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 Disability Studies and Disability Policy: The UK Experience.

Introduction

In common with developments in America Disability Studies in the UK is based firmly in the writings of disabled activists and their organisations: the Disabled People’s Movement. Unlike the American experience however the development of disability studies in Britain was based around a particular socio political understanding of disability commonly known as the social model of disability. This approach has had an important impact on disability research and policy in the UK and particularly the work at the Centre for Disability Studies, the University of Leeds (Barnes 2003a). 
This presentation will focus on this linkage with particular reference to the activities of the Centre for Disability Studies and the British Council of Disabled People (BCODP) renamed the United Kingdom Disabled People’s Council in 2006. It is divided into three parts. The first part will discuss disability studies, the social model and research. Attention will then turn to researching disability discrimination, direct payments for independent living and user led disability services. The final section will provide a critical overview of these developments and provide insights for future developments.

Disability Studies, the Social Model of Disability and Research 

In the broadest sense disability studies can be defined as a critical analysis of the social forces that shape the lives of people with impairments or long term health conditions. In Britain it has its roots in the activities of disabled activists and writers such as Paul Hunt (1966), Vic Finkelstein (1980) and Mike Oliver (1981). 

The phrase the social model of disability was coined by Mike Oliver who taught social workers at the University of Kent during the 1970s. This referred to a new way of explaining the economic, political and cultural exclusion of people with impairments and labelled disabled from the everyday life of the community. 

In contrast to traditional individual, medical explanations for disability which centre on impairments as the cause of disabled people’s disadvantage, the social model focuses on the disabling environments - economic, political and cultural, experienced by disabled people. Disability therefore is a social rather than an individual problem that can only be resolved by social policies that bring about meaningful economic, political and social change (Oliver 1981). 

The social model is not a denial of the functional limitations associated with impairments: physical, sensory or intellectual. Rather it is a recognition that disabled people’s lives can be significantly improved by the development of enabling environments and cultures or a fully inclusive society. 
Besides the development of disability studies in the UK the social model led to the development of what Mike Oliver referred to as ‘emancipatory’ disability research. Emancipatory disability research is characterised by four key principles: 

· The research should be controlled by and accountable to disabled people and their organisations

· The research must adhere to a social-political (social model) approach to disability

· The research must use appropriate research methods (quantitative and qualitative)

· The research must be disseminated in appropriate accessible formats to as wide an audience as possible in order to empower disabled people.

Whilst not all disability research can adhere to these four principles they have had a considerable impact on disability research generally (Barnes 2003). The following section will examine projects which have adopted an emancipatory approach. 

Researching Discrimination, Direct Payments and User Led Disability Services

The campaign for meaningful equality for disabled people began in Britain in the mid 1960s. By the early 1980s this focused on disability discrimination - disablism, direct payments for people to employ their own personal assistants rather than depend on professionally led services, and user led services - Centres for Independent/integrated or Inclusive Living (CILs).

a/ Discrimination

There were nine attempts to pass an anti discrimination law for disabled people during the 1980s; the first in 1982. Successive Conservative Governments argued that as there was no evidence of discrimination against disabled people there was no need for such a law. 

In 1989 the BCODP, Britain’s national umbrella for organisations controlled and run by disabled people, secured funding to commission research to provide that evidence. I was recruited for this project in 1989. This resulted in the establishment of the BCODP Research Unit at the University of Leeds where I was a part time teacher of sociology in 1990. This was later renamed the Disability Research Unit (DRU) in 1992 and the Centre for Disability Studies (CDS) in 2000 (see CDS unpaged).

The research redefined disablism as institutional discrimination a concept which includes all forms of discrimination – direct, indirect and passive, and which is endemic to the structures and organisations of industrial and post industrial society. It produced a history of disability discrimination in the UK and quantitative evidence of institutional discrimination in schools and colleges, the labour market, benefit systems, health and social support systems, the built environment – housing, transport, public amenities, the leisure industry, the media and political systems. 

The book: Disabled People in Britain and Discrimination: A case for anti-discrimination legislation (Barnes, 1991) and various summary leaflets produced in a variety of accessible formats was published and distributed to disabled people and their organisations in 1991. This resulted in the setting up of a national organisation ‘Rights Now’ which brought together organisation controlled and run by disabled people and traditional charities and an admission by the Minister for Disabled People, Nicholas Scott, that discrimination was a major problem for disabled people and that the government must look at the case for anti discrimination legislation. The Disability Discrimination Act became law in 1995.  

b/ Direct payments

The struggle for direct payments legislation began in 1981 with the activities of the Hampshire Centre for Independent Living. It was technically illegal for local authorities to pay ‘cash for care’ to disabled people under the 1948 National Assistance Act. 

Throughout the 1980s and early 90s disabled people’s organisations produced several reports underlining the social and economic benefits of direct payment schemes. These included the Greenwich Association of Disabled Peoples study Personal Assistance Schemes (Oliver and Zarb, 1992) the BCODP’s Making Our Own Choices (Barnes, 1993) and Cashing in on Independence (Zarb and Nadash 1994). The Government introduced the Community Care Direct Payments Act in 1995 legalising direct payments for disabled people to buy their own support. The Act was extended in 2000 to include parents of disabled children and ‘carers’.             

c/  Centres for Independent/Integrated /Inclusive Living (CILs).

Britain’s first CILs appeared in 1985 with the Hampshire Centre for Independent Living (HCIL) and the Derbyshire Centre for Integrated Living (DCIL), DCIL opted for the word ‘integrated’ rather than ‘Independent’ in recognition that no one is truly independent and that all human beings are interdependent. Most CILs in the UK now use the term Centres for Inclusive Living.

Over the next few years there was an expansion of user led services in the UK but many had problems accessing funding and attracting support from state run services. In response the BCODP set up the National Centre for Independent Living (NCIL) in 1999 to support user led services and CILs and promote direct payments. NCIL immediately commissioned a national study of the development and progress of the UK’s CIL movement. The study which included a national survey of user led services, case studies of nine CIL type organisation’s and interviews with staff and users produced four accessible reports published and circulated during 2000 -2002 and a book: Independent Futures: Creating user led Disability Services in a Disabling Society  (Barnes and Mercer 2006; see also Barnes et al., 2000; 2001; 20002).  

In 2005 the Labour Government produced a report entitled: Improving the Life Chances of Disabled People (PRSU. 2005), which besides adopting a social model definition of disability (p. 8) recommended that by the year 2010 all municipal authorities should have a user led disability services modelled on CILs as recommended by the NCIL Study (p. 91).

Discussion

Clearly much has changed in terms of disability policy in the UK over recent years. But it would be wrong to assume that disability studies and research alone can change the world. Although each of the projects mentioned above added considerable weight to the on-going campaigns for an end to the dependency creating disability policies of the past, this would not have been possible without the involvement and support of disabled people, their organisations and allies. 

Moreover whilst there is clear evidence of policy change, the reality of meaningful inclusion for many disabled people in the UK has yet to be realised. Institutional discrimination remains prevalent, the majority of service users are still dependent on professionally led services, and most local authorities have yet to have a CIL. As in many countries both rich and poor, legislation is meaningless without sustained implementation.   

Hence the struggle for a fair and just society both in Britain and across the world is on-going; it is a struggle that disability studies and research must continue to engage in if disablism and injustice generally are to be eradicated completely.  
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