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This paper was delivered at ISEC 2000 in Manchester, United Kingdom. It looks into the causes of exclusion of disabled children and their families from ordinary community life. The voices of parents of disabled children from impoverished rural South African contexts are heard who have not had access to any form of support because support had been organised in such a way that only children who had been labelled by professionals had access to it. It shows that professional roles and service models adopted from the West are inappropriate to the needs of developing societies.

The ideology of professionalism developed in the welfare state has become the primary obstacle to alleviate the problems that persons with disability and their families are facing in their daily struggles to make their lives meaningful and worth living. At the root of the welfare state there is a tendency to define social problems in medical terms - the so-called therapeutic approach.  This is the prerequisite for stripping individuals of their citizenship and permanently relegating them to an inferior caste of clients.  Clients cannot develop the capacity to overcome or to cope with life’s challenges without professional assistance.

Reforms are futile. The corrective required is the realization of the community vision. The central reform is the conversion of clients to citizens. The community vision seeks to reallocate power from the centralised and professionally dominated service system to neighbourhood associations. As opposed to the pseudo-community envisaged by human service professionals who seek to reduce all individuals to a uniform standard of normality, a heterogeneous community embodying individual diversity should be sought. 

If such a revolt occurs, it will not be either Left or Right, but predicated on a renunciation of professionalism and the cultivation of a populist faith in the ability of citizens to cooperatively govern their own lives. This will mean a definite move away from the welfare approach towards one of charity, the essence of which consists in a compassionate recognition of - and respect for - what James Hillman calls the world of chronic disorder. The mission changes into a transformation, not of the disorder, but of my norms of order. The authors are the parents of a 14 year old son with Down Syndrome.
They say in Qwaqwa there is no school for him.  The social workers said they are still going to build it. They said that they will build a special school in this area but even today it has never materialised.

I don’t think she will have a good life, because she is not in school, maybe if we could afford those schools where they teach people like her, but I hear they are far and expensive

Really the child is not progressing at that school, even the doctors confirmed that he cannot be taught at such schools he needs special kind of education.  This will enable him to learn at his own pace and to get teachers who are trained to train and take care of children like him.

She explained that there is no support system in the community:

It is very difficult to cope.  You always have to keep an eye on him, but we are surviving. There is no school for this kind of child around here, but the doctor said he knows of some school somewhere. He then investigated the prices and I found the fee to be too high for me.
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The doctor gave some medication for his condition, he says there is nothing they can do for him at that ordinary school, the only thing this doctor does is to dose him with pills. He only said they will help him to be better and probably grasp something at school.

(Extracts of interviews conducted with parents in a rural province of South Africa by T. Thejane, in Muthukrishna, N and Thejane, T. (1998). An investigation into how rural children with disabilities and their families in the Qwaqwa Region experience their lives. Paper delivered at the SAALED Conference, Cape Town, October 1998)

In the debate around Inclusive Education, it is often hard to discern the real voice of parents. In societies where parents are in a position to organise themselves in articulate and vociferous pressure groups, inclusive education seems to be the choice of the majority of families. Over the past two decades the parent voice in favour of inclusive education has become stronger and stronger and in most countries it has been parents which brought about changes to legislation and policy to make inclusive education a reality for most children with disabilities. The debate in these societies dealt with issues such as reallocation of funds in order to ensure effective support in the mainstream. Assessment, statementing, therapeutic services and other highly technical issues were central in most of the discussions.

There are however millions of parents in the world whose voices are never heard. They are the parents not only of disabled children but also of millions of children who face so many barriers within their living environment and in the education system, that they can never complete a full cycle of basic education and enter the world of work as productive citizens. These parents seldom have organisations through which they can insist on the most basic human right of access to services and to quality education.

This paper will look into the causes of exclusion of disabled children and their families from ordinary community life. The voices of parents of disabled children will be heard who have not had access to any form of support because support had been organised in such a way that only children who had been labelled and placed had access to it.

All the statements in the above quoted interviews with parents of children with special needs shed light on the harsh realities faced by families in impoverished rural African contexts. Once they have overcome the widespread prejudices and suggestions of witchcraft which still abound in many areas, parents are confronted by the wall of inaccessibility constructed by society and often even by professionals. 

The problems they face include: 

· professionals who operate within a typically modernist (medical deficit) approach towards disability, even though it is totally inappropriate within an African context 

· lack of empowerment restrains parents from becoming partners in decisions concerning their children’s education

· the constant lack of facilities and resources experienced by especially rural Africans

· the persistent idea among parents of disabled children that they are so different/exceptional that they could never become part of the normal social and educational context

We would like to quote Lena Saleh in a paper which she delivered some years ago in Pretoria: One reason for the lack of progress in the provision of services is that professional roles in service models adopted in developing countries are inappropriate to the needs of those societies.  These countries have been seduced by Western models of service delivery, and they insist that these are the solutions and that anything else is humiliatingly second rate.  In our desire to copy models from industrialised countries, we have lost sight of the true magnitude of the situation on hand, and of the specificity of our own situation, our own context.  The partisans of the traditional Western models argue for mainstreaming standards.  How relevant is this however for 98% of the population which have no access to services whatsoever?(Saleh: 1996) 

In a rural province of South Africa there are only two government employed speech therapists available to provide services in a region spanning hundreds of kilometres. They are spending 80% of their time each month on screening children for hearing problems, leaving little or no time to set up support structures for these learners once they have been screened. In the end parents are left despondent and the needs of their children unanswered.

Parents need to know their rights and the rights of their children and must be encouraged to pursue these rights. If the few professionals who are available within developing contexts were to reinterpret their roles to empower and mobilise 
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parents to reach this goal, they would be playing a much more meaningful role. If the social workers or the doctors referred to in the above interviews had the courage to assist the parents in finding access to ordinary early childhood and primary centres of learning, they could have prevented a situation where the children had to stay at home, being denied access to the stimulating environment amongst their age peers.

Although it may sound paradoxical, it is precisely the welfare state, with its ideology of professionalism, that has become the primary obstacle to alleviate the problems that persons with disability and their families are facing in their daily struggles to make their lives meaningful and worth living. At the root of the welfare state there is a tendency to define social problems in medical terms - the so-called therapeutic approach.. This is the prerequisite for stripping individuals of their citizenship and permanently relegating them to an inferior caste of clients. Whatever resources or service they are then entitled to cannot compensate for this degradation. In his book entitled The Careless Society. Community and its Counterfeits, John McKnight succinctly describes the therapeutic ideology as follows: (1) The basic problem is you, (2) The resolution of your problem is my professional control, and (3) My control is your help ... (p. 61).

We should not be hoodwinked by the pervasive ideology of professionalism. The power to label people deficient and in need is the basic tool of control and oppression in modern industrialised societies. The agents with comprehensive labelling power in these societies are the helping professionals. Their badge bestows the caring authority to declare fellow citizens clients - a class of deficient people in need.

According to McKnight there are several visions of society that compete for the people’s loyalty. The dominant one, antithetical to the community vision, is the therapeutic vision, which sees the well being of individuals as growing from an environment composed of professionals and their services. It envisions a world where there is a professional to meet every need and where the fee to secure each professional service is a right. This vision is epigrammatically expressed by those who see the ultimate liberty as the right to treatment (p. 168).

The central premise of the therapeutic vision is that professionals possess expertise in living, based ostensibly on technical scientific knowledge. That makes them indispensable to their ever-increasing population of clients, who do not have and cannot develop the capacity to overcome or to cope with life’s challenges without professional assistance. As McKnight puts it, the client invariably receives the message from the professional: You will be better because I, the professional, know better. He describes the disabling consequences of this ideology both on the poor and on those who are psychiatrically labelled ‑ those regarded by psychiatrists and most of the indoctrinated public as mentally ill. It conceals relations of domination behind the magic cloak of therapeutic help, thus facilitating the cultural production and reproduction of a society stratified into competent professionals and deficient clients.

Various efforts aimed at reforming the human service sector miss the point. First, these efforts underestimate the severity of the problem and presume that the service system is a given good. Thus some claim that the system is inefficient or that many professionals have become arrogant and insensitive to the needs of their clients due to the bureaucratisation of the field and the dehumanisation of modern training programmes. Various palliatives are recommended: the consumer movement seeks to give human service consumers more power to evaluate and influence professionals' behaviour, to force them to be more sensitive. The advocacy movement seeks to surround clients with an army of advocates to protect them from abuses in the system, and to improve the quality of service. But the system is intrinsically abusive. Movements for reform only co-opt opposition and strengthen the hegemony of the human service system, obscuring the fact that the problem is not that the system has flaws, but that it does the exact opposite of what it is ostensibly intended to do: it is counter-productive. The illusion fostered by reformers is that an heroic effort can rectify professionalism and create a new class of professionals in the useful service of humanity (p. 21). McKnight, on the other hand, contends: The hopeful future for helping work is more likely to result from the fall of the modernised professions and the development of new definitions of good work (p. 21). 

Second, since most critiques underestimate the severity of the problem, it is not surprising that they fail to identify the reason why the human service sector fails, despite the enormous resources devoted to it and the highly educated professionals, to achieve its manifest goal: its latent goal is the opposite. The objective is not to ameliorate the plight of needy people, but to create them. In business terms the client is less the consumer than the raw material for the servicing system .... His essential function is to meet the needs of services, the servicing system, and the national economy (p. 40). McKnight reveals the awful truth which few dare to face: behind the professional's mask of concern hides the servicer, his systems, techniques and technologies ‑ a business in need of markets, an economy seeking new 
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growth potential, professionals in need of an income (p. 39). This is why the number of clients is constantly increasing: It is now clear that the economic pressure to professionalise requires an expanding universe of need and the magnification of deficiency. This form of marginal professional development can only intensify the ineffective, dominating, and iatrogenic nature of the professional class as they invade the remaining perimeters of personhood (pp. 23‑24). Efforts at reform are based on a profound misunderstanding of the current professional problem. The basic issue is the profession itself, dependent upon the manufacture of need and the definition of new deficiencies (p. 24).

Reforms are futile. The corrective required is the realization of the community vision. As McKnight ironically puts it: The central reform is the conversion of clients to citizens (p. 62). The community vision seeks to reallocate power from the centralised and professionally dominated service system to neighbourhood associations such as local churches, clubs and neighbourhood taverns. The community vision seeks to provide every citizen, no matter how fallible, with the opportunity to participate as a political equal with other citizens in the process of community decision making and neighbourhood-building. It seeks to recommunalise exiled and psychiatrically labelled individuals. It sees community associations as contexts in which to create and locate jobs, provide opportunities for recreation of multiple friendships, and become the political defender of the right of labelled people to be free from exile .... [Adherents to the community vision] see a society where those who were once labelled, exiled, treated, counselled, advised and protected are, instead, incorporated into community where their contributions, capacities, gifts and fallibilities will allow a network of relationships involving work, recreation, friendship, support and the political power of being a citizen (p. 169).

Thomas Szasz and other critics of psychiatry recognised that the practices of psychiatrists and their allies lead to the social degradation of mental patients, their total isolation from the community and the deprivation of their rights and responsibilities as citizens ‑ in effect, to their spiritual destruction. To the consternation of his colleagues, Szasz has argued that the madman, the social deviant, the Other, is not a victim of mental illness but of psychiatric violence disguised as medical treatment: The labelling of persons as mentally healthy or ill by psychiatrists ... constitutes the initial act of validation or invalidation, pronounced by the high priest of the modern scientific religion, the psychiatrist; it justifies die expulsion of the sacrificial scapegoat, the mental patient from the community (Szasz 1970, p. 267).

McKnight's approach (recommunalisation) is more radical. He situates the solution to the problem within the context of a larger project: the broadening of the powers and responsibilities of citizens, and the regeneration of communities. One extraordinary feature of his analysis is that he demonstrates that the crisis of democracy requires the incorporation into the community of all those citizens who have been transformed into clients, and the solution to so-called personal/psychological problems requires the incorporation of clients into a democratic social order Since professional ideology focuses on the clients' putative deficiencies, it cannot even envision the possibility that they might have something to contribute to the community. It thus denies them the opportunity to engage in the kinds of activities that can restore their sense of self-worth.

Are those individuals labelled mentally ill or handicapped more fallible (McKnight's term) than other citizens? For McKnight, the question is irrelevant, since whatever citizens' fallibilities, their putative defects, they also possess unique capacities that enable them to contribute to the community ‑ capacities which will grow if they are given the opportunity to exercise them.* Accordingly, as we exile our fallible neighbours to the control of managers, therapists, and technicians, we lose much of our power to be the vital centre of society. We forget about the capacity of every single one of us to do good work and, instead, made some of us into servants of those who serve (p. 172). While McKnight does not directly discuss mental illness or disability, the implication is clear: the solution to the problem is political ‑ not psychiatric, therapeutic, or medical.

McKnight realizes that communities and the institutions of the service industry embody antithetical cultural values. Yet he does not elaborate the point. He observes, however, that communities viewed by those who only understand managed experiences appear to be disordered, messy and inefficient. There is a hidden order to community groups that is determined by the need to incorporate capacity and fallibility (p. 178). He senses that there is something in the 
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ideal of service that lends itself to the kind of grotesque corruption represented by the welfare system today. He muses: I wonder whether the human reality is always to make service into lordship, into a system of control (p. 178). It does not occur to McKnight that the reason this happens is because the liberal welfare state, with its service ideal and its ideology of professionalism, is a manifestation of what Adorno and Horkheimer described as the dialectic of Enlightenment. As such, it is confronted with an insoluble dilemma. On the one hand, it desires to annul the Other whose otherness poses the danger of disorder. On the other, it requires the existence of the Other. The ideology of service sets up a dichotomy between servicer and client which can never be overcome: existential security is sought through control and mastery of the Other, not through the recognition of otherness. Clients must be sustained in their otherness while at the same time being compelled to constantly re-enact the rituals of submission. They cannot be permitted to transcend or legitimate their otherness by acquiring the rights and powers of citizens, by becoming full subjects. In that case there would be no Other to manage or control.

What are the alternatives? Should the Other be assimilated? Or was there not a wisdom in the different, the abnormal, the otherness of the Other which assimilation would destroy? Should we not heed the principle of the right to difference, which includes the duty to find in the difference the source of new norms? Michel Foucault, in his Madness and Civilisation, argued that it was precisely because madness harboured within itself the source of new norms that it was silenced by Reason, and lunatics were confined, managed and repressed. With the constitution of madness as mental illness at the end of the 18th century, psychiatry ‑ and society - turned a deaf ear to madmen, and effectively deprived Reason's other of its voice.

Although McKnight nervously avoids even mentioning madness, except in code words, he brilliantly outlines a viable alternative to strategies of exclusion or assimilation. As opposed to the pseudo-community envisaged by human service professionals who seek to reduce all individuals to a uniform standard of normality, McKnight imagines a heterogeneous community embodying individual diversity. He realizes that the tension between the individual and the community is both necessary and valuable. Refusal to tolerate this tension leads either to disorder or totalitarianism ‑ or both. While institutions and professions war against human fallibility by trying to replace it, cure it, or disregard it, communities are proliferations of associations that multiply until they incorporate both the capacities and fallibilities of citizens. It is for this reason that labelled people are not out of place in community because they all have capacities and only their fallibilities are unusual (p. 178).

Are these ideas about community not doomed to remain a utopia without any major impact? Is it possible to transcend a social order based on management and domination and create one based on fellowship of political equals? The prospects are indeed slim. Yet the advance of the therapeutic state may carry within it the seeds of its own demise. When every citizen is at risk of being transformed into a client, the foundation of the therapeutic state becomes shaky. According to McKnight, the professional problem will be resolved when the lives of enough people are so completely invaded by the professional need for deficiency that a popular revolt develops (p. 24). If such a revolt occurs, it will not be either Left or Right, but predicated on a renunciation of professionalism and the cultivation of a populist faith in the ability of citizens to cooperatively govern their own lives. This will mean a definite move away from the welfare approach towards one of charity, the essence of which consists in a compassionate recognition of - and respect for - what James Hillman calls the world of chronic disorder. The chronic is the incurable. It has its own nature, is its own form. Recognising this is perhaps the reason why freaks and cripples have been coming into prominence in our films and theatres - are we, the heroes of the modern welfare state, at last being reminded again of chronicity?

In the words of Hillman (p. 18), charity means recognition of the God within the condition which God is not to be violated by cure or conversion. Drive out the Devil and drive out the Angel too. Sacredness of the back ward, for even Hell belongs in God's vision. Amelioration performed through charity … and compassion which says: 'here is something to be lived with because of its very difference, its utterly foreign alienness, which leads me to want to be closer to it for what it offers'. The mission changes into a transformation, not of the disorder, but of my norms of order.
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* McKnight provides an example of a developmentally disabled person with a beautiful voice who was incorporated into the local town choir: It is the marvel of the democratic ideal that persons of every fallibility are citizens. Effective associational life incorporates all of those fallibilities and reveals the unique intelligence of community (p. 166).
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