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Background

The Independent Living Movement began in Berkeley, California where young disabled adults formed the first user-led centre.  Their aim was to support other disabled people to break free from over-dependence on their families or 

State Services in order to live lives which were under their own control. This movement has spread throughout the USA and Canada, Western Europe including the UK, Scandinavia, Australia and South Africa, gradually reaching the developing world.

From the 1980s in the UK disabled people have set up numerous coalitions and local CILS which have provided much needed support, information, advocacy and services for disabled people.  These have been primarily funded by Local Authorities.  Although they started by focussing on young physically disabled adults, where they have been sufficiently resourced they have now grown to encompass adults of all ages and impairment groups, people with learning difficulties and Mental Health System Survivors and Users.

Since the early days these centres have enabled disabled people to campaign successfully in many areas including accessible transport, to allow Local Authorities to make Direct Payments to disabled people in lieu of services; to strengthen the right of disabled children to mainstream education and training; and to secure the first anti-discrimination legislation protecting the rights of disabled people at work and in service provision (The DDA).
The success of the CIL  in supporting disabled people to take advantage of all these advances has been recognised in the Governments paper ‘Improving the Life Chances of Disabled People’:
“One of the key ingredients for developing this new approach should be the direct involvement of disabled people primarily through centres for independent living.  The capacity within these organisations should be increased to enable them to play an effective part in helping disabled people achieve independent living”
(Improving the life Chances of Disabled People,p.13, Prime Ministers Strategy Unit 2006)

The work with disabled children and young people has advanced in parallel to this movement with the most innovative projects being developed over the last 20 years by the Alliance for Inclusive Education and its ‘sister’ organisation ‘Parents for Inclusion’.  This is a unique organisation in that its mission is to bring the social model of disability to parents and accepts that its role is to support the disability movement as allies.

Supportive National Research, Legislation and Policies.

The time has never been better to launch this idea.  In adult services the two main Government Policy Documents were written after serious consultation with Disabled People and People with Learning Difficulties – ‘Valuing People’ and ‘Improving the Life Chances of Disabled People’.  They are both based on the thinking and experience of disabled people within the disability movement, accepting the medical/social model analysis of the problems we face and recognising that they can only be solved by a rights based approach.  Both documents promote user-led services; a move from segregation to inclusion in education, work, and domestic life; protection from discrimination and the promotion of an ever increasing role for disabled people in public life.

At the same time children’s services have undergone a major change culminating in the ‘Every Child Matters’ programme within the National Service Framework.  This has for the first time allowed for collaboration and budget pooling between Health, Education and Social Services to support children more effectively, including disabled children.  These changes have led to the creation of more flexible packages of support using person-centred approaches to the assessment of the needs of disabled children and their families, following similar principles as those for adults.  Other recent Government initiatives such as ‘Sure Start’ spear-headed much innovative work in the community aimed at supporting the most vulnerable children and their families right at the beginning of their lives and, although Sure Start no longer exists, the ideas and experience gained from these projects lives on, waiting to be further developed.

20 years of developing inclusive education has created a generation of young disabled adults who have higher expectations of their lives than any previous generation.   It is being widely acknowledged by those attempting to manage the transition period from children’s to adult services that most disabled young adults will not accept what has been previously on offer. They want an independent and meaningful life. 

Some legislation has now crossed the age barrier e.g. Direct Payments are available to 16 and 17 year olds, and to disabled children via their parents.  The DDA applies to disabled people of all ages including children’s services and the SEN and Disability Act applies to disabled pupils and students of all ages from pre-school to adult learners.  All these people need advice and support to benefit from these new rights.

The major lesson learned by those of us who have been straddling the independent living movement and the child-centred inclusion movement is that they are totally dependent on each other for success.  Young disabled adults face enormous challenges achieving independence if they are not supported well enough as children, and parents cannot support their children well enough without the insights, expertise and resources of the independent living movement.

Current Problems within the System

There are some very serious problems within the current system which are threatening to hold back progress in achieving the Governments own agenda, or even wipe out previous gains in this area.

The first and most serious is the lack of secure funding for current CILs.  This is being caused by the culture of competition and tendering within Local Authorities for Independent Living Support Services,  leading in turn to big private agencies winning contract after contract at the expense of the local CILs which are folding all over the country. When a CIL folds so often does the local Coalition of Disabled people and consequently the ability to organise locally on any issue.

The second problem is that there is still a massive divide between children and adult services which are usually run by different teams working in different building with different criteria and policies, different budgets, different management structures and even different Government Departments.

An All Age CIL would be an experiment in collaboration which would be new.

A third problem is that unless the services provided by a CIL are secure and long term, they cannot be used by people with high level support needs of any age because they do not provide the security needed to leave residential care.  An example of this is that the uptake by parents of Direct Payments is very low because of the lack of support to manage the systems.  Parents are instead opting for respite care services which are a modern form of part-time institutional care and unacceptable to disabled people.  This reliance on residential care or a form of institutionalisation at home is still the reality for many disabled adults with high level support needs because their parents/carers cannot trust the alternative.  There is a lot of work which needs to be done to change this to allow equal life chances to these most vulnerable people.

A fourth problem is that disabled children, and in fact many adults, still have no access to learning about their own history, gaining a positive identity, meeting adult role models, making contact with the wider disability movement, finding out about their rights, securing advocacy outside of the family or being able to join forums, support groups and special interest groups independently in order to develop their social skills and become able to participate in public life.  This is especially true of disabled children and teenagers who have no independent means of transport.

A fifth problem is that the changes which have gradually been brought about within the statutory education system to include children with all manner of impairments and social and emotional needs have not yet happened within many adult services. This  means that the opportunities for young people leaving school or college do not match their abilities or their aspirations.  This is especially true for young adults with high level support needs.  There needs to be the resources to bring together young adults with their supporters, employers, housing officers, parents, advocates and many others to forge out new inclusive possibilities in the mainstream of life.
The existence of All Age CILS could help solve all these difficulties.

The Centre

The Centre would be purpose built or adapted, central and easily accessible by public transport.  It would have a car park and be completely accessible (ramps, lifts. induction loops etc).

It would house: 

· a reception area

· A safe play area

· Offices and interview rooms

· Meeting and training rooms

· A library and Information space

· A café/performance space.

It would offer:

General advice and information on disability related issues

Specialised advice on :

· benefits

· Housing

· Education and Training

· Direct Payments

· Transport

· Learning to drive

· IT and equipment

· Access to Work

· Motability

· Personal Budgets

· Mental Health Issues

· Local opportunities

It would run training courses on many issues including:

The Welcome Project

(For midwives, Health visitors, Paediatricians, and other early years workers on how to create a positive welcome to disabled babies and young children)

Planning Positive Futures

(For parents of disabled children introducing them to the medical/social model, relationship building, the importance of play, person-centred planning, direct payments, inclusive education and independent living)

It could provide:

· Inclusive play opportunities

· Payroll Services for DP users including parents
· A bank of PAs

· Brokerage Services for Independent Living Packages for people with high level support needs
· Equipment loan

· Theatre/Arts spaces

· Dance/Yoga/Keep Fit Classes

· Youth Workers/Connexions Office
· Birth Control/relationship clinics

· Disability Equality Training
· Training for professionals on person-centred planning
It could provide space and facilitation for many support groups and special interest groups including young people’s forums.

It would be managed by an elected board, drawn from the local community, the majority of whom would be disabled people.  It would have a constitution which would designate a fixed number of places on the board for parents, people with learning difficulties and people who are mental health system survivors/users and older people.  It would have an advisory board of young disabled people. The majority of the staff would also be service users and parents who are familiar with the social model and with whatever specialisms are required.  The first ‘model’ All Age CIL would also have to be overseen by members of the Alliance and graduates of the Training Pathway run by Parents for Inclusion in order to make sure the centre is true to this vision.

Future centres would be developed further to the successful evaluation of the first model.

It would be funded jointly from local Health, Education and Social Services. The first ‘model’ centre could also be funded by voluntary grants/donations and central government. 

