with disability also have a need for recreation and leisure. State funding is necessary for accessing recreation and leisure activities within the mainstream to remove isolation and loneliness of people with disability.

VALUING PEOPLE WITH DISABILITIES AND SELF-ADVOCACY

Every society has innumerable examples to quote on how people with disabilities have enriched culture, art or science in the past as well as in the present times. It is the group of people who decide policies in the country, that need to be convinced about the potentials of an average person with disability. Prejudices if any, must be countered with success stories. People with disability well know that facilities have never been given to them on a platter. Instead, it has always been a long struggle to get even the basic rights, which are available to their non-disabled counterparts. Rather than have others speak for them, in recent years by conscious effort even people with mental retardation or cerebral palsy have learnt to project themselves. They have learnt to express what they like, what they do not want, and ask for their rights. This movement has become very popular in many developed countries. In many developing countries such programmes have only recently begun.  Let us hope that people with disabilities speak for themselves and tell the government as to what programmes they want at the national level.
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