
Centres for Independent Living and People with Learning Difficulties
Introduction

In January 2005, the government gave a commitment that:

By 2010, each locality (defined as that area covered by a Council with social services responsibilities) should have a user-led organisation, modelled on existing Centres for Independent/Inclusive Living.

Improving the Life Chances of Disabled People, 2005. p.91

The Department of Health and the new Office for Disability Issues are looking at how this commitment can be implemented.  See http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_076662 
This short report looks at how Centres for Independent/Inclusive Living could be more inclusive of people with learning disabilities.  It has been commissioned by the Valuing People Support Team and is also supported by the National Centre for Independent Living.  It is intended to help existing CILs but also to inform the work which will happen to implement the commitment in Improving Life Chances.  
The audience for the report is:

· Centres for Independent Living and other user-led organisations
· Learning Disability Partnership Boards and other organisations which seek to promote the involvement of people with learning disabilities.

How was the report written

A number of organisations were consulted on what needs to happen to fulfil the Life Chances commitment. They included: 

National Centre for Independent Living

Shaping Our Lives

Breakthrough UK

Centre 404

People First

CHANGE 

NEST (mental health service users in Essex)

Essex Coalition of Disabled People

Hammersmith and Fulham Action on Disability

Derbyshire Centre for Independent Living

Ealing Centre for Independent Living

Spinal Injuries Association.

An advisory group, made up of people with learning disabilities and family carers also helped with the writing of the report.  They were: Caroline Tomlinson, Alison Cowan, John and Lawraine Hails, Karen Flood, Nicola Barham, Richard Blake, Michael Ratcliffe.  Centre 404 also facilitated a discussion with people with learning disabilities and family carers.

The expertise and experience of these organisations and individuals was invaluable in the writing of this report.

Definitions

Centres for Independent/Inclusive Living are grassroots organisations run and controlled by disabled people.  Their aims are that disabled people should have control over their lives and achieve full participation in society.  They work towards these aims by representing disabled people’s views locally and nationally, and by providing services which promote independent living.  At the moment, there are about 40 organisations that either call themselves CILs or are providing a similar role.
Independent living means having choice and control over whatever is required in order to go about your daily life.

Inclusive living means being fully included in society.

Service user means people who need support and/or equipment in order to go about their daily lives and who use services that are provided as part of the welfare state.

User-led organisations are those where the people who the organisation represents or provides a service to, have a majority on the Management Committee or Board, and where there is clear accountability to members and/or service users.

 People First of Norfolk is run by people with learning difficulties.  There is a Board of Trustees who are responsible for running the organisation.  All the Trustees are people with learning difficulties who are supported as required.

Starting Points

A vision for a Centre for Inclusive Living

Before writing this report, we consulted with a group of people with learning difficulties and family carers.  These are some of the things that they said about their vision for a CIL:

· A place with lots going on

· Part of the community – a sense of belonging

· A place where you can find out about other organisations and services

· A service that goes out to people and helps them through their journey to whatever they want to achieve

· A place where you can find out what is possible

· A place that influences change and learns from experience

· A place that gives others energy and support

· An organisation that stands up for people’s rights.

In many ways, the vision that the group had was of a vibrant local community centre, a place and organisation where a whole community comes together, not just people who need support in their daily lives.  

What do CILs/user-led organisations do?

CILs and other user-led organisations work towards independent living by:

1.  Providing support to make choices and have control:

-  support to help people to self-assess their needs

-  support to use direct payments

-  advocacy and support for self-advocacy

-  peer support

-  advice and information.

2. Providing services to meet people’s needs, such as assistance in recruiting and employing personal assistants, an employment support project, a supported housing service, a peer support service.

An example of a user-led organisation providing services to meet disabled people’s needs

Hammersmith and Fulham Action on Disability (HAFAD) provides a range of services for young disabled people, most of them people with learning difficulties.  These services include holiday activities, work experience and volunteering, and enabling young disabled people to access mainstream youth provision.  One group formed a rap band, cut a CD and went on to perform live at festivals across London.  Funding for HAFAD’s Agenda for Yuoth comes from a variety of sources, including the National Youth Agency, and local neighbourhood, education and youth services.

3.  By helping other organisations (in the statutory, voluntary and private sectors) to provide services which empower people:

-  by being consulted or involved in service evaluation and development
-  by campaigning for things like accessible transport and housing.

What would a Centre for Independent/Inclusive Living look like?

We consulted with a number of organisations about how they think a Centre for Independent/Inclusive Living might achieve the things listed above for all the different groups of people who need support in their daily lives.  Most people thought it is difficult for one organisation to do all of these things for all the different groups of service users.  They thought that what we need is a network of user-led organisations in each local area, connected together by common aims.  A CIL could take a number of different forms, depending on what was right for each local area.  It could be a federation of organisations and/or an organisation in its own right.  It could be a building and/or it could be a ‘virtual centre’, i.e. a website.

A network of user-led organisations could be both a network of organisations representing particular groups of people, and a network of user-led services.

A network of user-led organisations could look like this:


[image: image1]
And a network of user-led services could look like this:
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What would make Centres for Independent/Inclusive Living fully inclusive of people with learning difficulties?

If a CIL is a network of organisations, it needs to include organisations run and controlled by people with learning difficulties. This means including them in both running the CIL network, and making sure that services (like advice and information, and direct payments support schemes) deliver what people with learning disabilities want.   The CILs which exist already also need to do better at including people with learning difficulties.
Accessible Committees
The National Centre for Independent Living recognises that Centres for Independent Living could do better at including people with learning difficulties on their Committees.  Some disability organisations consulted for this report said that some people on their Committees feel that they don’t know how to behave or communicate with people with learning disabilities.  Other organisations have worked hard for some years to be more inclusive and have been successful in including people with learning difficulties.
These are the some of the things that people with learning disabilities have found helpful when organisations include them as Committee members:

· Being clear that people with learning disabilities have a REAL voice on the committee.

· Having at least two people with learning disabilities on the Committee – never having just one.

· Agendas, minutes and all Committee papers put into Easy Read versions, and on tape if someone needs it.

· All Committee papers being sent out at least a week in advance.

· Having a supporter at the meeting if a person with learning disabilities wants this.

· All committee members agreeing that they will not use jargon.

· The chair of the committee taking responsibility for making sure everyone understands and has a chance to have their say.

· People being able to stop the meeting if they need to have something repeated or explained.

Essex Coalition of Disabled People use a set of ‘traffic lights’ cards to help make their meetings more accessible.  These are four cards which say: Stop; OK; Slow down; and ?.  Anyone can use the cards to help them participate in meetings.
Checklist
· Consult with organisations of people with learning difficulties about how best to include them on Committees.
· Always aim to have at least two people with learning difficulties on a Committee.
· Recognise the need for support workers and the role of support workers for people with learning difficulties at Committee meetings.
· Have an agreement that everyone signs up to about making meetings accessible.
· This agreement should cover both what people do at meetings, and the written information for the meetings (agendas, minutes, reports).
· Use available resources about how to make meetings accessible, for example, Guidelines for Making Meetings Accessible, www.mencap.org.uk/download/making_meetings_accessible.pdf 

· Check every few months to see whether Committee members are happy with how meetings are.

Accessible information

Disability organisations are getting much better at making their information accessible to people with learning difficulties. As service providers they have a duty under the Disability Discrimination Act to make reasonable adjustments for individuals and to also take positive action to ensure that all their information is accessible.
Checklist

· Involve people with learning difficulties in making their information accessible, e.g. by employing a person with learning difficulties to help them do this.
· Consult with organisations of people with learning difficulties about making information accessible.
· Put all their information in plain English.
· Produce Easy Read versions of their information.
· Put information onto tape and CD/DVD when someone needs it.
· Design their website to be fully accessible (using the standards developed by the DRC and the British Standards Institute: see http://www.bsi-global.com/ICT/PAS78/index.xalter).
· Use the resources available to produce accessible information, for example Am I making myself clear? www.mencap.org.uk/download/making_myself_clear.pdf
· Find out how to get information to where people with learning difficulties are.
Accessible services

Not many people with learning difficulties receive services from Centres for Independent Living (with a few exceptions).  For example, research by Values into Action found that most disabled people’s organisations which ran direct payments support schemes have little involvement by people with learning difficulties.  The organisations said there were two main reasons for this:

· The disabled people’s organisation lacked the expertise or experience of working with people with learning difficulties.
· The needs of people with learning difficulties were very different to those of other members of the organisation.

However, those organisations that do include people with learning difficulties said that they do not need different advice and information but may need it presented in different ways.

Some CILs have done better than others at providing direct payments support services for people with learning disabilities.  Those that have done well have adapted their service by, for example:

· Taking a broad definition of when someone has ‘consented’ to a direct payment, to allow for a whole range of methods of communication

· Using Circles of Support to enable someone to manage a direct payment

· Developing Independent Living Trusts to enable someone who ‘lacks capacity’ to be able to benefit from direct payments.
Checklist

· Involve people with learning difficulties in the development and running of direct payments support services. 
· Consult with organisations of people with learning difficulties.
· Use the resources available to develop direct payments for people with learning difficulties: for example the guide produced by Swindon People First for the Department of Health - www.valuingpeople.gov.uk/documents/DPEasyGuide.pdf
· Recognise that people with learning difficulties may need support to use direct payments that is different from people with physical impairments, for example, Circles of Support.
· Develop peer support services for people with learning difficulties, including both individual support and support groups.
· Make sure that information about direct payments gets to where people with learning difficulties are.
· Work with people with learning difficulties to tell professionals about the ways in which people with learning difficulties can use direct payments.

Employing people with learning difficulties

Many CILs have provided valued voluntary work and paid employment to people with physical impairments, but have done less well at providing opportunities for people with learning difficulties.  

A project which looked at good practice amongst employers of people with learning difficulties found that most of the organisations were surprised how little needs to change.  The key things were:
· A stable and friendly line management

· A good attitude to equal opportunities amongst managers and other workers

· A willingness to listen to the employee with learning difficulties and see what is needed, and

· A willingness to work with supporters when necessary.
A service provider employed a person with learning difficulties as a Director.  He attends Board meetings where the written reports discussed often use jargon and complicated language.  He and his personal assistant help the organisation to use plain English.  These are some of the words which have been changed:

Amended


Changed

Annually


Each year

Commitment

Promise

Compiled


Put together

Consider


Think about

Cost effective

Good value for money

Financially viable

Possible with the money we have

Hinder


Slow down

Subsequent

Next

Substantial


Large, big

Remuneration

Pay

Redeem


Pay back, pay off

Checklist

· Work with organisations of people with learning difficulties to help create voluntary work and employment opportunities.
· Use the resources available to help develop good practice in employing people with learning difficulties, for example: Employing People with Learning Disabilities: A handbook for employers. http://www.jrf.org.uk/bookshop/eBooks/1859352413.pdf
Consultation

CILs and other user-led organisations are often consulted by central and local government, and other organisations.  Sometimes this is about disability issues and sometimes it is about things that affect the public generally.  If a local disability organisation is consulted because it represents disabled people then care should be taken to include the views of people with learning difficulties.

Checklist

· Work in partnership with organisations of people with learning difficulties when responding to consultations.
· Ask organisations of people with learning difficulties to advise them on consulting people with learning difficulties.

· Find out the views of people with learning difficulties.
· Make sure that the views of particular groups of people with learning difficulties are heard, for example Black and minority ethnic people, older people.

Family carers

Historically, disabled people see no role for family members in their user-led organisations.  But family members have an important role in some organisations campaigning for the rights of people with learning disabilities.  There are some really important allies in the learning disability field who have helped people with learning disabilities to access their human and civil rights.  Also, family carers are service users in their own right and share many common interests with disabled people.
Centre 404 is a family carer-led organisation but young people with learning disabilities are increasingly involved in the organisation.  Young people are involved in running the organisation’s leisure service and family members are not involved at all.  Through this involvement, people with learning disabilities are also becoming involved in decision-making about how Centre 404 is run and in decisions about its future.  For example, members of the leisure service voted on the change of name for the organisation, and there is always one person with a learning disability on the three-person interviewing panels for all jobs at Centre 404.  The Chair of the Management Committee says: “The leisure service has developed into a real powerbase for people with learning disabilities in the organisation”.

Checklist

· Consult with people with learning difficulties about local family carer-led organisations. 
· Build links with family carer-led organisations who promote independent living and recognise that they should be part of a CIL network.
Conclusion

The commitment in Improving Life Chances provides an important

opportunity to enable grassroots organisations to have a real say and to make their unique contribution to how services are run. However, there are lots of unanswered questions about how to get to having a user-led organisation modelled on existing CILs in every locality by 2010.  A discussion paper, published by the Department of Health, is intended to help inform the commitment that there should be a user-led organisation, modeled on existing Centres for Independent Living, by 2010.  (see  http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_078838 )
This report has identified some of the things that need to happen if user-led organisations are to be fully inclusive of people with learning disabilities. We hope that Learning Disability Partnership Boards and user-led organisations will work together with people with learning disabilities to help make this happen.[image: image3.png]


[image: image4.png]



Centre for Inclusive Living





Direct payments Support Service





Advice and inform-ation service





Peer support & couns-elling





Disability equality training





Consult-ation and Involve-


ment





Housing support services





Advocacy and Self-advocacy 





Access audits





Employ-


ment support project





Centre for Inclusive Living





People with learning disabilities 








Carers





Older people





Mental health system survivors





Deaf people





Visually impaired people





Parents of disabled children 





Personal assistance users 





Young disabled people





































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































PAGE  
16

