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Coalition on Charging

Response to ‘Shaping the Future of Care Together’ Department of Health Care Reform Green Paper

November 2009
The Coalition on Charging is a group of national disabled people's, carers' and older people's organisations working together on the issue of charges to use care services. Charges for local authority social services have a significant impact on the day to day lives of the people we represent.
Coalition members that have formally signed-up to this response include: Disability Alliance, Counsel and Care, RNID, RNIB, Alzheimer’s Society,
Age Concern/Help the Aged, National Autistic Society, Leonard Cheshire Disability, Carers UK, Parkinson’s Disease Society, National Centre for Independent Living, Alliance for Inclusive Education, Scope, Spinal Injuries Association and the MS Society. 
We are only responding collectively to ‘Shaping the Future of Care Together’ on the issue of charges to access support. Most Coalition members will respond individually to the Green Paper on the full care reform agenda and individual organisational responses will represent their views on the full Green Paper remit. 
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We attempt to connect our response to the Green Paper questions below but this response should be read in its entirety. 

The Coalition welcomes a fair, simple and affordable care service. We have provided evidence of the current system’s unfairness, complexity and lack of affordability. One of the main issues missing from the proposed approach is the need to address the impact of care service charges on disabled and older people and their families. 
In June 2008 the Coalition published ‘Charging into Poverty?’ which was based on a survey of the experience of disabled and older people and their families paying to use social services across England. 

The main findings from our survey were that:

· Nearly three quarters (72%) of individuals and 81% of organisations believe the Government should consider care service charges for support at home in adult care reform plans.

· 80% of the people who no longer use care services say charges played a part in the decision to end using services. A fifth (22%) of people currently using services suggested they would also stop if charges rise.
· 29% of individuals do not feel their essential expenditure (related to impairment/health condition) is taken into account in financial assessments to pay charges. 
· A third (34%) of individuals have no choice over the services they use. 

The recommendations from ‘Charging into Poverty?’ focused on the need for improvements in four key areas:

1) the impact of care service charges;
2) the assessment of disability related expenditure;

3) local authority process issues; and 

4) the contribution care services could make to national policies on inclusion, wellbeing, equal citizenship and reducing poverty.
A full copy of ‘Charging into Poverty?’ is attached for reference. 

Our findings and recommendations backed up earlier research led by Age Concern
 and further work by Counsel and Care on the issue. Our findings also reaffirm the belief of the Government when it responded (in 2000) to the Royal Commission on Long-Term Care. The Government stated that: 

‘Not only do charging policies vary hugely, but in some councils it is the poorest members of society who are most in need of care who pay the highest charges.’
The Coalition is concerned that the position of many disadvantaged citizens has not improved enough since the introduction of Fairer Charging in 2003 attempted to address the Government’s 2000 statement. 
The findings of ‘Charging into Poverty?’ were recently substantiated further by Leonard Cheshire Disability’s 2009 survey of disabled people
 which revealed that 50% of respondents living in poverty had to pay towards their social care support.

We asked that, in light of our findings and recommendations and their resonance with other evidence, charges for care services be considered during the Government’s national debate on care reform (which ran from May to November 2008) and used to develop the Green Paper.
On 25th November 2008 Lord Ashley of Stoke asked the Government:

‘What is their response to the report of the Coalition on Charging, Charging into Poverty?’

Health Minister Baroness Thornton assured the House of Lords that: 
‘The Green Paper team has a copy of the coalition’s report, which will be taken into account when developing the Green Paper.’
The Green Paper was published in July 2009 and did not mention charges for services. The Coalition is concerned at this lack of recognition of this core issue in providing a new framework which is affordable for people who need care and support and their families. 

We are disappointed that charges do not seem to have been fully considered yet in developing care reform plans. This is despite the fact that the potential funding models not ruled out by Government would introduce significantly more older and disabled people to means-testing. If the Government’s proposed option of compulsory contributions from all people over pensionable age who can afford to pay was to be implemented this would require assessments for every person reaching retirement age. Proposals to ‘integrate disability benefits’ to local authority funding would also move 1.5 million current (and all future would be) Attendance Allowance claimants into means-tested services.

The Department of Health has also failed to suggest interim improvements to address the evidence (from our survey and beyond) while disabled and older people and their families wait for care reform plans to be implemented in the longer term. The Government’s plans will take several years to implement – but an election is due in 2010 and no cross-party consensus has yet emerged on care reform.  

The issue of care service charges must be considered both now and in the development of a wholly new care framework if people are to feel it is ‘fair, simple and affordable’ to meet these Government core objectives, as set out in the Green Paper. 
The Coalition attended a joint meeting with the Disability Benefits Consortium during the Green Paper consultation with the Department of Health, Department for Work and Pensions and the Treasury. Many of our members were present. We were assured at the meeting that the White Paper on care reform – to be published in 2010 – will include Government plans for care service charges. 

We hope that the Government will look to involve the Coalition and its members as the White Paper is developed and welcome the opportunity to help shape plans.

As the Government prepares the White Paper for publication we hope to see:

· How the Government review of care service charges has influenced care reform. The review began after the Green Paper launch in 2009. We believe the review should account for disabled and older people and their families’ costs of living across the country. The review should also be used, alongside broader care reform plans, to ensure that a more accurate assessment of costs of living is reflected in the amount of basic income people are left with after charges. 

· A new, national agreement on Disability Related Expenditure to ensure people’s genuine and essential costs of living are reflected in assessments of income and outgoings by all local authorities. 
· The Government’s position on concerns expressed by many older and disabled people about the age discrimination apparent in earnings being disregarded but occupational pensions (deferred earnings) being taken into account as income in leveling charges for care services. We believe the White Paper should allow higher disregards of occupational pensions than are presently permitted.  
· How the new National Care Service will be supported through guidance on effective and transparent financial assessments; and how the Department of Health and Care Quality Commission will ensure that local authorities increase accountability in changes to charges – an area of particular concern for many older and disabled people, and the subject of an important legal decision in 2009
.
· How the new care and support system will be underpinned by equality and human rights and how the Department of Health, the Equality and Human Rights Commission and the Care Quality Commission will ensure local authorities undertake comprehensive equality impact assessments on current and future charging policies. 
The Coalition believes that a national assessment for care should be complemented by a clear national financial assessment process that all local authorities should use. This national assessment should fully measure Disability Related Expenditure and must ensure disabled people, older people and their families do not live in poverty through the levying of care charges.


The Coalition supports joined up services, choice for service users and their families and quality support. 
We believe that charges generate costs for other public services – especially the NHS. People stop or reduce the support they use due to charges being levied or raised. Our survey and other evidence demonstrates this very clearly. 

This does not mean care needs fall – but they are ignored until crisis point for disabled and older people – or for their broader families and carers. 

The costs – to taxpayers – of our current inadequate care service are becoming apparent through older and disabled people accessing care and NHS support late with high needs; carers leaving work to support older relatives which diminishes the working age population – and returns to HMT; and carers also developing care-related health needs and also requiring NHS or other public service support. 

We believe a more joined-up system would also have the same delivery mechanism. The NHS is free at the point of delivery. We believe charges create a barrier to a joined up system. 

In terms of choice and quality, Coalition members believe that nationally administered and non means-tested disability benefits provide an invaluable support mechanism for many older and disabled people. Attendance Allowance and DLA for people over the age of 65 provide budgets to help meet the extra costs of living and are able to be used as claimants require to meet their needs. Some of our members have described these benefits in particular as providing the ‘ultimate’ personal or individual budget. 
The Government, through initiatives like ‘Putting People First’ and the Independent Living Strategy is attempting to ensure more disabled people are given greater control of their lives – including through managing public resources to meet needs. But the Institute for Social and Economic Research concluded in 2008 that:

‘A transfer of funds from social security to local authority budgets could work against the trend towards greater flexibility and independence.’

When we asked disabled and older people and their families in 2008 how to improve the care system the overwhelming topic suggested for changes to the system by individuals was disregarding Attendance Allowance/Disability Living Allowance as income in assessments for charges.
We do not support the ‘integration’ of AA/DLA for people over the age of 65 with local authority care service funding which could mean many more older and disabled people losing access to this funding support which helps tackle poverty and meet their higher costs of living as a result of impairment/ill health. 
There is strong universal agreement that disabled people have higher costs of living. This includes international research for the DWP in 2008
 which concluded that:

‘There is little disagreement with the idea that disability imposes extra costs on individuals and their households, above and beyond the often negative effect on the individual’s earnings.’
The Coalition believes, if the Government pursues a policy of integrating disability benefits with councils’ care service funding, it must provide an analysis of:

· how many disabled and older people could lose out in the longer-term (i.e. after any benefit is integrated) – but also under any ‘equivalent level of support’ that was not explained in any detail in the Green Paper;

· by how much people could lose out; 

· where people will be able to receive financial support to meet higher costs of living if benefits are merged into purely care service funding; and

· how council administered support will be altered to ensure disabled people can still choose who provides their support and that families receiving benefits directly from disabled people are not penalised under care service rules which prevent payments to family members or other people living in the household. 

We are very concerned that removing disability benefits could end people’s access to support – and will put many more disabled people at risk of living in poverty; 40% of all AA and DLA care component recipients would live below the DWP poverty threshold if disability benefits were removed according to the Institute for Social and Economic Research
.

In developing ‘Charging into Poverty?’ in 2008 the Coalition also asked individuals and organisations whether they believed care reform should consider ending care service charges. Large majorities favoured the Government considering ending charges: 59% of individuals favoured the Government considering ending charges (19% did not); and organisations favoured the Government considering ending charges by 77% to 7%.
The Government has dismissed a free National Care Service on the grounds that our demographics are changing too fast and it was ‘unfair’ to raise tax for working age adults in England. However, the Government has not provided the background figures or evidence on how much a free care service might cost. It should also be noted that the Coalition has not suggested necessarily raising taxes to pay for care services; the full range of current expenditure could be better managed and differently prioritised. We believe that there are considerable savings to the Government if a preventative model of care is adopted in England – including from ensuring people do not experience ill health (and generate NHS costs) due to inadequate care and support, and from supporting carers to maintain work and health for example.

Since the Green Paper was published in July the Prime Minister has also pledged
 to provide free care to all people with ‘critical’ care needs. We welcome the provision of free personal care. The Coalition is concerned that a free system for some service users but not others could develop into a bureaucratic nightmare – and, with the retention of local flexibility and needs assessment ‘lotteries’
, we are concerned at how fairly this distinction might be implemented by local authorities. The funding of free care from national Government might mean that councils more readily assess people as having critical care needs, though if the total budget for meeting critical needs is capped this may mean people receive less resources than necessary or the Government experiences higher demands for a more appropriate budget than has currently been allotted
. 

Furthermore, if part of the cost of the new concession for free personal care for people with critical needs falls on local authorities, they may have an incentive to assess people’s needs as being in categories where they can charge – i.e. a lower FACS band – or prioritise residential care. The Coalition believes that monitoring the impact of the new policy, which the Department of Health believes will be operational from October 2010, will be essential to ensure it is as beneficial as the Government intends and does not introduce perverse incentives in local implementation. 

The Coalition prefers a more standardised care framework and believes only through national policy implemented evenly across all England local authorities will disabled and older people and their families believe a system is fair. This does not mean we dismiss the need for some local flexibilities (in terms of PA hourly rates or to reflect local travel costs for instance). However, we believe that local differences should be monitored more closely – perhaps by the Care Quality Commission – and that SCIE should develop better practice for councils in establishing what is required in terms of local flexibility whilst retaining genuine national minimum standards. 
Whichever funding model is adopted, the Coalition believes that – assuming charges remain – the point at which they are levied needs raising. We believe care service charges would not impact as significantly or as negatively on disabled and older people and their families if the capital threshold was higher before people were liable to pay charges. We support a higher threshold before people are ‘denied’ access to local authority support – as is currently occurring through council assessment procedures which are shifting to focus on capital instead of care needs. The Joseph Rowntree Foundation has suggested doubling the current capital threshold
 which is estimated at costing £250-300 million per year.
The Coalition also believes that – particularly in order to deliver fairness across the UK – the minimum level of money people should be able to keep after councils levy charges in England should be raised to a higher level. 

The current guidance for Wales is more generous than England and allows individuals to retain 35% above income support or pension credit levels – and councils must ensure that all service users have a disability expenditure disregard of 10% of the ‘basic’ level of income support and appropriate guarantee pension credit level. If service users believe they have expenditure above this amount they can apply for a further disregard based on their individual expenditure
. The Wales Assembly is also looking to disregard more benefits (i.e. prevent them from being considered as income) and cap homecare charges at a maximum of £50 per week
. 
We believe the Wales levels should be delivered to England social service users as a minimum. This would help tackle poverty and deliver a National Care Service in England that is perceived as fairer, simpler and more affordable by Coalition members, but more importantly by disabled people, older people and their families who need care and support. 

Further information/contact:

For further information or with questions on the Coalition and this response please contact Neil Coyle, Director of Policy, Disability Alliance on: 020 7247 8776 or at: ncoyle@disabilityalliance.org 
Consultation Question


1. We want to build a National Care Service that is fair, simple and affordable. We think that in this new system there are six things that you should be able to expect:





prevention services


national assessment


a joined-up service


information and advice


personalised care and support


fair funding.





Is there anything missing from this approach?


How should this work?





Consultation question 


2. We think that, in order to make the National Care Service work, we will need services that are joined up, give you choice around what kind of care and support you get, and are high quality. 





a) Do you agree? 


b) What would this look like in practice? 


c) What are the barriers to making this happen?
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Consultation question 


3. The Government is suggesting three ways in which the National Care Service could be funded in the future: 





Partnership – People will be supported by the Government for around a quarter to a third of the cost of their care and support, or more if they have a low income. 


Insurance – As well as providing a quarter to a third of the cost of people’s care and support, the Government would also make it easier for people to take out insurance to cover their remaining costs. 


Comprehensive – Everyone gets care free when they need it in return for paying a contribution into a state insurance scheme, if they can afford it, whether or not they need care and support. 





a) Which of these options do you prefer, and why? 


b) Should local government say how much money people get depending on the situation in their area, or should national government decide?








� Age Concern ‘Fair Enough?’ 2004. Counsel and Care ‘Care Contradictions’ 2006 and 2008. 


� Leonard Cheshire Disability, ‘Disability Review’ 2009. 


� B v Cornwall County Council, 2009, which focused on the need to genuinely engage service users and their families in charging policy decisions and on what constituted legitimate Disability Related Expenditure.


� ISER, ‘Disability benefits and paying for care’ 2008.


� DWP Research Report 542 ‘Review of international evidence on the cost of disability’ 2008. See also Joseph Rowntree Foundation ‘Disabled people’s costs of living: more than you would think’ 2004. 


� ISER, ‘Disability benefits and paying for care’ 2008.


� At Labour Party Conference 2009.


� For examples of how assessments of needs differ even within local authority areas (i.e. not just subject to differing local access criteria) see ‘Cutting the cake fairly’, CSCI 2008.


� DH have suggested a starting figure for implementing free critical care of £350 million rising to £670 million by the end of the first year of the policy. 


� Joseph Rowntree Foundation ‘Paying for long-term care: Moving forward’ 2006.


� NAFWC 11/07 annex A and para 11.


� See �HYPERLINK http://www.assemblywales.org/bus-home/bus-committees/bus-committees-third1/bus-committees-third-fin-home/bus-committees-third-fin-agendas.htm?act=dis&id=145065 ��http://www.assemblywales.org/bus-home/bus-committees/bus-committees-third1/bus-committees-third-fin-home/bus-committees-third-fin-agendas.htm?act=dis&id=145065� 
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