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Lord Ashley’s Bill is supported by a broad range of disability, gender equality, carer and older people’s organisations:
"The current system social care simply can’t deliver and the result is dependency, poverty and exclusion. We want a system that is fit for the future which will benefit both disabled people and carers, older people and children and will tackle both health and poverty problems". 

Sue Bott, Director of the National Centre for Independent Living
“Lord Ashley's Bill should be welcomed by us all - because one day, we all may need the support that it provides."  “Independent living is a gender equality issue”.
Jenny Watson, as Chair of the Equal Opportunities Commission

“We congratulate Lord Ashley for bringing forward this Bill….and offer our full support.   We would urge Government and Parliamentarians consider the full implications of the Bill for the families of this country and take it forward its principles into law.”
Imelda Redmond, Chief Executive Carers UK.

“Age Concern supports Lord Ashley’s Disabled Person’s (Independent Living) Bill. We believe if the Bill was implemented older disabled people would benefit from the Bill’s principles that “disabled persons should enjoy the same freedom, control, choice and dignity and substantive opportunities as persons who are not disabled, at home, at work, and as members of the community.” 
Age Concern, Parliamentary Briefing, July 2006.

There is also strong agreement from providers and regulators of services which should support independent living that not enough is being done and people’s needs are not being met through the existing framework. CSCI have described adult care services as “struggling” for example. Independent analyses of services have concluded reform is required also. Estimates of the level of investment needed in adult care services alone range from £2-3 billion (Wanless and the jrf). 
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  coalition represents a range of age, carer and disability organizations and is coordinating the campaign for rights to - and investment in - independent living.  We believe there needs to be radical reform so that: 

· Disabled people of all ages and backgrounds can take control of their own lives, live with dignity, and participate fully in society as equal citizens. 

· Families and friends of disabled people are not forced into poverty and lack of opportunities by the inadequacies of the current system. 

· All of us can enjoy security now and in the future without worrying that our independence will be lost

· A sustainable adult social care system is established.

All citizens should be entitled to minimum levels of state support to live the lives we want to lead if we require support through impairment, illness or older age.  All citizens should have the rights and freedom to participate in society.    

Summary

The Disabled Persons (Independent Living) Bill offers the opportunity to liberate millions of people, now and in the future (people with impairments and long-term health conditions and their families/carers) from the current, over-bureaucratised, ineffective system of social care, which limits their contribution to their families, the economy and society.

The Bill does this by providing a new legislative framework for independent living rooted in the principles of freedom, dignity, choice and control and geared towards greatly expanding the active participation of disabled people (and those who would otherwise provide unpaid support) in social and economic life.   This builds on commitments to independent living in the Government’s Life Chances report and the White Paper ‘Our Health, Our Care, Our Say’.

Funding for social care, housing support, employment support and health services would be pooled and accessed via a single assessment – ending the current wasteful, bureaucratic and fragmented approach.

Disabled children and adults would gain clear rights to the essential support they need. For the first time disabled people could be able to determine where they live, who they live with and how they live their lives.

Legislating for independent living is about social justice and human rights for older and disabled people.  A civilised society should simply not tolerate a situation in which disabled people can be forced to live apart from their families and are entitled to little more than being ‘washed and fed’. 

Legislating for independent living would boost carer’s health and participation and enable us to achieve higher employment rates, better health outcomes for all and lower rates of poverty and exclusion among children and older people in particular.  

Legislation for independent living is what we must deliver to secure our future prosperity and economic growth. Currently, carers and disabled people are prevented by the care system from employment opportunities, creating higher benefit and state pension dependency. The system also means an over-reliance on crisis health and care services through poor low-level support and maintenance of independence. This costs the state. With demographics changing and our population ageing we need to maximise independence and economic contribution of disabled people and carers.
Context

The Government has introduced a Health and Social Care Bill this Parliamentary session (currently going in to Committee stage in the House of Commons).  Despite being a prime opportunity to address the crisis in the social care system the Bill fails to address systemic problems as detailed in this briefing.  It could and should as a minimum commit the Government to ensuring all health and social care services are obliged to meet Human Rights Act (HRA) provisions in health and social care services. Currently, older and disabled people funded in independent care homes are not covered by the HRA.
The Government has also announced a green paper on the reform of adult social care, to be published in 2008.  Ivan Lewis MP, Minister for Care Services, has said that “this is an historic opportunity to create a new system with dignity and control at its heart for those who use services and their families.”  The primary aim of the Government’s plans is stated as being to promote independence. We believe that the Independent Living Bill would achieve this, and it already has broad support.  
The Office for Disability Issues’ Independent Living Review publishes its Strategy very soon, recommending a 5 year plan for the Government to work towards making Independent Living a reality for disabled people. Our Lives, Our Choices does not expect the Strategy to recommend legislating for rights to Independent Living. This is hugely disappointing and contrary to advice given to the ODI. It also creates awkward questions for the Government’s own plans for a care reform green paper and eventual legislation ‘promoting independence’.  OLOC remains convinced that legislation is required if the Government is to deliver the aims of its 2005 ‘Improving the Life Chances of Disabled People’ report and to provide Independent Living.        
Introduction

The Disabled Persons (Independent Living) Bill aims to deliver stronger rights and entitlements to independent living for disabled people based on the principles of freedom, control, choice and dignity.  

Independent living means ensuring that disabled people of all ages have the same freedom, choice, dignity and control as other citizens at home, at work, and in the community.  It does not mean living by yourself or fending for yourself. It means rights to practical assistance and support to participate in society and to live an ordinary life.  

In this briefing, and in the Bill when we talk about disabled people, we are including people with a range of impairments (from a learning disability through to autism or sensory impairments), people with mental health problems and people with conditions like cancer, heart disease, HIV/Aids and many more who experience barriers to independent living.

What are the problems the Bill seeks to address?

Existing statutory rights and entitlements to social care are not delivering the means for independence – in some cases they prevent it – and are subject to tight financial restrictions and bureaucratic and wasteful means testing. The assumptions which underpin current design/delivery concern managing "vulnerability", "risk" and "dependency," rather than supporting choice, control, and participation.

Key problems and barriers to independent living:

· Support for disabled people is highly fragmented resulting in undue hassle and stress in arranging support, unmet support requirements and waste of resources spent on assessment and delivery.

· Disabled people have very few rights to services that would guarantee assistance to enable independent living. What minimum rights there are do not guarantee very much more than being washed and fed. Current legislation does not adequately cover assistance to participate in leisure activities, work, relationships, or to look after children/family members.

· Age discrimination is endemic and blights older disabled people’s life chances (for example, there are less rights to homecare support or to the Independent Living Fund for people of certain ages).

· The needs of Black and Minority Ethnic people are often neglected or marginalised in the provision of social care services. Myths of BME communities ‘looking after their own’ prevail, but also some BME communities are over-represented in the acute psychiatric system. 
· There are no positive rights in existing legislation to enable people to choose where they live or who with. Disabled people can be left with no choice but to live in institutional care against their wishes.  
· There is no legal entitlement to advocacy except in extremely limited circumstances leaving many needlessly unable to express their views, wishes and requirements or to manage their own care needs.
· There is no right to communication support and equipment leaving many socially isolated, unable to exercise choice and access educational and employment opportunities.

· The existing system does not provide rights to portable support. If you move to a different part of the country you have to start all over again and negotiate a new care package from scratch. It makes ‘freedom of movement’ a pipedream for British disabled people. 
· The existing system creates significant inconsistencies in local authority provision, resulting in a ‘postcode lottery’ of support.
· People with mental health problems have no right to assessment or treatment/support for their mental health needs. Many mental health service users are (unlawfully) denied an assessment for care services unless they reach a high initial threshold of serious mental ill health.
· Many disabled people face barriers to accessing direct payments (often subjective judgements on competency can prevent access) and there are too many restrictions on how they can be used.
· Enforcement of existing entitlements is incredibly difficult – complaints procedures do not offer speedy redress and people may be left struggling to negotiate an inaccessible legal system with inadequate support.
Evidence of a failing system:

· 77% of families with severely disabled children report unmet needs for community equipment and help with eating, going to the toilet and sleeping. (Source: Beresford, B (2003) Community equipment: use and needs of disabled children and their families, University of York.)

· Over 70% of English local authorities only provide support to people with needs assessed as being ‘critical or ‘substantial’ and 80% plan to tighten access further (LGA, 2006). The CSCI has already found examples of instances where people’s safety and well-being have been compromised by inadequate support (Time to Care? 2006) and described adult services as “struggling” (The State of Social Care, 2006)
· A consequence of inadequate support for disabled people is that 175,000 children and young people provide daily care for disabled parents, with consequences for their own wellbeing. (Hidden Lives, Barnardos, 2006).
· 50% of parents with learning disabilities have their children taken away from them. (Finding the right support, Norah Fry Research Centre/Baring Foundation 2006).
· 1.4 million disabled people in England require adaptations to their homes. A quarter (329,000) live in housing unsuitable for their needs. (ODPM, 2005). Four in ten disabled people with mobility problems say housing makes them unnecessarily dependent on others (John Grooms, 2003).
· Half the people with long-term conditions are not aware of support or treatment options available to them. They do not have a clear plan that lays out what they can do for themselves to allow them to manage conditions. (Our Health, Our Care, Our Say, Department of Health, 2006)
The gap between public expectations and reality

What people expect when they look into the future and consider a time when they might need support is of course very different.  An Ipsos-MORI survey commissioned by the Disability Rights Commission in partnership with the Equal Opportunities Commission and Carers UK found that:

· 90% thought it important to receive support to enable people to live in their own home; 
· 83% thought it important for services to enable people to visit family/friends; and 
· 78% support services that enable participation in community activities.
These expectations cannot be met in the current care system.
How the Bill would put things right
Part 1 of the Bill sets out the principles which must underpin the delivery of independent living by local authorities, health services and their partners namely: 

· enabling freedom, choice, control and participation;

· ensuring disabled people’s right to self-determination and support in expressing their requirements and managing their lives;

· positive action to address discrimination and disadvantage for older disabled people, disabled people from BME communities;

· delivering the protection of dignity, and respect for family life;

· safeguarding the health and well-being of carers and avoiding undue dependency.

As recommended by the Life Chances report the Bill reforms the definition of disabled people for the purposes of community care law. The old definition from the National Assistance Act 1948 is offensive and excludes many older people and people who need support because they are ill. The Independent Living Bill uses an inclusive definition – anyone who has an impairment, illness or health condition or who is recovering from an illness and faces barriers to independent living. 

Part 2 enshrines new rights to independent living for all disabled people 

It begins by placing a duty on local authorities and NHS bodies to co-operate between themselves and with key partners (such as Jobcentre Plus) to promote independent living and improve outcomes for disabled people (similar to the duty proposed in the recent White Paper on health supported by the Association of Directors of Social Services). This is part of a new framework covering the duties and commissioning responsibilities of local authorities and health services inspired by the recent LGA paper “A partnership approach for wellbeing”, and informed by the 2006 health white paper. It goes a step further by requiring partners to pool funds wherever necessary to deliver the duties in the Bill. Pooled funds are required here as without them multiple assessments, delay and fragmentation would continue and individual budgets would be harder to deliver. Pooled funds would also eliminate bureaucratic inefficiency and free up resources to deliver better outcomes to people needing services. 

The Bill acknowledges and supports the major role the voluntary sector plays in delivering independent living. It requires local authorities and NHS bodies to build capacity and support the long-term sustainability of user-led organisations including Centres for Independent Living, organisations representing disabled people from BME communities, older people’s organisations and impairment-specific groups like local Minds.  Specific provision for well-trained, informed, and connected community-based support services for BME service users has been found to be an essential prerequisite of delivering independent living for BME communities. (Dr Ossie Stuart, Race Equality Discussion Paper 1, SCIE 2006).  
The Bill would guarantee all disabled people the right to a self-directed and comprehensive assessment of their requirements for practical assistance and support  (including for parenting) along with any rehabilitation/mental health or other continuing health care requirements. Some people will be able to assess their own requirements – others would receive support. One assessment designed to address personal requirements in a holistic way would save time and resources and lead to more effective meeting of people’s needs. 

Following assessment, the Bill would provide a right to be told what level of resources local authorities and primary care trust/local health boards intend to provide (drawing on resources from a wider range of partners) to meet requirements and the choice of taking the resources in the form of:
· a cash payment (individual budget);

· a delegated budget (where they nominate an agent/ third party to manage the money on their behalf);

· services arranged by their local authority and PCT/LHB (with input from partners as required) or

· a combination of cash and services. 

The enhanced and holistic independent living provisions in the Bill apply equally to disabled children and their families.  Like similar private member’s legislation the Bill would ensure disabled children and their families have specific rights to short breaks.  But it goes further: e.g implementing the Life Chances recommendation that individual budgets be available to disabled children and their families. This, Life Chances noted, would help deliver a seamless transition between children’s and adult services.

Disabled people are accorded rights to advocacy or support from a nominated friend alongside communication support and other forms of advice/assistance (key workers/care navigators or brokers as appropriate) in relation to the assessment process. This will enable them to make decisions about how they want support arranged/delivered. Further advocacy requirements, communication support, aids and equipment must all be considered in relation to a disabled person’s independent living support package.  

Where there is a serious dispute between a disabled person and their carer both are entitled to advocacy support and mediation to enable a solution to be developed which respects both parties’ human rights and wellbeing.

To eliminate post-code lotteries the Bill says that regulations will set out minimum outcomes that must guide decisions about support packages. These outcomes will focus on delivering the support required for enabling a disabled person not just to live with dignity at home but also to participate in work, education, family life and social/leisure/cultural activities. In this way they support the prevention/early intervention agenda and dignity for all by saying that support is not to be restricted to those people with high support needs, with others hanging on until their life becomes impossible to manage. (All regulations under the Bill would be subject to parliamentary approval.)

The Bill also provides rights to portable support. If you move you can retain your individual budget for a transitional period. If you have services there are duties on the new authorities to make equivalent provision and maintain the same level of service for a prescribed transitional period. 

On residential care the Bill enshrines an approach based on freedom, choice, control and dignity. It says that disabled people should be empowered to determine where they live and who they live with. No-one would be obliged to live in an institution against their will; it would be unlawful to make arrangements for institutional care against a disabled person’s wishes. 

Provision is also included for giving those currently in institutions against their will the opportunity to secure alternative living arrangements. This goes further than the Life Chances Strategy which committed to consulting on a right to request not to go into an institution; a commitment which remains undelivered. 

The Bill acknowledges that residential care may sometimes be a positive choice and maintains the right to choose your preferred establishment and allows an individual budget to be used towards funding a placement. 

As well as providing people with mental health problems rights to assessment, treatment and support for the first time, the Bill also amends the Mental Health Act to ensure that independent living options are investigated and applied before authorities resort to sectioning/compulsory treatment. 

On charging policies the Bill sets out a framework which does the following:

· preserves existing exemptions and draws the line against any further extension of means testing; 

· prevents disability benefits being taken into account in financial assessments;

· enables regulations to be made by the Secretary of State and the National Assembly for Wales excluding earned income and occupational pensions from financial assessments; earned income is currently discounted in assessments for home care and Independent Living Fund support but not for Disabled Facilities Grants for adults or residential fees;

· further provides that national authorities must have due regard to their Disability Equality Duty (under section 49 of the DDA 1995) before making regulations enabling charging, which means there must be a Disability Equality Impact Assessment conducted. 

An Impact Assessment could mean that if charging policies act as a barrier to equality and participation, or lead to disabled people being out of pocket for participating, then this will create a strong lever for charges to be reduced or removed as required.

The framework for complaints set out in the 2003 Health and Social Care Act is amended to ensure a stronger focus on urgent remedies for cases, especially those raising Human Rights Act issues and to provide clear advocacy rights. The Bill also provides for an inspection or enforcement bodies in each country to be given new strategic enforcement powers. These would be used, as necessary, to require local authorities and the NHS to comply with duties under the Independent Living Act. They would prohibit local authorities and NHS bodies doing anything which would infringe the Independent Living Act duties.  

Part 3 of the Bill is concerned with the human rights of people in residential care. It says that disabled people in residential care must have an independent living agreement which sets out how the provider will meet their requirements for choice, freedom, control and dignity. Residents must also be involved in running care homes. Given the current legal loophole exempting independent care homes from Human Rights Act obligations, the Bill would bring those care establishments into coverage and further protect residents. 

Part 4 of the Bill concerns accessible housing.

Accessible and affordable housing is vital for independent living. Part 4 of the Bill includes:
· a duty on housing authorities to run a disability housing service to ensure disabled people can choose properties for rent which match their needs; 

· stronger duties on local housing authorities to allocate disabled people suitable housing in the community and to plan for the current and future housing needs of all disabled people in their area;

· provisions to incorporate Lifetime Homes Standards into the Building Regulations and planning policies, making them mandatory. 
Who needs the Ashley Bill?

People like:
Melis Berk, 9 years of age with physical impairments and a learning disability who only gets 11 hours a week support. His care workers are unreliable and don’t turn up on time. His mum, Sengul can’t make any plans or take a holiday and is depressed.

Isabella Devani who has MS and a new baby, Laurence. She is finding it tough to care for her baby son properly because her care package is insufficient for her needs as a person with MS and as a parent.  

Ian Jacobs who had a stroke in 2003 – cuts in his care package have left him isolated, lonely and despondent about the future. He has no help to get out of the house, go to the shops or cook for himself.  Ian says the experience has left him feeling “written off”.

Doug Paulley who lives in a care home and cannot work because his entire salary (bar £20 a week) would be forfeited for care fees.

Paul Casey, 28 with spinal muscular atrophy who has been forced to live apart from his partner and two children after being denied a Disabled Facilities Grant.

Couples like Maria and Dennis Cramp who face enforced separation. Dennis, 80, recently rescued his 88 year old wife from a care home after social services placed her there against their wishes. Social services claim Mrs Cramp, who has dementia, needs institutional care. Mr Cramp believes, as her husband, only he can provide her with the intense, personal care and stimulation needed. 

What difference would this Bill make?

Together the reforms set out in the Independent Living Bill would dramatically enhance the life chances of millions of disabled people and their families. They would reduce waste and inefficiency, promote the wellbeing and opportunities of carers as well as creating a truly sustainable approach to independent living. 

Those currently receiving social care and other support (1.8 million people currently receive social care support) would enjoy enhanced choice, dignity and control. The many disabled people, including older people, who receive little or no support at present and whose opportunities for participation and quality of life suffer as a result would get the help they need.  For example, the Wanless Review team estimated that if we were delivering a more ambitious level of service today 450,000 more older people would be receiving social services at any given time and to a greater intensity. 

The Bill builds in measures that positively address the some of the root causes of BME disabled people’s exclusion, for example: flawed assessment processes, lack of engagement with and support for user-led BME disability organisations by local agencies, lack of respect for people’s different cultural and religious backgrounds, failure to provide effective race and disability equality training to care managers.

The Bill would contribute to greater gender equality. Many carers live in poverty, including many women who spend their retirement impoverished because they have provided unpaid care earlier in life, often not by choice but because statutory services were not available or were inappropriate. Many rely on benefits as their primary source of income. This continues to have a marked impact upon gender equality, most keenly felt in relation to incomes in retirement, but also in respect of pay and advancement during women’s careers. Many mothers and carers work part time for low pay – they cannot find higher productivity work that they can combine with caring responsibilities. 
The Bill would also go a long way to raising morale and job satisfaction among practitioners.  A Community Care survey of 2,200 social work professionals carried out at the end of last year revealed that more than half spend at least 60%, and over a fifth spend at least 80%, of their working week on paperwork. An overwhelming 95% agreed that social work has become more bureaucratic and less client-focused in the past five years. Community Care report that “The key motivation for many practitioners is to care and act as advocates for people, so this increasing shift away from direct contact with clients is having a drastic effect on morale, job satisfaction, recruitment and retention."
Most citizens would gain from the adoption of the Lifetime Homes Standard. 

Everyone, including those not currently affected by disability, could live secure in the knowledge that developing an impairment or long-term health condition in the future would not mean that they are forced to move out of their house because it could not be adapted to meet their needs. This will boost both quality of life and independence.

Realising independent living for disabled people is central to many other major public policy objectives: improving outcomes for children, improving employment rates, sustainable development, delivering improved health outcomes and tackling social exclusion in later life.

Why is legislation required? Can change be delivered without it?

The Bill follows the tradition of private member’s legislation extending the entitlements of disabled people in relation to support – of which the Chronically Sick and Disabled Persons Act 1970 pioneered by Alf Morris (Lord Morris of Manchester) is the earliest and most notable example.  But this Bill is about whole-system change.

We need this kind of legislation because:-

· “Inappropriate assumptions underpin the legislative framework for support…..More coherent and explicit standards should be developed bringing legislation and other rights into a coherent framework.” (Improving the Life Chances of Disabled People, January 2005).

· “In the long-run local authorities cannot make a full shift to a rights-based approach alone, it is vital that central government supports this shift with the necessary legislative change”. (In Control)

· Key planks of the Life Chances strategy and Health White Paper, designed to extend choice and control cannot be delivered without it:

“DH should introduce, after consultation, a more appropriate definition of ‘disabled person’ for the purposes of community care services” (Improving Life Chances)

“In social care, we will increase the take-up of direct payments by introducing new legislation to extend their availability to currently excluded groups – as parliamentary time allows.”  (White Paper, Our Health, Our Care, Our Say, Department of Health, January 2006)

“The pilot work is starting to highlight barriers to the integration of funding streams and associated flexibilities. Of course some of these barriers will require changes to primary legislation.” (CSIP First progress report on the implementation of the Individual Budget Pilot Programme May 2006)

· Existing law is a mess. “Community care law remains a hotchpotch of conflicting statutes, which have been enacted over a period of 50 year…Community care law is in much the same state as was the law relating to children in the 1980s. The law was a mess; there were no unifying principles underlying the statutes; there were many different procedures for essentially similar problems…A great deal of this confusion and nonsense was swept away by the Children Act 1989…with a unified procedure underscored by a set of widely accepted basic principles. It takes no great genius to realize that community care law is crying out for similar treatment.” Luke Clements, Community Care and the Law, Legal Action Group (2004).
· The full social and economic benefits of independent living cannot be delivered without whole-system change.

· Evidence suggests that people would be willing to pay more taxes, and potentially to make some private contribution, to pay for a system that provided clearer guarantees that needs will be provided for. (JRF, Paying for long term care, 2006). This is backed up by the recent Ipsos/Mori Poll commissioned by DRC, EOC and Carers UK which found that support for paying more taxes to improve social care outweighs opposition by 2:1; 50% of respondents backed increased taxes to fund better social care against a quarter (26%) who opposed such a move.
· Current policy and practice on meeting older and disabled people's support needs does not adequately reflect either the spirit or the legal requirements of the European Convention on Human Rights:
· For example eligibility for support is often so tightly rationed that people are left in deteriorating circumstances until such time that their situation is deemed critical enough to warrant support. (Rights at Risk: Older people and human rights, Help the Aged, 2005). 

· Few services go beyond very basic 'life and limb' support to address the range of social, psychological or emotional needs, which may be essential for sustaining the level of dignity and integrity required by the ECHR.  
· People's rights to respect for private and family life under the ECHR are completely over-ridden when they are required to leave their homes and families against their will because it is deemed more cost effective to place them in residential care rather than provide adequate support at home or because they can’t get a DFG.
Will there be additional regulatory burden?

No; the Bill will replace and re-codify more statutory duties than it creates. The net effect will be fewer burdens for local authorities, e.g. the entire Community Care (Delayed Discharges) Act is replaced by a single Clause. We are not proposing more regulation, but different, more streamlined and better regulation which is more clearly targeted at improving outcomes for disabled people in a tangible way. The Bill will cut down on much of the bureaucracy and duplication inherent in the current system. This will free up resources for front-line support.

Would the Bill be cost-effective to implement? 
“One of the most significant barriers to enabling disabled people to be full citizens is the culture of care and dependency within health and social care structures. Associated with this ‘culture of care’ is a failure to see expenditure on independent living as a form of social and economic investment. Instead of meeting disabled people’s additional requirements to enable them to improve their life chances, resources are used in ways that maintain and create dependency. This results in higher than necessary expenditure on social security benefits; segregated services; and lost revenue from taxes paid by disabled people and family members who provide ‘informal care’. (Life Chances Report). 

The Wanless Review noted that the impact of current social spending on achieving the Government’s desired outcomes of promoting choice, independence and prevention is unclear. In fact, the Review said the evidence that does exist suggests the social care system is falling short of these aims.  

There is mounting evidence that investment in independent living for the many (as opposed to tightly rationed care for the few) would deliver better outcomes and result in significant cost savings to the Treasury. 
The economic argument:
The Office for Disability Issues has produced two reports illustrating economic cases for Independent Living.  ‘Better outcomes, lower costs: Implications for health and social care budgets of investment in housing adaptations, improvements and equipment: a review of the evidence’ (May, 2007) showing extensive savings can be made in the following areas:  
· Reducing spending on residential care or home costs: deferring an older person’s entry into residential care through a housing adaptation would save on average £20,000 a year.  ODPM (now DCLG) estimated that reducing the rate of institutionalisation by 1% a year could save £3.8 billion (Making life better for older people: An economic case for preventative services and activities, 2006).
· Preventative measures: many people fall whilst waiting for adaptations, which are frequently delayed by lack of funding. The average cost to the State of a fractured hip is £28,665. This is 4.7 times the average cost of a major housing adaptation (£6,000) and 100 times the cost of fitting hand and grab rails to prevent falls. Adaptations also prevent health care costs for carers.  £130 million is spent every year treating visually impaired people who have had falls because they had not been supplied with necessary aids and adaptations.
· Prevention of waste: one person received 4.5 additional home-care hours a week for 32 weeks, at a total cost of £1,440, when a door-widening adaptation costing £300 was delayed for 7 months for lack of funding.

· Achieving better outcomes for the same expenditure: the average cost of a Disabled Facilities Grant (£6,000) pays for a stair-lift and level-access shower, a common package for older applicants. These items will last at least 5 years. The same expenditure would be enough to purchase the average home care package (6.5 hours per week) for just fifteen months.

The cost savings on Independent Living would also include: increases in tax revenues and a reduction in the benefits bill (from more disabled people and carers being able to work and build up decent pensions), the elimination of wasteful duplication and bureaucracy on multiple assessments and less pressure on health and acute social care services.  
The Bill’s housing provisions would generate at least £100 million a year in savings that could be ploughed back into the housing adaptations budget as well as saving money for the NHS by avoiding unnecessary admissions. 
The Independent Living Bill represents a chance to ‘invest to save’ in a new social care system that delivers much better outcomes and huge potential long-term benefits to the Exchequer. 

By failing to invest in social care we are not saving money. Every time ‘resource constraints’ in one part of the system are used to justify non-provision of an essential bit of equipment, essential adaptation or support service the costs are transferred to a different part of the system and often spiral with the delay in between.  The cost of hospital treatment for a pressure ulcer can amount to £40,000,  but costs for equipment which prevent pressure ulcers can range from a special cushion (from £100) to a profiling bed with pressure relieving mattress (between £1000 and £2,500) for instance. Despite the figures people cannot always get services to fund the cushion/mattress (See “Getting on with our lives?” A study of the experiences of people who require equipment for independent living, Disabled Living North West and the Co-operative Bank. October, 2006).
Conclusion

Having established civil rights to non-discrimination, disabled people increasingly enjoy an 'open road' with respect to achieving their full potential.  But without practical resources and support, many cannot begin the journey. Ongoing reliance on unpaid family and friends to provide support seriously impacts on carers’ life chances too.  The costs of this avoidable situation to disabled people, their families and to wider society and the economy are enormous and growing.
Our Lives, Our Choices believes the Independent Living Bill offers the opportunity to liberate millions of people with impairments and/or long-term health conditions and their families/carers from the current, over-bureaucratised, ineffective system of social care, which limits their contribution to the economy and society.  Crucially, it prevents relationships of utter dependency on the state or carers from occurring in the future also. The need for such legislation is urgent and its benefits would extend across the whole of society.

Do not hesitate to contact us for more information.

Neil Coyle, Head of Policy at NCIL
policy@ncil.org.uk
Tel: 0207 587 1663
Beth Capper, Parliamentary Officer, Radar
Beth.capper@radar.org.uk 
Tel: 020 7566 0126 
Sarah Reardon, Policy and Government Affairs (Adults), Scope
sarah.reardon@scope.org.uk 
Tel: 020 7619 7245 
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