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Abstract
"Inclusion" of people with disabilities is being firmly pursued by many people with intellectual disability and their allies.  While some gains have been made there are still thousands of Australians with intellectual disability languishing in large institutions or living isolated, marginalised lives with little access to support services.  Additionally there is no obligation on the part of governments to do anything to solve these problems.  This paper argues that if we are to build on the small gains made to date we need to think much more broadly about the notion of "empowerment" of people with intellectual disability than we have done previously.  In particular we need to look beyond narrow individualistic notions of empowerment which have to date improved the lives of a few, and embrace concepts such as a Bill of Rights, which have the potential to improve the lives of all.

Introduction
The coming of the new millenium is providing communities and governments all around the world with a focal point for reflection on past achievements and speculation on future directions.

"Change" has become the norm.  An ever quickening pace of change is fuelled by massive global revolutions in communications and information technology, and in trade, investment and multinationalisation of business.  Driving these revolutions is a worldview that believes the key to prosperity is to be found in increasing competition between nations and people.  The "smart", efficient, commercially aggressive nations and individuals will be the few winners, while those that don't play the game well will be the losers.

For people with intellectual disability life in an increasingly competitive society holds serious risks.  The rapid adoption and spread of institutions in the 19th century as places for incarcerating people with intellectual disability and other powerless groups, was the response of those in power to what they saw as the problem of dealing with "unproductive" people.  It is not difficult to imagine a scenario whereby those people who are unable to achieve and maintain the standard of personal productivity set by "the market", will again be assigned to institutions.

Most people with intellectual disability, their families and other allies, would argue that the achievement of a safe, secure life, with a decent standard of living for people with intellectual disability is inescapably intertwined with the creation of "inclusive communities" - communities where all citizens and residents have the opportunity to participate in community life and are supported by each other to achieve and sustain a reasonable quality of life irrespective of their "productive capacity".

This paper will examine two approaches to empowerment as a means for improving the lives of people with intellectual disability - an individualistic or consumerist approach and a collectivist or citizenship approach.  In particular the paper will examine two empowerment strategies advocated by each of these approaches; individualised funding and service brokerage (consumerist approach) and a Bill of Rights (citizenship approach).

It will be argued that the strategy of individualised funding has great limitations as a potential means of empowering people with intellectual disability, largely due to the fact that there is currently no legislative imperative for governments to provide adequate resources to ensure that sufficient services and supports will be available to all people who need them.  Closely allied to this is the poor track record governments have in being accountable to constituents with intellectual disability.  In contrast a Bill of Rights represents a truly inclusive empowerment strategy as its aegis would encompass all Australians.

Empowerment 

The concept "Empowerment" is not easily defined, but a recent book by Ian Parsons (1994) has attempted to provide a framework in which we can understand the operation of power and empowerment in a broad societal sense rather than a narrow, individualistic way:


We can begin to think differently about empowerment when we realise that people have power, not so much when they independently assert themselves, but rather when their interests and needs have a central and influential place in the community around them (Parsons 1994, 54).

He goes on to add:


When the community or environment around a person takes responsibility for safeguarding that person's interests and rights, then that person becomes empowered, regardless of their capacity, or lack of capacity, to assert those rights and interests independently (Parsons 1994, 54).

This definition of empowerment goes well beyond notions of empowering individuals by such means as teaching people to assert their own needs of putting in place individual advocates to take on this role.  That is not to say that these are not extremely important strategies for supporting individuals, because they are vital.  But individualistic empowerment strategies alone will not empower all people with intellectual disability.  They will work with varying degrees of success for some people, but are likely to fail the most disadvantaged, powerless and unassertive people, that is those who need the most empowering.  If individuals with intellectual disability are merely offered the same opportunities to compete in our society as other people, they may face disadvantage and exploitation that will further marginalise them from the community.  Such a problem was recognised over fifteen years ago (Scull 1977).  However, the notion of empowerment has not been so actively and consciously pursued, and indeed the very term has become troublesome for some groups, especially during debates occurring within the Advocacy sector (National Advocacy Workshop 68-71).  

From the point of view of this paper, there are several major obstacles to people with intellectual disabilities in Australia achieving real empowerment.  These are:

-  1)  The fact that people with intellectual disability are not entitled to necessary services (Baume and Kay 1995, 32);  

- 2)  the lack of real accountability measures within governments and their departments to meeting the needs of people with disabilities;

- 3)  The economic rationalist underpinnings of all Commonwealth government policy, legislation and administration (Pusey, 1991).

Accountability and the government.

Politicians and government departments providing or funding services to people with disabilities have failed to put in place accountability measures which ensure appropriate and sufficient services are provided to those who need them.  Thus people are denied services even when they have been assessed, and the department has agreed to a level of service (Baume and Kay 1995, Chapter 4).

There are many examples of the way in which governments through the departments that are responsible for providing services for people with disabilities, are not working effectively, and are not held accountable for their lack of performance.  For instance, in NSW the Department of Community Services undertook an Area Needs Based Planning Process, which sought information from people with disabilities about the services they received, and the level of unmet need they were experiencing.  Despite having a Consultation Protocol with which to work - which can be described as their "Policy and Procedures" for undertaking this important part of their work - the Department stated openly in a Bulletin (Area Needs Based Planning Bulletin, No. 1, 8) that it would not use this Protocol until the priorities for each area had already been decided upon.

One problem with such departments is that they are accountable to the various government Ministers, who feel that success or failure at future elections is an adequate yardstick for measuring their performance.  All  services that the Departments fund, both government and non-government, have to ensure that primary accountability is to the users of that service.  Such direct accountability to people with disabilities by the government departments is noticeably lacking.  This should be viewed as an anomaly in 1995.  For instance, we would not expect that the Ethnic Affairs Commission could be appropriately administered only by people from Anglo-Celtic background.  Likewise, in the Aboriginal and Torres Strait Islander Commission (ATSIC) the position of Chairperson, and a growing number of senior and other staff positions are no longer occupied by people of Anglo-Celtic backgrounds.  We would not expect that the Office for the Status of Women should be run by men.  Yet we still find it acceptable that the various Offices of Disability be run by people who do not have disabilities.

These examples concentrate on how government departments operate at a level of accountability that is considerably less than that expected of the services they fund.  In other words, were they subject to the same scrutiny under service standards as are the services they fund and monitor, they would not achieve conforming status.  But this deals only with the relationship between the funding body and those people with disability who are in receipt of a service.  What about the challenge of extending service provision to those who currently receive nothing?

Brokerage
Consumer focused funding is currently a model of service provision which is touted as being both cost-effective and a vehicle for providing empowerment for people with disabilities.  There is a growing feeling that a move toward individualised funding is inevitable, and, since the few service user and service provider supporters of this approach acknowledge its limited applicability, we can only assume that the funding bodies themselves are driving the move toward brokerage.  In this model funds are allocated directly to the person with a disability, and that person purchases the services he or she needs through a broker.

Brokerage has been described as having the following benefits:

· it responds individually to client needs

· it empowers individuals to make real choices about their lives 

· it is cost effective in the savings gained from less need for the high cost of institutional care (Hayes 1992, ).

This raises several questions.  Are such outcomes not achievable within current service responses, as guided by the various Standards that exist to monitor these services?  How will a choice between one service and no service at all - which is the current reality - serve to 'empower' individuals with disability?  And is the real drawcard as far as the government is concerned, this notion that such a system of service delivery will be cost-effective?

The brokerage model should be seen as one option for effective service delivery, and some successes with it as a model have been documented (Byrne 1995; Lewis 1995).  It appears to be especially effective in meeting the needs of people who have easily structured support needs, such as tasks of bathing, dressing and transferring of people with physical disabilities (Byrne 1995, 1).  However, it also is vulnerable to the dictates of governments with respect to funding arrangements.  It offers the promise that it is capable of giving a service user power over the service provider.  Such power is limited, however, to the extent that funding from the government is guaranteed, and that supply is legally enforceable.  What we are talking about here is not just power over the service, but power over the government.  The fact that brokerage power is not guaranteed and legally enforceable is a crucial factor in making it an unlikely vehicle for empowerment.

The present economic rationalist climate (Rees et al. 1993; Vintila et al. 1992; Pusey 1991) makes it dangerous to rush toward this kind of service provision.  In a market which feeds on competition, the most disadvantaged will find it hard to avoid exploitation, especially if services are more and more to be taken up by the private sector.  As for the claims about empowerment, within the free-market framework this will be recognised only in terms of individual empowerment.  It is widely understood that empowerment involves dealing with the environments and communities around individuals, as well as assisting those individuals to learn self-advocacy skills (Parsons 1994, 54-55).  The improvements that have occurred in the run up to and the aftermath of the Disability Services legislation occurred not because an individual, or even a number of individuals, had particular needs which were recognised.  The process of improvement was very much a social process which recognised the injustices occurring to many, and this inspired Don Grimes and others to work towards solutions for the many.  

The brokerage model is underdeveloped to the extent that it only relies on individuals and individualised solutions.  What is missing is the collective action that stems from the recognition that a disadvantageous situation is being experienced by a number of people.

By way of a summary, some of the major points of concern about brokerage funding are listed below:

· Individualised funding can be seen as a move to privatisation, which means relatively unregulated services competing in a market.  As we live in a society which defines individual worth in terms of economic productive capacity, people with disabilities have not traditionally fared well in such an environment.  Indeed, it has been shown that people with disabilities became marginalised and separate from the broad community about the time of the Industrial Revolution (Oliver 1986; Ryan and Thomas 1980), mainly because of this new emphasis on productive capacity.

· Solidarity or inter-dependence between people with disabilities will be dissipated, and in the free-market economy individuals will be open to exploitation.

· There will be a marked drop in the ability of services to innovate - innovation doesn't come from a market place trying to meet consumer needs.  Innovation comes from cooperative attempts between people who have needs, who use services, and those who provide those services to engage in the struggle to make them more appropriate (Farrar 1992, 82).

· There is no simple equation of "consumer empowerment" and the "consumer funded focus approach" (Seidel 1992, 58).

· The model assumes that a person's support needs are constant and comparable to those of other people, in terms of setting funding guidelines on the basis of general benchmarks (Seidel 1992, 61).

· The model takes insufficient account of the continued economic viability of services within such an uncertain market; industrial relations are largely ignored in the debate; and the matters of forward planning, cost escalations and the complexity of administrative guidelines have not been thought through adequately (Seidel 1992, 62).

All in all such criticisms are not meant to suggest that the idea of brokerage should be shelved altogether.  In an ideal society where disadvantage and exploitation were alleviated by a greater commitment to equality, a brokerage system with adequate safeguards may have a major role to play in terms of service delivery.  However, currently, while there is no entitlement legislation in existence, there should be less emphasis on this model in the years preceding 2000.

Instead, a more direct focus should be taken to matters of empowerment, and how the necessary preconditions for this can be achieved by people with intellectual disability.

2.  An Australian Bill of Rights
So how can we as Australian citizens and residents establish the social conditions whereby people with intellectual and other disabilities can empower themselves?

There are critics of the use of legislative strategies alone to achieve positive change, and indeed some strategies pursued in the disability advocacy movement will actively challenge people's rights (Ellis 1993, 3-4).  However, up until now we have not had legislation that has attempted to alleviate disadvantage systemically.  The most obvious stumbling block to the effectiveness of the various Disability Services Acts is that they do not entitle people with disabilities to the services they need.  Despite these shortcomings, there is a well-established tradition in Australia of designing good legislation, and then responding to such legislation e.g. the type of qualitative change that has occurred within the service sector as a result of the Disability Services Acts.  Thus, there is more that we can do in terms of passing legislation that will assist people with intellectual disability.

An obvious strategy is to emphasis the role of people with disabilities as citizens or residents of Australia, and the rights that are conferred as a result of this.  However, we live in a era when citizenship is defined more in terms of what responsibilities citizens have than what rights and entitlements citizens can expect (Tomlinson 1995; Watts 1995).  Apart from the right to vote citizens can only really expect the right to an education (although if you have a disability this right becomes distilled into the right to 'special' education), the right to free speech and the right to freedom of association.  More of an issue in modern Australia is what we as citizens and residents can do to assist our nation.

Much of this definition of citizenship comes from the demands of economic rationalism, and the problems of this have already been discussed in this paper.  What is needed is a fresh look at what citizenship should mean to Australians.  As we near the end of the millenium, and Australians are already focusing on constitutional issues, we should be joining in the debate about how citizenship rights will be defined in the new Australian Constitution.

One way of adding to the potency of the existing legislation, and covering areas which are not yet covered, is by the development and proclamation of an Australian Bill of Rights for all citizens.  There is a growing movement which suggests that this needs to take place at the same time as a new Republic comes into effect.

The maintenance of any form of decent life is not achievable without the capacity to meet basic needs such as food, shelter, warmth and clothing.  For some these needs are met within the confines of the parental home or a group home; for others living independently income from either a disability pension or work or some combination of these is the way they satisfy such basic needs.  But there are those in Australia who can't get work on account of their disability, yet who don't qualify for a disability pension and who can't meet the requirements of job search and are left without income, shelter and other necessities.

Many people with a disability need services which other Australians don't require - this being the case how would it be possible to build access to such services into a Bill of Rights which the general population would support?  It would be difficult and therefore it is tempting to build the campaign for a Bill of Rights around only those items which every one recognises as basic.  If one wanted to ensure that those with a disability had access to services they needed, wouldn't it be better to rely on some special provisions to reinforce the Commonwealth's minimum standards as part of a social justice strategy (Disability Services Standards Handbook 1993; Disability Services Standards Plain English Version 1993; Keating and Howe 1992)?

This would be very defeatist and unnecessarily so.  For one person, after their barest survival needs are met the right to vote might be their highest priority, for another the freedom to assemble, for another the right to express oneself freely, another the right to work, another access to medication to control their condition, and yet another first choice might be access to support services which would allow them to participate in community activities.  There is within this society a diversity of priorities and the task confronting anyone interested in developing an inclusive Bill of Rights is to mobilise a mutuality of spirit capable of incorporating that diversity of priorities.  Following on from this there needs to be a building of solidarity across the spectrum of opinion which will ensure that all the potentially competing interests can be guaranteed.

This may seem a daunting task, but to settle for less will result in extremely limited success.  This is so because creating limited or group-specific provisions would be seen as special provisions only available to some thereby excluding the majority.

Where the group is relatively powerless or one whose social status does not confer immediate acceptance e.g. unemployed people, single parents and those people with a disability, then they too are likely to become targeted by the bulk of, or at least significant sections of the population.  Racial minorities and women in the USA have seen in recent times widespread attacks on positive discriminatory mechanisms established in order to try and ensure a greater equity.  In this country indigenous Australians have constantly to fight a backlash against any advances towards equity they make.

A very important part of the process of marginalising less powerful groups of people is to generate sympathy for the out group, manufacture them into an object of pity - this is not a new technique, it's been around since the 1834 Poor Laws.  This is an excellent way to manufacture consent for the status quo and divide the population into interest groups.

There is a need to support general rights rather than to pursue special rights for specific interest groups.  Achieving general rights helps to develop a solidarity with the bulk of the population, which in turn ensures that gains on the periphery are not eroded (Goodin and Le Grand 1987; Tomlinson 1995).  Because of the way our society is structured generalised rights are harder to gain, simply because they involve greater costs to implement.  But because these rights are available to all they are extraordinarily hard to remove.

The pressing question for those primarily interested in ensuring people with considerable intellectual disability gain access to the services they need is how can a generalised Bill of Rights provide a guarantee that people with an intellectual disability can utilise such a Bill of Rights to promote their access to services and to ensure that those service adequately meet their needs?

The Bill of Rights could have clauses guaranteeing all permanent residents of Australia:

· a basic income at or above the Henderson poverty line

· the right to shelter

· the right to education

· the right to work

· freedom of assembly

· freedom of association

· freedom of speech

· equality of access to services

· freedom from discrimination on the basis of age, gender, race, class, location, religious or political beliefs, disability, and illness

· the right to enforce compliance with the above, through an administrative mechanism such as the Attorney General's Department

It would be possible for the government of the day to pass enabling legislation which would tie the Bill of Rights and the enforcement of such rights to the United Nations Declaration of Human Rights and Covenants on Economic, Social and Cultural Rights and Civil and Political Rights, to link such enforcement to the International Labor Organisation's conventions and other international agreements and treaties Australia has signed and ratified.

Given that there are no absolute rights and wrongs outside of any particular belief system (Wolfensberger 1995, 167), it is important to at least link the rights contained in the Bill of Rights to internationally codified rights in order to give a meaning to the derivation of such rights.  Tying the Bill of Rights to such internationally agreed covenants, conventions and treaties has the potential to endow the Bill of Rights with increased legitimacy, whilst at the same time suggesting international dispute resolution mechanisms in the event of non-compliance by the national government of the day.  The importance of establishing intra-national appeal and enforcing mechanisms has, however, far greater immediacy because poorer people, people with disabilities, those from ethnic or indigenous minorities, and marginalised groups are far more likely to access national rather than international forums in their attempts to assert their rights.

The establishment of a Bill of Rights capable of allowing people with an intellectual disability to access the right to services of an adequate standard does not in any way detract or lessen the importance of the social justice strategy of the government of the day.  Nor does it take away the importance of the government, whether state or Commonwealth, insisting on compliance with standards set by that government.  As well it does not undermine the need of non-government agencies to improve the services to their clients and promote quality assurance programs throughout their organisations.  Such quality assurance and standards enforcement programs are part of the solution, but they are at best just a start and require an enforceable Bill of Rights in order to give coherence to such services and guarantee their availability to all who need to access them.

Conclusion
This paper has sought to put rights back onto the agenda for those people who are interested in the empowerment of people with intellectual disability.  It has attempted to point out some of the difficulties of pursuing individualised funding models without first having looked at how disadvantage in general within the community can be alleviated.  And it has sounded a warning about co-opting a debate which is being generated by governments primarily out of a need to "rationalise" the costs of disability services.

The authors are involved in, and will continue to support, efforts to establish a favourable Bill of Rights.  They recognise that the debate is still young, and that many positions both for and against a Bill of Rights need to be aired.  Thus, the paper has not attempted to prescribe exactly what a Bill of Rights should include.  However, we support the establishment a Bill of Rights that applies to all citizens and residents of Australia in preference to a Bill which applies only to people with disabilities.
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