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INTRODUCTION

Voluntary organisations play a significant role in providing services alongside the public sector. The early pioneers were the Christian missionaries who as early as 1911 established a home for the handicapped in general and in 1926 St. Nicholas home specifically for the blind. The Central Welfare Council was established in the same year, 1946 as the department of Social Welfare, to foster voluntary effort a balanced approach to welfare pluralism was established in service provision for disabled people.

In this paper an attempt is made to capture 31 voluntary action in fostering a caring society among disabled people in the Klang valley.

Thirty-one of the organisations are direct service providing organisations. Some of these are national bodies but have active services and members in the Klang valley. Of the 31 organisations, 10 are ‘organisations of’ disabled people (organised by disabled people), whereas the remaining 21 are 'organisations for.' (organised by non-disabled people for disabled people). Services therefore are dominated by non-disabled people organising services for disabled people.

The direct service providing organisations are categorised into two categories. Ten of these are organisations set up and run by disabled people and they cater for 1,733 disabled people living in the Klang valley region. The remaining twenty-one are organisations set up and run by non-disabled people, serving 1,808 disabled people in the Klang valley region. The total number of persons served in the Klang valley is 3,541 disabled people.

Two findings from the findings of the study is discussed here namely the involvement of disabled people in organisations and secondly the typology of voluntary organisations.

INVOLVEMENT OF DISABLED PERSONS IN ORGANISATIONS 'FOR'

One major indicator of whether an organisation is empowering disabled people is to examine the mechanisms provided for disabled people's direct involvement in the identification of needs, decision making, elected office and policy formulation. This aspect was clearly outlined in the Citizenship model of social work practice.

Godfrey Ooi (1993) highlights this principle concerning the direct involvement of disabled people and acknowledges that little effort is being made to bring the disabled into the decision making and planning process in work concerning their welfare and well-being. (Ooi, 1993: 23).

Ling (34) a disabled person and an activist in the disability movement describes this reality where involvement is defined by non-disabled people in a selective way.

"All of them [referring to non-disabled people] I should say come up with a good heart to help the disabled people... They do really do some good things. I can't be too bias to say that they are not. But I have a lot of reservation for the agencies or the associations for the disabled people. The main reason I notice is that when they need whatever money they will always push the disabled people to the front line, to the limelight, to the media. But after raising enough money, the disabled people were not invited to sit in the committee to discuss how to use the money. When in terms of using money, it is always the able-bodied dominated it and to decide".

Another disabled person interviewed, Hasan (31) noted:

"All these organisations [referring to 'organisations for'] carry the flag of the disabled person, but they did not encourage more participation from the disabled".

Table 1 provides a summary under four crucial indicators namely involvement at the point of formation/founding, holding elected office, opportunities for dialogue for service users and finally opportunities in full or part-time employment. The analysis here is on 21 'organisations for'.


Table 1     Involvement of disabled people in 'Organisations For'

	
	Number of
Organisations
(N=21)
	Number of service users
(N=1,808)

	Involvement in funding
	2
	4

	Holding electoral office
	3
	5

	Dialogue and feedback sessions with service users
	3
	270

	Full-time paid staff
	4
	30


Involvement at founding

At the point of founding only 2 out of the 21 organisations 'for' had the involvement of four people. In both these cases the disabled people are non-service users and are professionals.

Holding elected office

Of the 21 organisations only three organisations have five disabled people holding elected office. In the case of two of these organisations the disabled people are professionals and well placed in society. In the third organisation direct service users are members of the management committee running the YMCA deaf self-reliance centre. It can therefore be concluded that all but a tiny minority of the 1,808 disabled people served by 21 organisations are not directly involved in the decision making process.

Policy on the involvement of disabled persons in the organisation

Of the 21 organisations only one organisation (YMCA Self-reliance centre) has indicated it has a clear policy on the involvement of disabled persons in the running of the organisation. This organisation too has put this principle into practice by the direct involvement of deaf persons in the management committee. 4 persons out of the 8 in the committee are disabled people. Their policy statement on participation is clear:

to facilitate the full participation of the hearing impaired and to enable them to exercise their rights as citizens. (Yip, 1990:2)

With regard to the decision making process the organisation indicates that it has "provided places in decision-making committees, employed hearing impaired staff." (Yip, 1990:2)

Employment of disabled people

Of the 21 organisations only 4 organisations employ a total of 30 disabled people. There is no breakdown of the type of role played by these people and what percentage of them hold executive positions in the organisations. Of the disabled people employed ten are blind, nine hearing impaired, one Orthopaedically handicapped and the remaining ten have a learning difficulty. A striking feature is the employment of the ten disabled people with a learning difficulties by the Selangor Association for Retarded Children as 'teacher assistant' with a salary of RM75.00 for half days work in the month and RM150.00 for a full days work. Employees Providence Fund (EPF) contributions are made by the organisation.

Dialogue and Feedback with service users

Only 3 out of the 21 organisations have organised a consumer dialogue programme. By this is meant, a formal time during which there is opportunity for the service users to express their opinions and suggestions as well as raise their problems.

One of the 3 organisations namely MAB organised a large one off gathering during which time 200 of their service users presented their view points and suggestions for the improvement of the service. A consumer dialogue subcommittee was set up comprising 5 blind people. Although the dialogue was well attended and an extensive report prepared, MAB has not implemented the findings. Cheshire Home conducts a monthly residents' meeting which is attended by about forty residents. It provides an opportunity for the residents to highlight their problems to the committee. In the case of the YMCA deaf self reliance centre there is also a monthly gathering of about 30 of the members who provide input and feed back on the services and programmes provided.

Reasons for the lack of involvement

A number of reasons can be cited from actions of non-disabled people to discourage participation to practical reasons. Hasan (31) a disabled person who was interviewed and who served as a committee member in an 'organisation for' commented

"they [referring to non-disabled people] have already put hard way for the disabled to come in their society. For example, through high membership fees. When you want to get votes, from who else you expect? So you must expect from your friends, from your colleagues, who are also disabled but they are not members because of the high membership fees. And then also, they put rules that no questions to be asked during the AGM, they should write earlier to the secretary in two weeks' time so that during the AGM... not on the spot questions. I think next AGM I want to write to allow on the spot questions also. This is also discouraging".

Another disabled person Ahmad (42), who is an executive staff in an ‘organisation for' and a member of an 'organisation of', said:

Maybe there are many factors to it. It cannot be only one. At the moment, the chief tickets are still held by people who have been there very long. So they are not going out and some new opportunities are not created. Number two is, very capable disabled people are not interested to come back to the organisation... Other factors, may be there is still the negative feelings from the organisation structure towards disabled people, whether they can do it or they may not be able to do it".

Three possible reasons could be further summarised from the data gathered concerning the lack of involvement of disabled people in 'organisations for'.

Firstly, it is indicated that active involvement depends on the target group served. About half of the ‘organisations for’ serve people with learning difficulties. It is difficult for them to incorporate them into electoral process and in the decision making process in running the voluntary organisations. Out of the 21 organisations, 10 provide services to this group. Elsewhere the researcher (Jayasooria, 1993b) in discussing self-advocacy groups has affirmed that people with learning difficulties must be provided with opportunities for involvement in decisions that affect them. Involvement of people with learning difficulties in decision making is often denied or ignored because of the nature of their impairment. It must be noted that some of these organisations have parents or family members in elected office and playing a key part on behalf of their disabled relatives.


Secondly, it is possible to note that 'organisations for' tend to over rely on full time staff. Figure 10 reveals the glaring difference in this aspect between 'organisations for' and 'organisations of. The 21 organisations employ 98% of the total 337 fulltime paid staff employed in the Klang valley. 'Organisations for' tend to rely on full time staff in contrast to 'organisations of’ which are self-help groups. Midgley (1981) provides a critical assessment of the professional domination in social work and Oliver (1983, 1991) comments specifically upon disabled people. In the Malaysian context a majority of the staff have only basic training but within an underdeveloped professional context, full time staff with whatever formal qualifications are regarded as 'experts' and can exert control over disabled people.

Thirdly, the orientation to voluntarism in the Malaysian context could be a major contributing factor to hinder active involvement of disabled people. The prevalent view of charity or caring can be seen to be a major obstacle for the active involvement of disabled persons. The dominant view is one of 'doing for the other' rather than one which enables and empowers service users. There is an attitudinal problem and non-disabled people are not developing the leadership potential of disabled people. It could be argued that the current leadership in ‘organisations for' are the major obstacle to the dynamic involvement of disabled people. This attitudinal problem leads to structural issues which institutionalise the exclusion of disabled people from the decision making process.

A TYPOLOGY OF VOLUNTARY ORGANISATIONS

It is necessary at this juncture to examine the underlying ethos or philosophical basis of the services carried out by and for disabled people. It is important to note that it is difficult to categorise the organisations and approaches into water-tight categories as there is overlap in the views, approaches and services provided by organisations. The approaches or models in this discussion are described as types. Furthermore some organisations incorporated more than one approach. Nevertheless the typology has some value in the comparative analysis of dominant approaches in the Klang valley.

Voluntary organisations in the Kiang valley have not developed a conceptual framework for practice which is well thought out and available in writing. This does not, mean, that there are no coherent thought patterns or values that influence the implementation of programmes for and by disabled people.

A four-fold classification (See Table 2) which reflects the Malaysian context is developed, namely the charity care approach, enabling care approach, the advocacy approach and the self-help approach.

Charity care approach and organisations

These services are organised for disabled people and could have been motivated by humanitarian or religious concerns. The charity care element or the dimension of providing 'for the other' in a custodial way is high in a majority of the 'organisations for'. The charity approach basically disempowers disabled people and creates dependency. In the three organisations which provide residential services the level of care and compassionate environment is positive. However disabled people are perceived from an individual model of disability. There is a strong element of underestimating the full potential of the disabled person. The care provided is very protective and disabled people are obligated for life for the service provided.

Enabling Care approach and organisations.

The focus of attention in the charity care approach is upon the individual. Oliver developed this concept to apply where the primary task of the staff or helper is to adjust the individual to the particular disabling condition. (Oliver, 1983 : 15). This is done either through physical or psychological adjustment. The motivation as in the case of charity care is cultural, humanitarian or religious concerns. The services are mainly organised by well established and distinguished personalities in society.

The major difference between the enabling care approach and charity care that it acknowledges the potential of disabled people. These organisations are oriented to make an assessment of disabled people's individual needs, develop an appropriate programme and prepare the individual person for integration into society.

Enabling care is a positive step further away from charity care towards self help and advocacy. However it does not go far enough to enable disabled people to take leadership and ownership of the voluntary organisation. Due to this limitation, the full potential of disabled people is not achieved nor tapped. Enabling care organisations have the potential to foster self help as well as to develop advocacy.

Advocacy approach and organisation

This is the least developed of the four approaches. The advocacy approach fits within the social model of disability developed by Oliver (1983). This is because there is "a switch away from focusing on the physical limitations of particular individuals to the way the physical and social environments impose limitations upon certain groups or categories of people" (Oliver, 1983 :15).

The focus here is upon a wider understanding of disability issues in the context of national development. While a number of organisations are involved in community action and public awareness programmes there is a lack of coordination and monitoring of this form of activity. This is because the organisations have many other activities. There is lack of a concerted effort in advocacy oriented programmes.

The general lack of involvement in this dimension might be as a result of the wider political climate which is not conducive to grass roots people's action groups. The prevailing approach is one of seeking to change the structures from within and through personal relationships and persuasion rather than on the basis of rights and confrontation.

Ding (53) a disabled person and activist in the interview commenting on seeking to change public policies said:

"We can say, access we are fighting already, not so good as what they have done in overseas. Their accessibility is better than us; Yes, it is true, but we are doing it very slowly. It is coming up. So we have to do our part to persuade, to keep on persuade and persuade to get what you want. I mean, it is very slow but we will get it one day. And in fact, in Malaysia, I think we can work very well with the government".

Self-help approach and organisations

The self-help approach is basically mutual-support by disabled people themselves. They are self motivated disabled people who take the initiative and leadership in developing programmes for their own benefit. Mutual-aid and self-determination are foundational to this approach as well as collective action. All the 10 organisations 'of' are self-help groups.

A self-help organisation:

may be characterized by self-determination and control by disabled  persons,  self-advocacy  and  mutual  support mechanisms, aimed at strengthening the participation of people with disabilities in community life. (UN, 1991:12).


Self help organisations are closer to advocacy in contrast to enabling organisations. Almost two thirds (8 out of 13) of self-help organisations are involved in community action as compared to 4 out of 14 of the enabling care organisations.


One danger that these organisations need to remember is the tendency to become inward looking 
and lose sight of the wider societal issues which affect disabled people in the wider Malaysian society.

Conclusion

In this study we have noted that voluntary organisations play a crucial role in the Klang valley in providing direct services to disabled people. Kramer (1981) in his comparative study of voluntary organisations in welfare states analyses the possible balance in service provision between the government, voluntary and private sector.

In Malaysia the voluntary sector plays a leading role. Voluntary agencies play the pioneering role especially in some of the services to disabled people in the Klang valley because the State does not provide it. One could say that the Malaysian model is one where the voluntary sector provides the major role and the government sector complements and supplements it.

The voluntary sector is dominated by non-disabled people. While the political climate discourages critical political participation in society, active involvement in fostering a caring society and culture is greatly appreciated and recognised. This situation provides disabled people with opportunities and challenges in providing clear directions as to how the services should be organised from disabled people's perspective. There is a clear development of organisations set up and run by disabled people which are very active and well organised. There are times when there is cooperation among 'organisations of’ and ‘organisations for'.

The presence of self-help groups is setting a new agenda for the empowerment of disabled people in the Malaysian context. In many ways the priorities set up by disabled people differ from those of non-disabled people as highlighted earlier in the chapter. This is reflected in the services provided, their organisation and management. However at the same time in a situation where non-disabled people dominate, sometimes the agenda of 'organisations' of disabled people is likewise influenced by non-disabled people. This is so in the case of SBM seeking to follow the same model of service as MAB to the objection of some of the founding members of SBM. Nonetheless the Malaysian experience provides disabled people ample opportunities to develop their own models and set the agenda for change.


 The direct role played by disabled people in the decision making process marks the difference from being active or passive. Ahmad’s vision clearly reaffirms this theme. He said:
"What I want... is an ‘organisation for' is more members in this organisation to be held by disabled people so that they all can be active in committees and to chair in committees so that the policies and decisions they created will be more by disabled people, that is more disabled voice. Disabled people who are capable, who are good, who are in a good financial status to come over and be members".

What emerges clearly is that ‘organisations for' tend to fall between the charity and enabling care approaches whereas 'organisation of' are self-help and advocacy orientated. However there are times when ‘organisation for' have also played an active part in advocacy or even facilitated the setting up of a self-help group. What can be noted is the transitory nature of some of the organisations. This means that in the case studies there are indicators of a shift from charity towards enabling and advocacy.

In the case of self-help groups they are developing a. stronger role in public awareness and policy advocacy. In setting the agenda within the voluntary sector some 'organisations for' are adopting conceptual and strategic plans as well as developing closer collaboration with disabled people Unfortunately in the Klang Valley there are no indications that ‘organisations for' are opening up membership to disabled people and thereby ensuring that at least 50% of the elected officials are disabled people.

Some disabled people especially among the visually impaired are frustrated with their self help groups and are working towards the setting up of a new organisation which will have advocacy at the major priority. In the case of physically disabled people, a new self-help organisation have been set up by disabled people with spinal injuries. This organisation provides alternative models and opportunities for disabled people in the Klang Valley region beyond the SHO.

What emerges clearly from the field study are the drastic differences between the charity and self-help approaches especially when we compare them on the basis of the individual and social model of disability namely the orientation and impact of the charity tradition on the one hand and the mutual aid and self help tradition on the other.

The charity orientation brings to light two images. On the one hand there is a positive aspect of human kindness and compassion which is tapped. This brings to light human nature that is loving and seeking to share with others, as the givers of we. on t image of the receivers. In this case disabled people who are seen a., desperate need of is enhanced. However in the case negative impact although their human need is met, it does not enhance their personal sense of worth nor social standing in the community at large. This is because they are seen as passive recipients of charity.

The mutual aid and self-help traditions on the other hand are built on the basis of the potential of the affected individual and community to organise themselves and address the issues, challenges and needs they face in joint action. They might do this on their own or seek to work with others in partnership and collaboration. They have a higher sense of personal worth and are recognised by the wider community in positive light as they do not project themselves as hopeless and helpless. They are not seen as passive but active in addressing the social issues and problems that confront them. Direct participation, involvement and control are elements of empowerment.
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Table 2     Typology of Organisation
	
	Charity
	Enabling Care
	Advocacy
	Self-help

	
Orientation

	
Charity
	
Charity
	
Rights
	Mutual Aid, equal opportunities & 
rights

	
Theory of
Disability

	
Individual Model
	
Individual Model
	
Social Model
	
Social Model

	

Social
Work Task

	
Providing For Individual needs of disabled people

	
Adjusting 
individuals towards independence and integration

	
Challenging disabling environment. Focus on national issues
	
Building leadership potential & self- determination

Service & advocacy

	
Limitations of this Approach

	
Disempowering approach which creates dependency
	Does not move far enough to develop the leadership potential of disabled people
	Could be counter productive as confrontation is not acceptable in Malaysian Society
	Could become inward looking as there could be a failure to link micro issues to wider concerns


