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The Learning Disability Coalition (LDC) is pleased to be able to contribute to the Commission on Funding of Care and Support: Call for Evidence.  The LDC has 14 member organisations and over 150 supporter organisations and since its formation in 2007 has argued the case for better and more sustainable funding for social care support for adults with a learning disability.  
In responding to the call for evidence the LDC supports the individual submissions made by our member organisations
 and seeks to signpost towards information drawn from its previous work. 

The call for evidence has taken on board many of the concerns the Learning Disability Coalition has been highlighting as part of its campaign to ensure that there is enough public funding for people with learning disabilities so that they are able to have the same life chances and opportunities as everybody else. We would therefore want to strongly support and reinforce the Commission’s description of the main challenges and opportunities facing the future funding of care and support.  

The LDC has consistently raised the concern that changing demographics mean that there are an increasing number of people with a learning disability.  Whilst this situation is now recognised by statutory authorities this has not resulted in significant changes to long term planning; a situation which needs to be urgently addressed.
It is extremely helpful that the call to evidence acknowledges the differing wealth and asset profiles of people with a learning disability, their families and carers.  Building a sustainable and equitable system for the funding of care and support must take into account the differing needs of disabled adults of working age.
The paucity of information available, as highlighted in the call to evidence is of serious concern.  There is need for considerable research into the changing picture for people with learning disabilities.  Without such information long term strategic planning becomes an impossibility.  The recent report, People with Learning Disabilities in England 2010, from the Learning Disabilities Observatory reveals the discrepancy between the number of people with a learning disability known to services and estimated number of people in the population.  There are 1,198,000 people with a learning disability in England, 140,000 of whom are known to social services and 350,000 of whom receive Disability Living Allowance.  This leaves more than 700,000 people with a learning disability who are receiving no support at all.  The LDC would attest that there is vital work needed to identify what unmet need may exist in this group; in particular the role that social care support may provide to this group that could prevent individuals requiring higher cost interventions at a later time.
The policy environment with its move towards localism provides further challenges to the concept of building a sustainable system.  The fragmentation in the way that social care is currently delivered makes the move towards a vision of universal social care support more difficult to realise.  The early termination of Valuing People Now, despite the commitment from the government that this will continue to offer guidelines for support for people with a learning disability, causes us major concern.  We would want to see Valuing People Now, at the very least, becoming a strategic framework for the future delivery of support for people with a learning disability.
The drive toward increased personalisation is one that the LDC would particularly want to support.  However we remain concerned that personalisation may be used primarily as a cost cutting measure.  For personalisation to truly offer the opportunities that people want, there needs to be a robust and holistic assessment process that looks to the social model of disability and, has as baseline entitlements to support that are higher than very basic levels of personal care.  We agree with the view of the Commission that at present there is very limited evidence for cost effectiveness
The call for evidence rightly emphasises the role of family carers.  The support provided by family carers needs to be recognised in economic terms, as opposed to being seen as free, or cheap support. The financial cost to carers who are unable to work and are therefore disenfranchised from formal contributions to the economy as well as building up their own pensions must be part of the wider picture.  
The LDC has consistently raised concerns at the increasing number of older carers and the lack of knowledge by local authorities of older carers within their area or planning for meeting their needs in the future.  As noted in the recent paper by the Learning Disabilities Observatory, 74.9% of people who care for someone with a learning disability have been caring for more than twenty years, compared to only 18.1% of carers overall.  The high dependence on family carers and friends for supporting people with a learning disability combined with increasing demographics indicates that local authorities will face an even more serious funding crisis in the future.

The important contribution of the voluntary sector and advocacy groups in providing support to people, as well as advice, must not be taken for granted but understood in economic terms.  The LDC have been particularly concerned by cuts local authorities are making to the work of advocacy and user led groups and strongly recommend that such groups are seen as part of the delivery of care and support.
The complex interrelationship between the system of benefits and informal support is recognised in the report.  Any approach to the future of funding of care and support must look at such interrelationships and try and be comprehensive in its scope. The Commission will need to address such issues as the proposed changes to Disability Living Allowance, the future of the Independent Living Fund (ILF) and changes to Supporting People within its deliberations.
The LDC supports the view that any system needs to be accessible and understandable and would assert that this is also part of ensuring fairness.  The multiple streams of funding and way in which delivery occurs are particularly confusing at present and mean that there is potential for people to fall ‘through the gaps’.  There is still much to do to make the funding system relevant supportive and sustainable for people with a learning disability.
Whilst we agree that people need to understand how the system works and plan accordingly, we feel that there also needs to be an emphasis on the need for funders and providers to able to be plan.  This means there needs to be greatly improved research and information base, as acknowledged by the Commission.  For example, Joint Strategic Needs Assessments need to be consistent and include specific information about people with a learning disability in their area.
We would want to conclude our observations by supporting the criteria for social care as articulated in the Commission’s report, and particularly affirming the commitment to ensuring that human rights should be respected as a core value.
The members of the LDC look forward to working with the Commission to establish a sustainable, fair and person centred approach to the funding of care and support.
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