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About the National Centre for Independent Living

The National Centre for Independent Living (NCIL) is a national support, advice and consultancy organisation that aims to enable disabled people to be equal citizens with choice, control, rights and full economic, social and cultural lives.

www.ncil.org.uk
About Radar

The Royal Association for Disability Rights (Radar) is a pan-disability organisation led by people with lived experience of disability or health conditions. We work in broad partnerships to have the widest impact. Our vision is a just and equal society whose strength is human difference. Our mission is to enable individuals, networks and policy-makers to do things differently – and better. www.radar.org.uk
About the Disability Alliance

Disability Alliance was formed in 1974 to highlight and help eliminate the poverty experienced by disabled people in the UK. Disability Alliance is best known for publishing the ‘Disability Rights Handbook’ – a comprehensive guide to support for disabled people. www.disabilityalliance.org
About the joint response and the merger to Disability Rights UK
Radar, Disability Alliance and the National Centre for Independent Living are unifying to form a new robust, resilient and sustainable charity partnership, to represent and serve all disabled people in the UK. Disability Rights UK will be launched in the spring of 2012. Our organisations are led by disabled people. Between us we represent hundreds of individual disabled members, 500 local groups, national organisations and, through our members and activities, we support several million disabled people and their families, carers and advisors across the UK. 
Through campaign work, policy engagement and focused lobbying we seek equality for disabled people, including through the promotion of independent living and tackling poverty. Our response has been developed in consultation with the members of our respective organisations. It is not exclusively focused on older people but rather draws on commonalities of social care experience by all people with support needs, including disabled people and those with progressive and/or fluctuating long-term conditions. 
This response is supported by the Coalition on Charging. The Coalition is an alliance of national and local organisations campaigning against unfair charging for essential adult homecare services. Not all members may support all the points made and may have responded individually.  

www.disabilityalliance.org/coalitiononcharging.htm
For further background we would like to draw the Committee’s attention to our previous response to the Dilnot Commission’s Call for Evidence
. 
Summary of Key Points:
· We welcome the Dilnot proposals for long-term social care funding as a fundamental stepping stone but equally call for action to address in the Government’s plans several concerns which would enable greater equity across sections of society.
· The Dilnot Commission is right to acknowledge that disabled people are more likely to live in poverty than other citizens. Any new funding system for care and support must not increase but mitigate the poverty experienced by disabled people. In particular homecare needs addressing through a taper for income-based charges which does not treat income immediately above income support levels as assessable at 100%.

· Social care needs to be recognised as a preventive service which reduces the impact on the NHS (budgets). Current charging levels undermine this preventive function as disabled and older people opt out of social care services but their needs then deteriorate with substantially increased costs to the NHS (paid for by all). 

· It should be made mandatory to introduce reablement and further preventive universal services more widely (alongside information and advice services) to benefit integration and productivity gains across social care and health. 

· It is untenable that budget cuts are passed to local authorities with disabled people as a local minority missing out against more popular spending priorities. Conflicts of interests of local authorities interpreting national assessment criteria and underestimating need in favour of more popular spending priorities must be addressed. National assessment must lead to consistent provision whilst allowing locally responsive and community based solutions. Portability of assessments would be a significant stepping stone. 
· The insurance industry must provide equitable cover to everyone regardless of need.

· The integration of social care and health services provides huge potential for savings and for improving the experience for disabled people (eg duplicate assessments). The Right to Control model should be followed for pilots. 
· The ILF (or similar national fund) could act as a national funding stream to share high care costs evenly between local areas – administered independently of local authorities. This would improve equity between individual councils in expenditure for disabled and older people. A continuum of support could start with Disability Living Allowance (DLA) and Attendance Allowance (AA) to cover for needs arising from disability or older age. 

· Innovation, integration and co-production with disabled and older people can prevent central budget cuts leading to cuts in frontline support. The pooling of personal budgets can foster collective experiences and enable personal budget holders to achieve greater economies of scale and access support which would have previously been inaccessible. Some peer support can be provided by disabled and older people themselves with positive knock-on effects on integrated care and support pathways. Cost-benefit analyses must be expanded and corresponding data shared in order to create a more level playing field between innovative micro providers and large contractors. 
The practical and policy implications of the Government’s plans for funding social care, and the recommendations made by the Dilnot Commission and the Law Commission

1. We welcome the Dilnot Commission’s proposals for long-term social care funding as a fundamental stepping stone but equally call for urgent action to address several concerns in the Government’s plans.
2. While the Commission was right to acknowledge that disabled people are more likely to live in poverty than other citizens
, the proposals could increase rather than mitigate the poverty experienced by disabled and older people. 
3. The means-test threshold from which people would be charged to pay for residential care would be raised from £23,250 to £100k. But homecare also needs addressing: currently, those with some income can be charged at 100% of assessable income immediately above income support level which leaves them with as little as £160.08 per week to live on (2011-12). Thus, most of the costs for the 35k cap for total lifetime contributions (£1.7bn) would benefit relatively wealthier households. We therefore urge the Government to introduce a taper for income-based charges for homecare; the Commission itself suggested a taper of 65% of assessable income in line with the Universal Credit. In addition, there should be a raised means-test threshold for homecare while properties in which people live should continue to be disregarded.
4. It is false economy not to pool the risks of social care costs more widely and thereby prompt further investment into social care. From the point of view of the NHS, social care provides essential preventive care and support. Charging for social care does not only make many disabled and older people opt out of social care services, but their needs then deteriorate with substantially increased costs on the NHS (paid for by all)
. To an extent, this has been recognised by the universal provision of reablement services for up to six weeks, which are not charged for. We want such preventive, universal support introduced more widely, which would also benefit integration and achieve productivity gains across social care and health.
5. We welcome the proposal for a fairer, clearer and more transparent approach to national eligibility criteria which would go beyond the current Fair Access to Care Services (FACS) criteria as set out in the latest ‘Prioritising Needs’ guidance. However, we expect that the continued interpretation of these criteria by local authorities would still undermine such commitment. For example, local authorities could underestimate the needs of someone born with a progressive condition so that this individual would just miss the threshold of 40 years of age up to which social care would be provided for free. The metering of accommodation (‘hotel’) costs for residential care – proposed to be charged for between £7,000 and £10,000 per annum – is another example of this conflict of interests.
6. The Dilnot Commission suggests that more people should purchase insurance to provide cover against the high costs of long term care. However we fear that the private insurance industry would not deliver the required depth and breadth of coverage. Nor would it do this at an acceptable cost. Although insurance companies are covered by the provisions of the Equality Act 2010 meaning they must take all reasonable steps to ensure equal access to their products, an individual’s poorer health or chronic condition could mean an extra premium may be charged, cover declined or exclusion applied. 
7. We welcome that disability benefits such as Disability Living Allowance (DLA) and Attendance Allowance (AA) are not considered care and support funding in the Dilnot proposals as they are designed to help with higher costs of living which should not be confused with social care costs.

8. We unreservedly welcome the proposed introduction of a universal information and advice service for social care (and funding) which would enable everyone to form a view of current provision levels and plan ahead for themselves. Preferably, this service should be provided nationally as well as locally. The wider public is generally not aware of the growing burden on disabled and older people until they themselves or their families and friends are affected at some point in their lives. Then, there is often regret that the possibility of a social care need, which can be enormously costly for the individual, has not been faced up to before. This lack of awareness contributes to social care budgets not being ring-fenced but instead being used to plug other gaps in local spending priorities.
9. The ability of local authorities to decide how much funding people should receive for care and support is limited. Local authority budgets are too reliant on local political control and the local competition to reduce the level of council tax. It is rare that existing funding for care and support services is sustained against a freeze or cut in council tax. Without any safeguards such as a national framework or at the very least enhanced information and awareness levels and transparent and fully informed decision-making by local councillors, local authorities would (have to) continue cutting social care budgets.
The scale and implications of existing variation in access to and charges for social care in England

10. Reform of funding for care and support is a social and economic imperative. Unless there is equitable funding coupled with a genuine national framework, a postcode lottery – fermented by differing devolved policies on care service funding – will continue across the country with people being forced to use their life savings and to sell their home to pay for care bills. There are further knock-on effects on increased NHS costs due to unmet need at lower social care levels. This regressive system cannot go on. Even the additional funding that the Government has recently committed to social care has largely been used to achieve ‘efficiency savings’ rather than sustain previous levels of (preventive) care and support. Further accelerating factors to the decline of social care are the demographic changes and the ‘care inflation’ being higher than general rates.
11. There are currently 152 local variations for how social care is provided, including distinct local eligibility thresholds, numbers of and amounts spent on support hours for comparable needs and local charging regimes. Across the board thresholds have been increased, support hours reduced (often without re-assessment) and former caps for charging removed. This is because budget cuts are passed to local authorities with disabled people as a local minority missing out against more popular spending priorities. 
12. Social care is only one area which affects disabled people with cuts to Employment Support Allowance (ESA) and Disability Living Allowance (DLA) also contributing to the cumulative impact for individuals; this race to the bottom is now exacerbated because the Government appears to have failed its own savings target on ESA by about £1bn - not least due to failed Work Capability Assessments. For the new Personal Independence Payment (proposed to replace DLA) a further cut of 20% has already been factored in before any single assessment would have been carried out. 
13. Yet, at the same time, with regards to social care, there is evidence that central budget cuts do not necessarily have to lead to cuts in frontline support if there is investment in innovation, integration and co-production with disabled and older people 
. 
14. We invite the Committee to note that not only the population will become increasingly older but also that there is a growing group of older people who look after their disabled relatives. As disabled people live longer, and family members of disabled people become older, they may not be able to provide the necessary physical support. However, they are still often expected to carry on their caring activities without any reassurance given by the state. This additional demand may be part-mitigated by people working longer (partly because of rising pension ages), which would lead to higher contributions made through a national fund, National Insurance or tax.
15. A centrally administered fund independent of councils such as the Independent Living Fund (ILF) could be introduced or revamped to meet the greatest needs (eg 24/7 care). This central fund could mitigate the burden on individual councils and disabled and older people, improve equity across local authority boundaries and enhance portability of assessments, care packages and outcomes. In effect, a transparent support continuum could be built which everyone would readily understand, starting with DLA paying for disability-related expenditure (and Attendance Allowance for needs arising from older age), social care and ILF covering the greatest needs.
16. A national framework for charging should be clear about what services would have to be provided free of charge such as reablement. Free respite care should not be limited to residential settings but extend to whatever setting the disabled or older person and their carer may choose. Re-labelling such preventive services to be able to charge for them should be ruled out. The ability for local authorities not to charge for social care should be maintained even if this now only concerns very few local authorities.
17. Such transparency with a national offer would take on board disabled and older people’s significant insights into how a condition or treatment can be managed as part of their lives. It would also activate support networks, peer support and help support to become geared around the individual rather than services. Disabled and older people would know in advance that some support will be available to them free of charge, and this would create an incentive to save and build up pensions earlier on in their lives. 
The practical and policy implications of the Government’s commitment to promote personalisation of social care, including personal budgets and direct payments
18. Disabled people are protected by equality and human rights legislation to ensure that they have equal life chances to non-disabled people. Coming older generations will demand much greater levels and more innovative types of support. We strongly believe that disabled and older people should be able to live their lives as they want to instead of their lives being led by what care and support is available. A new social care funding system must support this new legal framework and ensure the delivery of equality and human rights for all disabled and older people.
19. The current social care (funding) system does not deliver equality for disabled and older people and is in desperate need of reform. Although disabled people have driven reforms (for example pioneering the Direct Payments approach), this has not gone far enough.
20. We welcome the take-up targets for both personal budgets and personal health budgets. However, in practice, personalisation is frequently undermined, because many local authorities use the personal budget process to reduce the allocated support hours and/or the cost for each support hour when compared to the former care package. At the same time, those more innovative types of support which disabled and older people want have often not been developed so that they can be left isolated in their homes (or expected to go to bed in late afternoon times). Then there are no clear and consistent arrangements about how the allocated resources could otherwise be spent to meet the agreed outcomes stated in the support plan.

21. NCIL has established a programme on user-driven commissioning which – as the first stepping stone – supports individual personal budget holders to come together in groups and pool their budgets to achieve economies of scale and/or access activities and support which would have previously been inaccessible to them. Such collective experiences of involvement have multiple knock-on effects such as enhanced peer support and improved quality and continuity of care pathways as well as health outcomes. NCIL approaches commissioners and user groups up and down the country to engage with this programme in order to create win-win solutions across social care and health.

The barriers faced by recipients of social care when they wish to relocate to another area, particularly with regard to the portability of assessments

22. Currently, the fear of the outcome and the wait and the possibility of losing support following the final re-assessment (as councils will interpret the criteria differently and meet different levels of care) inhibits many and older disabled people from moving. This denies education, employment, personal and other opportunities which are open to non-disabled people, not least support arrangements closer to where family and friends live.
23. A national assessment framework across local authorities would help to iron out some inconsistencies between areas but does not guarantee a seamless transition. Local authorities are already under a duty to cooperate but frequently pass the ‘burden’ back and forth to the other council in order to cut back on or at least delay sometimes significant expenditure. At least, portable assessments would reassure the individual that his/her needs are equally valid in the new place. However, this still does not mitigate the fear that the new place may provide a much reduced care package.

24. This would be ensured by portability of care packages (and ultimately of care outcomes) which is addressed by Baroness Campbell of Surbiton’s Private Member Social Care and Portability Bill.
25. During the passage of both the Health and Social Care Act 2008 and the Personal Care at Home Act 2010, the previous government accepted that implementing portability would be cost neutral. With the portability of care packages, the cost for local authorities would be reduced as reassessments would become redundant or build on previous assessments. Only in a few instances would the move itself make a re-assessment necessary.
Economic regulation of the social care system including a proportionate failure regime that can mitigate against the failure of social care providers
26. We call for greater investment in the development of a more diversified social care market with more micro providers including some social enterprises run as user-led or mutuals or co-led (jointly with staff). This would reduce dependencies on large providers who largely institutionalise people and compete on price rather than quality. But it requires more willingness to extend the pooling of personal budgets and break down existing care and support pathways into smaller parcels which could then be commissioned separately for defined local areas. Alternatively, larger providers could be required to sub-contract discreet parts such as peer support to reduce premature referrals into acute care for example.

27. Some of the aspects of how a more level playing field between micro providers and user-led mutuals on the one hand and large block contractors could be achieved are addressed by Chris White’s Private Member’s Public Services (Social Enterprise and Social Value) Bill. 
28. As the very minimum, the focus of social care providers on people who use their services must be strengthened. For example, routinely collected user-reported experience and outcome data would flag up early warning signs of economic and other failures in social care provision.

The practical and policy implications of the Government’s stated commitment to promote integration between health and social care services
29. Inefficiency and waste shape the current system of social care as in any system that is capacity-driven rather than demand-led. For instance, disabled people have to undergo many assessments – all pulling out the same information which could have been shared in a more efficient way with a minimum of distress and interruption to the individual. Reducing, even by a small percentage, the amount currently spent on assessment would deliver financial savings that could then be reinvested.
30. There are clear benefits to be gained from investing in care and support to help people stay at home who would otherwise be forced to go into acute hospital or residential care. For example, the ODI highlighted that support delivered to a person at home can prevent hospitalisation, the need for (expensive) residential care and deliver a better outcome:
‘Adaptations give support to carers. By preventing back injuries and reducing stress, they lessen the costs to the health service. Carers in turn, if they are well supported, will save [councils] the costs of residential care... [and one]…social services authority, by spending £37,000 on equipment, was able to achieve savings of £4,900 per week in respect of residential care for ten people.’
  

31. Conversely, many disabled and older people can for weeks not be discharged from costly acute care simply because the NHS has not sustained sufficient community support or failed to develop joint arrangements with social care commissioners. Reablement has been introduced as a universal service to help people who have lost abilities following an illness, disability or accident for up to six weeks to become more independent at home following a period in NHS or residential care. Supporting independence will mean the person will not require, or will require a lower level of, care and support services.
32. There is still a dearth of corresponding cost-benefit analyses spanning investments and achieved outcomes across social care and health. This is because unit costs are often not identified and shared, eg to protect commercial confidence.
33. The Right to Control trailblazers
 launched in 2010 provide a useful model for piloting and evaluating improvements in integration and funding.

34. We strongly emphasise the need to give Centres for Independent Living (CILs) and User-Led Organisations (ULOs) and disability charities a central role in piloting and testing out integration. ULOs and CILs already facilitate and support people’s choices across health and social care. In addition, they can provide information on how the new care and support funding system works, its interaction with the NHS. When developing social care needs, there is nothing more effective than hearing from someone who has travelled a similar path in the past. ULOs and CILs can provide peer support in reablement services so that other older and disabled people can contextualise a condition or a treatment within their own life domains, which would prevent falls by older people for example.

Conclusion

35. We are concerned that, in the current tough economic climate, radical reform of the funding system for social care and support will be sidelined or carried out in such a way that does not recognise the disadvantaged position of disabled people. We believe that this would be a missed opportunity. The NHS was born at a time of national resource shortages. In the current situation bold action should be taken to deliver a sustainable national framework and funding system for social care for the future of all. 
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