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We all know what disability is, don’t we?  Or do we?  In this article we explore the social and political dimensions to disability.  In so doing, we move beyond disability being a static sentence imposed on a person’s unruly and deviant body, to recognising many of the ways in which society disables those that we identify as having disabilities.  Such an approach is important because it helps us to understand that many of our clients’ problems actually stem from social and political structures.  Such an introduction to the critical analysis of disability also helps us to recognise that there are a variety of ways of understanding disability rather than just one set approach.  In order to do this let us take a short potted historical overview of disability in Australian society in the last 25 years.

A Historical Overview

From the late 1970s onwards Australia, in association with much of the rest of the Western world, started to rethink the prevailing notion of disability as a medical phenomenon where many people with disabilities became institutionalised.  Some of the rethink was hastened by the International Year of Disabled Persons in 1981, which really helped to move from a pathological or medical approach to disability, to recognising that people with disabilities have rights and that these are often denied by discriminatory structures and needless barriers.  

In Australia there was the prize winning “Break Down the Barriers” campaign authored by Phillip Adams which helped to address some of the problems, with particular emphasis on people with disabilities organising and speaking for themselves, often for the first time.  In the case of Phillip Adams, we see a challenge to, and shift in his thinking attested to by himself in an article he wrote celebrating the life of the late Elizabeth Hastings, the inaugural Disability Discrimination Commissioner in Australia:

My job was to sensitise Australians to the issue — to let them see ‘the ability within disability’ — and it took me no more than ten minutes to work out the approach. There’d be a filmed portrait of Stephen Hawking with his motor neurone disease; of Franklin Delano Roosevelt, the president with polio. Any of the mighty who were sorely afflicted would be grist to my media mill — the heroic Helen Keller, the epileptic Julius Caesar, the deaf Beethoven.

No sooner had this approach been enthusiastically ratified by the ministers, state and federal, than Elizabeth Hastings wheeled into my office — literally wheeled. She was accompanied by two other extraordinary women, Edith Hall and Rhonda Galbally. That the lift doors had opened upon two wheelchairs and a pair of crutches was a testament to their determination, given that our building, like most buildings, had no disabled access.

They explained very politely that I was a buffoon; that my campaign on ‘super crips’ (their term) would do nothing whatever for the tens of thousands of ordinary human beings who suffered everything from the fears and stigmatising of ‘the able-bodied’ to a comprehensive apartheid. ‘We’re sick of paternalism, of people speaking for us’, said Elizabeth, insisting that I sack Hawking, Roosevelt and Beethoven. It had to be the year of disabled people; not the year for them.

Elizabeth told me that disabled people didn’t want our sympathy, let alone our pity or charity. They simply wanted their human rights. Thinking back, I realise that nobody taught me more about human rights than Elizabeth. She made me realise that human rights weren’t merely an issue in Burma or Afghanistan; they were missing here — every time our bigotry, our buildings or our institutions placed a barrier in a disabled person’s path.

The journey that Adams documents was to some extent experienced by a variety of people, as for the first time the voices of people with disabilities were listened to and some of the structures were addressed.  Advocacy organisations like Disabled Peoples’ International (Australia) Limited were formed in 1983 with the motto “A Voice of our Own”.  

During the 1980s we saw legislative reform such as the creation of the Home and Community Care Programme, an innovative programme which matched statements of rights with funding.  Unfortunately, because the funding is provided by State and Commonwealth jointly this continues to flag one of the continuing problems for people with disabilities, not only of under funding, but battles as to who pays for what.  The move to the recognition of the rights of people with disabilities was also hastened as we moved beyond the rights articulated in the Disability Services Act at a Commonwealth level, into the States and Territories with their own similar legislation, with a focus on the “least restrictive alternative”.  To a significant extent Australia was still influenced by the 70s ethos of Wolf Wolfensberger’s normalisation theory prevalent amongst many people in disability services, which later was articulated and developed in terms of “social role valorisation.” 

In 1992 we saw the culmination of consultations with regard to people with disabilities and the broader community. This led to the Disability Discrimination Act 1992, hailed as a landmark piece of legislation.  Whilst the Act conferred rights, it is also conspicuous for the rights it does not confer, particularly in the areas of insurance, immigration and social security legislation.  During the 90s we also saw the increasing incidence of disability being more explicitly recognised in state/territory anti-discrimination legislation.

Yet for all that there were some gains, during the late 90s we saw an increasing backlash within which the disability community was caught up.  The charitable and medical approaches to disability referred to previously had not disappeared. Indeed they were reinforced under the guise of “welfare reform”. During the late eighties and early nineties the Invalid Pension had been substantially reshaped to become the Disability Support Pension, with more of an emphasis upon supporting people with disabilities rather than requiring them to manifestly display that they were totally invalid.  Yet in the economic and employment situation which saw many older people (especially those with less skills) being placed on the pension, we saw the rise of myths about people with bad backs who really could work but were really “bludging off the system”.  People with disabilities were back to being viewed as even “useless eaters”, a burden on the state.  In this environment I suggested:

… a three-pronged systemic problem that crosses government portfolios. First, the negative attitudes towards people with disability. Secondly the inability of the State to address the extra cost of disability. Thirdly, the failure of our Australian society to ensure that Australians with disabilities, some 19% of the population, can achieve their full potential as human beings. Government policy that asks how we can ensure people with disability can become Prime Minister – or Treasurer - would certainly be in stark contrast with our portrayal as useless-eaters.


TodayToday, we still see substantial disadvantage and indeed the reinforcement of discourses which tend to provide a substantial disability for those who society identifies as having a disability.  Victorian disability activist Kathleen Ball summarisesed the situation well in 2001 on the 20th Anniversary of the International Year of Disabled Persons in 2001:

We’ve made some legitimate gains in terms of physical access but the real problem is yet to be fully addressed.  Negative attitudes towards people with disabilities are rife in the community.  If we are to achieve any sense of true emancipation, we must fight attitudinal barriers to equal participation in all aspects of community life.  Nothing is really going to change until we do…

Our lives are governed by legislation.  Carers refuse to handle our bodies without the protection of latex … Our bodies remain the property of those who lift, dress and wipe.  Women with disabilities continue to be sterilised and when we do reproduce, over one third of our children are removed from our care.  Quite often, our pregnancies are terminated against our will.  We are raped by institutional staff and yet forbidden to engage in consensual sex.  Our finances are managed and our lifestyles are regulated by duty of care.

Understanding Disability

There are perhaps two ways to understand disability.  One is via the language that we use to construct disability and indeed everything else we take for granted in the world.  We often refer to that language as discourse.  On the other hand we can think of disability in terms of models or approaches.  In this section we will review both the discourses that shape and create disability as well as the models that we use in order to understand the world and the way disability is an integral part of the world.  

Discourses of Disability

Gillian Fulcher, writing within the sociological literature on education policy and disability, makes a particularly useful contribution to the understanding of the subject in her identification of four main discourses of disability—medical, lay, charity, and rights. In addition, Fulcher identifies an emerging fifth discourse, one associated with a corporate approach, one of the themes of which is the concept of “managing disability.” 
 Since Fulcher’s work, it is clear that not only is the corporatization of the management of disability  is increasingly important. Fulcher notes that all of these discourses “inform practices in modern welfare states,” competing or combining to constitute legislative decisions and various other practices. 
While Fulcher’s analysis is geared toward the educational situation,  it is pertinent to far more than this. As Fulcher goes on to observe, medical discourse dominates the social world, penetrating and informing both lay and charity discourses. Indeed, as Brissenden argues, “the social world . . . is steeped in the medical model of disability.”

Before your eyes glaze over completely, you might care to think about a few ways which these forms of language or discourse about disability are actually present in our everyday lives.  With regard to medical discourse, can you think of the way in which peoples’ diagnosis becomes the overwhelming, all encompassing aspect to their lives?  A person has a particular role, or social place, and we know exactly what they can and cannot do if they are a “paraplegic”, a “quadriplegic”, a “diabetic” and so on.  

The rise of “welfare reform” and “mutual obligation” language has in part been about requiring that the most pathetic (ie the most demonstrably disabled, the deserving poor) are the ones who benefit from welfare.  Likewise with regard to charities, just think about the number of disease label days that exist these days, from “Jeans for Genes” right through to the variety of single-disease “button” and observance days. There is an increasing tendency to combine medical labels with the appeal for the charitable dollar.  Indeed, the competition is such that often we see the charity which “wins” most dollars being that which depicts people as being the most needy, the most pitiful and reinforces the tragedy and indeed catastrophe of disability as being the most deserving of charitable support.  

In Australia recently we saw the reinforcement of medical discourse with the debate to do with embryonic stem cells.  Parliamentarians burst into tears as they discussed the situation of their constituents with disability; we were earnestly informed that the use of embryonic stem cells would actually lead to cures tomorrow; and figures such as Christopher Reeve were trotted out to show not just the tragedy of disability, but its manifestation as a catastrophe.  Alternative views by Australians with disabilities concerned to move beyond disability as catastrophe did not figure prominently in the media. 
 

Models of Disability

In terms of models of disability we can identify perhaps two major approaches or ways of viewing the world.  The first one, is the medical model, something which for many years has been the dominant approach to disability.  The medical model as with medical discourse discussed above locates the problem within the deviant individual’s body as opposed to suggesting anything to do with the social structures and the way in which the deviant body or mind is viewed.  

On the other hand, the last 10 years has seen a significant move by scholars with disability and the critical disability studies literature towards what is called a social model of disability.  This model suggests that society actually creates disability, via such ways as structures and norms.  Whilst there are a variety of different forms of approaches to the so-called social model, a couple of early theorists writers are worth considering. As Alison Davis, a person who identifies as having Spina Bifida writes:

If I lived in a society where being in a wheelchair was no more remarkable than wearing glasses, and if the community was completely accepting and accessible, my disability would be an inconvenience and not much more than that.  It is society which handicaps me, far more seriously and completely than the fact that I have spina bifida.

This point is well illuminated by the classic work of Vic Finkelstein, an academic who identifies as having disability. Finkelstein posits an imaginary society where a thousand or so people, all of whom are wheelchair users, settle in a village and organize a social system to suit themselves, with its own design and building codes. At some stage a few able-bodied people come to live in the village, but they don’t fit in. They are constantly knocking their heads on door lintels, and require constant medical intervention and control. Special aids have to be designed for the so-called able-bodied, now the disabled members of the village. They are given free helmets to protect their heads, and they have difficulty obtaining work because of their deviation from the norm; as a result, they become objects of charity. “In such an imaginary society,” Finkelstein writes, “it would be possible for physically impaired people to be the able-bodied!”

The benefits of the Medical and Social models

While there is much to be said for the social model there is of course a problem.  Such a model tends to be more supportive of people with static conditions such as a person with spinal cord injury using a wheelchair, rather than people with chronic illness or those whose illness manifests as a form of disability.  For example, for all that we may see a variety of conditions which cause chronic pain as socially constructed, there is no doubt that when one is lying in a hospital bed breathless, in pain, and distressed that this is more than just because of some social construct.  Hence we can see that there is a medical component to disability even though there are significant insights to be gained from understanding that society does actually create much of the disadvantage that those who live with impairments experience.

Implications for disability practitioners

So what does this all mean for you as practitioner or teacher working with students with disability.  We certainly need to recognise that traditional approaches have contributed to the oppression of people with disabilities. A critical understanding of these is crucial, particularly as such a history and current dominant approaches influence how stuents with disabilities are regarded. They will also impact upon how students with chronicity and disability view themselves. 

Perhaps most importantly as we start to understand the way in which society creates disability, and how this is present in the structures and approaches we can find in educational settings, we can the opportunities for acting to address these. In the everyday there are many opportunities for enabling educational practices which ameliorate the status quo.
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