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Learning Disability Coalition Submission to CSCI on Fair Access to Care
The real issue with tightening eligibility criteria is shortage of funding
The fundamental reason for the tightening of eligibility criteria is shortage of funding which has not kept pace with demographic, social and economic trends. The Learning Disability Coalition is discussing this shortage of adequate evidence on future trends in demand for learning disability services with the Department of Health and the London School of Economics. This information is crucial for the sensible allocation of resources.  We hope to have a clearer view of what evidence that can be obtained by the end of July and would be happy to discuss this with the Commission for Social Care Inspection now, if this would be helpful. 

As the Joint Committee on Human rights say in their report of March this year
 

“The evidence suggests that public authorities, including local authorities and Primary Care Trusts, are not fully committed to the implementation of the Government’s policy in Valuing People and that limited resources are undermining attempts to implement the aims of that policy effectively.”
We know that three-quarters of local authorities faced cost pressures in learning disability services, as reported in the “Survey on Social Services Finance 2005/6”. 
 The situation is the same today.
By the end of the next financial year, 73 per cent of local councils will only support those with substantial and critical needs.
 Social care is therefore directed to those with the most profound needs and those with mild and moderate learning disabilities are increasingly excluded from services.  For many people, the absence of this level of support has a serious impact on their ability to lead an independent and life and to meet their full potential.
Why demand for learning disability services is increasing
Significant demographic changes are taking place but there is currently inadequate information to assess accurately the current population of people with a learning disability and the extent of the growth in the population.  

· Medical advances and preventative care mean that more babies with complex and multiple needs are surviving to become adults.
· More adults are living longer as mortality rates decline. 
· The Local Government Association calculates that there will be a 41 per cent increase in people with learning disability between 60-79 by 2011 and a 56 per cent increase in those over 80
.
· There is an increasing prevalence of younger people with higher support needs from South Asian ethnic minorities.

Information provided by the Sheffield register
 for people with a learning disability provides some valuable illustrative information about demographic trends and future demand.

In the last 5 years there has been an increase of 57 per cent in the number of young people with learning disabilities aged 15-19 and a 74 per cent increase in numbers aged 10-14.  Of the 262 people aged 15-19, 120 have the most severe levels of disability, including severe physical, continence and/or behavioral difficulties, in comparison to 89 in 2001. This is 22 per cent higher than the number of 20-24 year olds with severe disability. Not all those in the 10-14 age group have been assessed yet, but it is likely that an even higher proportion will have severe disabilities.

Social and economic trends

Families may not be prepared to take on a life-time commitment of care for their child when s/he leaves school or college. There are more single parent families and more women work or do not expect to stay at home as a carer. Professor Eric Emerson, from Lancaster University’s Centre for Disability Research, considers that the most important driver in demand will be changes to the informal care sector and women’s availability to care given the pressures on them to work.
Another fact is increasing life-expectancy.  As more people with learning disabilities live longer, the pressure on their older parents becomes greater and they will eventually need accommodation and support in the community.  This is a major trend on which little research has been undertaken.
Other pressures on local authority resources for social care

There are other pressures which limit the resources available to local authorities.  These may well be part of their drive to improve efficiency.
The requirement for local authorities to achieve efficiency savings of 3 per cent under the Gershon efficiencies and of 2.86 per cent in Supporting People funding for learning disabilities
 contributes to the pressure at a time when demand is increasing.

The Lyons Inquiry into Local Government
 says that the "analysis of pressures raises important questions about the adequacy of national funding, and the degree to which local government can achieve efficiency savings." And, "if Government makes a 'national promise' about future adult social care, local government must be adequately funded to enable it to deliver.” Of course, it is important to continue to achieve better value from existing funding, as it is likely that much money is tied up in the wrong kinds of services.
Better Value

We know that it is crucial to obtain better value from existing resources.  This of course will take place in the changing environment created by the personalisation programme.  Good commissioning is vital and must relate to individual needs and provide sensitive person-centred support.

Local authorities will need improved planning procedures.  These need to reflect an understanding of individuals’ needs and also a strong developmental relationship with providers of services.  In creating better value for money we need to explore what efficiencies are possible in the organisational structures of social care departments.  A key question is whether or not the procedures are user-led.

On a cautionary note, it is important to ensure that the drive for better value does not jeopardise quality of service.

It is not enough simply to look to better value to solve the problems in the current system. The former National Director for Learning Disabilities has stated that an estimated additional £1m for each English local council will be needed over each of the next ten years to provide good quality social care to support people’s right to a life based on independence and dignity.  That amounts to an extra £1.5 billion
 above the current expenditure.
Is the current Fair Access to Care Services (FACS) system appropriate in principle?

There will always be a need to determine who should have priority access to the resources available.  But the current system’s application of eligibility criteria is based on resource limitations rather than an assessment of the needs of individuals with learning disabilities.  Nor does the current system take account of developing Government policy as set out in Valuing People and Valuing People Now, Our health Our care, Our say, Improving the Life Chances of Disabled People, Putting People First, and the Independent Living Strategy.
What principles should underpin eligibility for publicly funded social care? 
There are three key issues that need to underpin social care for people with learning disabilities:

· Packages of care are likely to be for life.
· Packages need to be multi-functional cover all aspects of a persons life including housing, domiciliary support, further education, employment, leisure, health and well being.

· Co-payment, which tends to dominate the debate on the future of adult social care is unlikely to be an option for many and the use of the benefits system is a key determinant in many of the life choices that are made.

The following principles could underpin social care for people with a learning disability:
Entitlement: for those people who have complex needs - for example those with profound and multiple learning disabilities or challenging behaviour, who need complex and costly packages of care.  Research is necessary as to whether a new system of allocating funding for this group of people should be designed. People with complex needs may have care packages which can range from £100,000 to as much as £500,000; they have lifelong needs; they and their families need certainty about funding, and local authorities need support in managing and financing these packages. The research could examine what models of providing care for these groups are available in other developed nations or have been considered in this country.
Prevention:  where services would be able to prevent people’s condition deteriorating.  For example:

· Sufficient support to live safely in the community for those whose needs might be moderate but whose safety and wellbeing is threatened by lack of sufficient support.  A particularly important time is during transition from school or college.
· Support to take exercise to maintain health and avoid obesity.
· Intervention by psychologists to help anger management which prevents challenging behaviour or even custodial sentences.
· The provision of sufficient day time activities for people with Downs Syndrome to delay early onset of dementia and help prevent the development of mental health problems.
Research is desperately needed to show the value of early intervention and support for people with learning disabilities.  This needs to take account of the prevention of their quality of life deteriorating and the money saved by preventing such deterioration.   

Enabling:  to provide the services to implement Government policies which enable people to lead healthier and more fulfilling lives in the community. Whilst eligibility criteria have been intended to balance a local council’s provision of services with the funds it has available, we now need to make sure that national policy such as Valuing People Now, Putting People First, Our Health Our Care Our Say, Strong and Prosperous Communities and the Independent Living Strategy are implemented.  

As CSCI’s own report says “the quality of life for many could be significantly enhanced with relatively minor social care interventions”  These might include support to take part in leisure activities, support to go to a skills class at the local further education college or support to sustain a job.
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