CILs, ULOs, DPOs, and all that . . . . 


In 1972 the very first Centre for Independent Living (CIL) was founded in Berkeley, California
, by disabled students who wanted the support to take part in university life in the same ways as other students were able. Emerging from the independent living movement of the 1960s, it was a powerful force to help disabled people achieve independence.

	“CIL is successful because it’s run by disabled people.  Our clients have hope when they see other disabled people managing their own lives”

Judy Huemann, previously Head of International Disability Policy at the World Bank.




The first CILs in the UK were in Derbyshire and Hampshire and were formed in the mid 1980s as a result of self-organisation by disabled people, followed by discussions and negotiations with the relevant local authorities. These developments were soon followed by many more local CILs and Coalitions across the country. Generally, CILs were set up in order to deliver appropriate and responsive services to disabled people, under contracts with the local authority or health authorities. Coalitions have generally been campaigning, lobbying, and capacity building organisations based on a membership of disabled people. Since the late 1990s many Coalitions and CILs have closed in the face of loss of funding and competition from larger, non-user led organisations.
In January 2005 the Prime Minister’s Strategy Unit published “Improving the Life Chances of Disabled People” 
 – a document which identified the causes of the disproportionate disadvantages experienced by disabled people and proposed solutions based on the social model of disability
. The social model is an analysis which was developed by disabled people themselves and which offers a framework to tackle the barriers which produce exclusion and discrimination. 

It is recommendation 4.4 in the “Independent Living” chapter of the ‘Life Chances’ report which gives rise to the “Right to Control”, and other, work. The recommendation says:
	Recommendation 4.4: Supporting independent living: 
DH supported by DWP, DfES and ODPM should – by 2012 – work towards a new approach to supporting independent living, which delivers support, equipment and/or adaptations in a way that: • addresses all aspects of needs for support and/or equipment or adaptations;

• is personalised according to individual need and circumstances; • is underpinned by the principle of listening to disabled people and acknowledging their expertise in how to meet their needs; • maximises the choice and control that people have over how their additional

requirements are met; • provides people with security and certainty about what level of support is available; • wherever possible, minimises the disincentive to seek paid employment or to move from one locality to another; and • uses existing resources to maximise social inclusion.


The National Centre for Independent Living (NCIL) and the Association of Directors of Social Services (ADSS) have signed a protocol
 to support the development of Centres for Independent Living (CILs) and user-led organisations.  It aims to encourage local authorities to value the important contribution made by existing disabled people’s organisations and other user and carer led organisations. It also strongly supports authorities in developing user and carer-led organisations where there are none in existence.

Terminology and definitions:

a) Centre for Independent Living: can also be a Centre for Inclusive Living or a Centre for Integrated Living. Basic principles include 

· Led by disabled people

· Designing appropriate services

· Providing services to disabled people

b) The social model of disability: this model has come about as disabled people and their own organisations have challenged the traditional view that they are disabled by their individual conditions of mind, body or senses (impairments). 

People who have impairments are a part of the normal diversity of the population and as such should be taken into account in all areas of life. It is when society does not recognise people with impairments as a normal part of the population that they are excluded and discriminated against - that is, they are disabled by this situation.

If society were to fully take account of people with impairments there would be no need for 'special' and segregated facilities in employment, education, transport, housing or any other area. 

c) The principles of independent living:  these are often described in the following way, with 3 basic principles - 

Independence is not necessarily about doing absolutely everything for yourself - nobody does this - rather it is about being in control of your daily life and taking your own decisions.

Involvement is about having a say in the matters that affect you, for example in the design and delivery of services.

Integration describes disabled people's full involvement in all society's activities; it is not about leaving disabled people in the community with little or no support but is about disabled people being a full part of our communities and not being seen as "separate".  

The Disability Rights Commission defined independent living as: “All disabled people having the same choice, control and freedom as any other citizen - at home, at work, and as members of the community. This does not necessarily mean disabled people 'doing everything for themselves', but it does mean that any practical assistance people need should be based on their own choices and aspirations”.
d) User led: this is commonly understood to mean that the people who are in direct receipt of a service or facility are centrally involved – or even in control – of the design and delivery of that service, so as to ensure that it is appropriate. A user can be a disabled person, an older person, a single parent, an unpaid carer, or indeed a combination of these ‘labels’. 

e) Disabled people: the disabled peoples’ movement championed the self definition model in response to the traditional ‘medicalisation’ of identifying and classifying them. This is in line with the social model which holds that people with impairments who experience discrimination are disabled by that process. More recently official bodies will follow the Disability Discrimination Act 1995, (and updates)
 definitions, which are more medically based, in order to comply with legislation

f) Organisations of disabled people:  (or Disabled People’s Organisations) - this term refers to organisations that are controlled by disabled people: this control can range from 51% control to 100%.

g) Organisations for disabled people: generally the older, more traditional organisations set up and run by non-disabled people, usually with an original charitable / welfare base and approach. Many such organisations are realising that they must ‘modernise’ in line with developing thinking and approaches.

h) Older people: may or may not be disabled people. Some consultations, however, have indicated a view that older people should be included in the definition of disabled people, whilst others have questioned the logic of this approach.
h) Carers: people who offer / provide day to day support to disabled people, and who may be paid or unpaid. The level of support required is generally determined by how complex the individual’s impairment is regarded as being.

i) Personal Assistants (PAs): this term generally refers to support workers who are employed directly by the disabled person, often through Direct Payments or Individualised Budgets. The use of this term has been originally developed and adopted by disabled people themselves, demonstrating a dislike of the relationship implied by the term ‘carer’.

� http://www.cilberkeley.org/


� http://www.cabinetoffice.gov.uk/strategy/downloads/work_areas/disability/disability_report/pdf/disability.pdf


� See page 5, ‘Terminology and Definitions’.


� http://www.ncil.org.uk/docs/NCIL%20protocol%20Word%20june%2020061.doc


� http://www.drc-gb.org/the_law/legislation__codes__regulation/dda_and_related_statutes.aspx
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