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1
The National Centre for Independent Living

1.1 NCIL was established to campaign for Direct Payments and was instrumental to the delivery and implementation of the Community Care (Direct Payments) Act 1996. 
1.2 NCIL is a support, advice and consultancy organisation that seeks the means for disabled people to exercise control over the support required to live as independently as other citizens. NCIL campaigns for care service improvements to support our objective of equal citizenship.
1.3 NCIL is an umbrella organisation for local Centres for Independent Living (CILs). CILs are run by disabled people and support people needing care and support. 
2 Summary

2.1 NCIL believes that current social services are failing disabled people, older people, their families
 who, as informal carers, are required to plug the ‘care gap’. We believe the current framework also undermines national objectives to ensure citizens are equally able to participate in education, work and in families. 

2.2 The national debate about the future of care is a central, mainstream concern; the question of ‘who cares?’ affects us all. Modern care and support services are essential to delivering equal citizenship, a productive economy, and the society and communities we all need. The debate on adult social care reform plans in England is crucial not only to individual people who need support but to every citizen. 

2.3 Disabled people and their families are still restricted from participating fully by traditional models of social services. Traditional services prevent independence, choice and control and are increasingly proving less cost-effective, making them unsustainable. Changing demographics provide further impetus for reform, with rising expectations from increasing numbers of older and disabled people of the type, quality and availability of care and support. 

2.4 It has already been evidenced that over £2 billion is required to meet the existing needs of older people in the current service model. In order to deliver a more ambitious care and support framework able to support citizens to participate and contribute further to society and communities will require more significant levels of investment. 

2.5 NCIL has identified the four areas that we think are central to delivering a new care and support framework fit for the 21st century – and able to meet the Government’s vision for reform. Our four objectives for a new care framework are that it must:

· be underpinned by equality and human rights; 
· deliver an outcomes approach to services; 
· provide universal entitlements to support; and 
· include investment to transform services and ensure success.
3 Introduction

3.1 NCIL welcomes the national debate on care and support reform and appreciates the extensive consultation and effort of the Government to engage stakeholders in designing a new care and support framework. This opportunity to input into the shaping of a green paper reflects the deliberative approach of Government and NCIL is hopeful that our opinions – and those of other stakeholders – will be reflected in the green paper when it is published.
3.2 NCIL acknowledges that much of the care reform debate to date has focused primarily on older people. NCIL represents all disabled people, irrespective of age. Due to the high needs required to access care services NCIL also believes that most people using adult care services in England are likely to meet the Disability Discrimination Act definition of a ‘disabled person’. NCIL believes that an effective care and support system should facilitate the needs and opportunities of all people requiring care and support and their families/carers, irrespective of age.

3.3 NCIL provides below: information on how we formed our response; information from the Government’s stated vision and principles for reform; the national debate questions in full; our answers to the questions – including our analysis of existing care and support failings and their impact and the stronger role a new care and support framework could play in meeting cross-Government objectives.  

4 How NCIL formed our response

4.1 NCIL was established to campaign for and implement Direct Payments. We have always worked closely on ‘social care’ and associated issues. We are user-led disabled people’s organisation and a national umbrella organisation for Centres for Independent Living (CILs) – which are run by disabled people and support people using care services directly at local level. We run a Helpline and are aware of issues raised by local individuals and organisations trying to access care and support. 

4.2 We also facilitate two national coalitions relevant to care and support reform: the ‘Our Lives, Our Choices’ campaign for the Independent Living Bill and the ‘Coalition on Charging’ which works to highlight and reform unfair charges to use care and support services. Our previous work, co-operation with other national stakeholders (including age, disability and carers’ organisations) and connectivity with the issues involved has helped inform our position. 

4.3 We ran specific events to inform our response to the national debate, including for our Board of Trustees – many of whom are Chief Executives of CILs, but also include a Commissioner and a Disability Committee member of the Equality and Human Rights Commission and all have direct experience of support services.

4.4 We also dedicated the 2008 NCIL annual national conference to the debate in October. Speakers included Craig Muir, Director of Social Care Policy and Innovation at the Department of Health (deputising for the Care Service Minister), Dame Denise Platt, Chair of the Commission for Social Care Inspection, and Chief Executives of CILs. 
4.5 We published a special edition of our newsletter ‘Independently’ on the national debate and sought our members’ input and support through direct emailing and online engagement to help reach our position. 

4.6 We targeted the facilitators of CILS consultation/engagement/ involvement groups to seek and reflect the opinions and comments of their local memberships to inform our response. And we encouraged our members to respond directly to the national debate and participate in the regional public forums. Some CILs are responding formally to the national debate.
4.7 NCIL would like to formally thank all our members, partners and everyone who has helped shape our response. 

5 Government vision and principles for care reform 

5.1
The Government plans to publish a full green paper for formal consultation on reform in Spring 2009 but has already stated much of what it views a new care and support framework should achieve and the principles behind the vision. For example, the Prime Minister has described care and support as being ‘about the activities, services and relationships that help people remain independent, active and healthy’.
5.2
NCIL welcomes this approach to reform which enables us to describe how our own response to the national debate supports the Government vision, principles and wider agenda. We believe that a strong and effective care and support framework could complement efforts to tackle poverty, to support more disabled people and carers to work, the personalisation agenda, early-intervention and proactive NHS support for good health management, and to promote equality and human rights.

5.3
The Government has said that its vision for a new care and support system is that it should enable people to:

· participate in and contribute to society (eg to work, gain an education, or care for their family);

· stay well or get back to full health quickly after accidents or surgery (eg through accessing advice on diet or being taught to walk again after an accident);

· undertake practical tasks (eg to go shopping, work in the garden or do the cooking); 

· undertake personal care (eg get out of bed and wash and dress themselves); and

· be safe at home (eg move around safely and be safe from abuse or neglect). 
5.4
NCIL supports this view of what services should be designed to help citizens achieve. We support an ‘outcomes’ approach to care and support services, based on what individuals requiring support want to achieve.  

5.5
The Government has also outlined three principles for a new care and support system; the new framework must:

· Promote independence, choice and control for everyone who uses care and support services;

· Ensure that everyone can receive the high-quality care and support they need, and that everyone gets some support from the Government, but that funding is targeted at those most in need; and

· The system must be affordable for government, individuals and families in the long term.
5.6
NCIL supports this vision for what care and support should help all citizens needing support to achieve. 

5.7
We believe our response would support delivery of the Government’s vision and principles and we will be reviewing the green paper when published to ensure it contains the elements required to deliver the Government’s vision and principles. 

6 ‘National debate’ questions
6.1
A national debate on the future of Care and Support was announced by the Prime Minister in May 2008. 

6.2
The Government has said the national debate is aimed at finding an affordable, fair and sustainable way of delivering and funding a first-class care and support system in the future. 

6.3
The Government set the following three questions to frame the debate and help deliver its vision and principles for reform: 

· What more is needed to deliver independence, choice and control? 

· What should the balance of responsibility be between the family, the individual and the Government?

· Should the system be the same for everybody or should the Government consider varying the ways funding is allocated according to certain principles?
· One system for all or different systems depending on the type of care required?

· Which is more important: local flexibility or national consistency?

· What should the balance be between targeting government resources at those who are least able to pay and having a system that supports people who plan and save?

6.4 We have linked our response to the questions set out by Government, but our response should be read in its entirety as some issues will be relevant to more than one of the three questions. We also answer the questions using the four objectives we have identified which we believe will deliver the Government’s vision and principles; that a new framework must:

· be underpinned by equality and human rights; 
· deliver an outcomes approach to services; 
· provide universal entitlements to support; and 
· include investment to transform services and ensure success.
7 NCIL responses to national debate questions

7.1 What more is needed to deliver independence, choice and control?
7.1.1 NCIL believes that placing equal citizenship and human rights at the heart of a new framework is required to promote independence, choice and control for people needing support and their families. We also believe that an outcomes approach to service provision, universal entitlements to support and increased investment are crucial to delivering independence, choice and control. 
7.2 Current situation: Adult services currently undermine independence, choice and control as:  
· Access to the care and support required to retain independence, be in control and exercise choice is severely restricted
;

· Systems/processes (such as organisational boundaries and divided responsibilities between care services and the NHS for instance) come before people’s needs/responsibilities;

· No value is attached to services and no positive role established for how care and support for citizens can facilitate greater participation and economic involvement or help avoid benefit dependency for example; 

· No positive role is established for how care and support can help citizens maintain good health and prevent hospitalisation and avoid poorer health outcomes developing; 

· Services are a ‘gift’ from local authorities and not an entitlement;

· Support that is offered is too limited, denying the choice and flexibility families require – and resulting in family division and institutionalisation for some people (see 8.4.4);

· Support is not focused on meeting the outcomes sought by citizens (eg increased economic participation). Nor is support focused on enabling people to meet the increasing requirements of Government (eg to attend school till 18 years of age); and

· Local authorities do not fully consider equality and human rights legal obligations when altering care policies/practice.
7.3 Equality and human rights: NCIL supports the placing of promoting equality and human rights at the heart of a new care and support framework. We examine current challenges and what our aim would achieve later (see 8.3-8.7 and 8.9.17 in particular). 

7.4 Outcomes: NCIL supports an outcomes approach to adult social services. A similar system (‘Every Child Matters’) has already been successfully introduced to children’s support services. We believe an outcomes approach offers the greatest opportunity for people needing support services to be independent, to exercise significant levels of choice and to be in control.

7.4.1 The 2005 ‘Independence, Well-being and Choice’ social care green paper revealed strong public support for the following proposed outcomes for adult social services:

· improved health and emotional well-being;

· improved quality of life;

· making a positive contribution;

· choice and control;

· freedom from discrimination;

· economic well-being; and
· personal dignity. 
7.4.2 NCIL supports these proposed outcomes. We believe they might usefully more explicitly link to equality and human rights through one outcome focusing on: respect and promotion of equality and human rights. This would cover two of the 2005 proposed outcomes: freedom from discrimination and the promotion of personal dignity.  
7.4.3
NCIL believes an outcomes approach based on those set out in the 2005 green paper would assist support services in reflecting modern needs and delivering a greater focus on people’s independence, choice and control. 
7.4.4
We believe the overarching outcomes local authorities should support citizens to achieve should be set at national level. ‘Economic well-being’ must, for instance, be set at the national level to ensure local service practice does not result in disincentives to work or save, nor contribute to the poverty of disabled people. Currently local budget responsibilities result in little or no consideration of these issues, which have an impact on national needs for support to citizens (in benefits for example).  Economic well-being being set at national level should reflect local disparities in Personal Assistant salaries and transport costs.
7.4.5
At a local level, the overarching outcomes could be viewed in partnership between disabled people and local authorities and the best means established (eg individual budgets) to achieve desired outcomes. 
7.5
Inspecting outcomes: Outcomes should form the basis of service inspections. The health and social care regulator (the CQC) should inspect services to assess whether outcomes are met – both broadly as a set of aims across England, but also as the individual aspirations of people needing support (eg through local studies). This could include assessing: 
· how outcomes are agreed with disabled people; 
· the views of people needing services; and 

· how local needs are identified and prioritised, for example how Joint Strategic Needs Assessments are undertaken and how Local Involvement Networks work and are involved. 

7.5.1
The CQC should also promote good practice and support under-achieving local authorities to improve performance. 

7.5.2
NCIL supports a greater role for the care service inspectorate assessment of care service commissioner/provider meeting of equality and human rights obligations in their work. We are aware that the Disability Rights Commission began work with the Healthcare Commission on this issue and that the Equality and Human Rights Commission is proposing a duty be placed on the CQC to inspect delivery of equality and human rights obligations in care services through single equality legislation. NCIL support this approach and recommended a similar approach in the ‘Charging into Poverty?’ report we produced for the Coalition on Charging in June 2008, supported by 18 national stakeholder organisations in 2008. 

7.5.3
In ‘Charging into Poverty?’ we also recommend stronger guidance from the Department of Health on how to fully include equality and human rights issues within impact assessments of care services at local level – including in designing, altering or removing care packages from individual citizens. DH could provide guidance in partnership with the DCLG, the LGA, the IDeA, ADASS, and the EHRC through the green paper process or independently from it in light of legal action highlighting local authority failures in this area
. 
7.6
Personalised support: NCIL has supported the efforts of ‘Putting People First’ and actions led by central Government to deliver more personalised support packages, including through Direct Payments and Individual Budgets. The CSCI has reported (2007) that Direct Payments produce greater user-satisfaction at lower costs than traditional models of support (residential care for instance). 

7.6.1 Placing control of support in the hands of disabled people or their selected representatives is a useful means of transforming the culture of care services from ‘gift’ to entitlement and from delivering ‘processes’ within local authorities to securing outcomes by and for individuals and their families. However, the most personal forms of support only account for 2% of adult social service expenditure (CSCI, 2008). NCIL supports the delivery of the social care ‘cultural revolution’ towards personalised services and looks forward to its rapid progression which we believe would be enhanced through an outcomes approach to services and legislation – including a potential Care and Support Reform Bill and/or the Disabled Persons’ (Independent Living) Bill (see 8.9.7). 

7.6.2 Initiatives like Individual Budgets deliver more genuinely personalised and flexible systems. However, within the new care framework, there need to be safeguards to ensure: 

· support (such as advocacy) is available to assist disabled people and their families in requesting a care package/managing a Budget; 
· support (including CILs, see below) is available locally to meet demand – which may require market-stimulation by local authorities; and
· budgets match inflation (for products and Personal Assistants’ salaries for instance).
7.6.3 Overall, the more personalised a service, tailored to individuals (and their families) the more likely it is to promote equality and human rights and deliver independence, choice and control.

7.6.4 NCIL represents local CILs. The Department of Health and ODPM (now DCLG) were committed
 to establishing a user-led organisation in each locality modelled on CILs by 2010. CILs assist disabled people and their families in exercising greater independence, choice and control over the support they receive – including managing Direct Payments and employing Personal Assistants. CILs can support rollout of the personalisation agenda and NCIL welcomes the Department of Health’s continuing work on delivering this commitment but believes it needs to be given higher priority both now and in the context of the green paper and further reform to support delivery of improvements to care and support services. 

7.6.5 We believe the role peer support and user-led organisations like CILs will be expected to deliver in reform should be highlighted in the green paper. 

7.7 Universal entitlements to support: NCIL believes that only a universal entitlements approach to support can deliver independence, choice and control. 

7.7.1
Disparities (both within and between local authorities) in the forms of support available can prevent people exercising independence, choice and control. The most personalised forms of support – which provide the most independent, choice-enhancing packages putting people in control – account for just 2% of adult service expenditure. 

7.7.2
Ensuring that universal access to Direct Payments and Individual Budgets (and the support to use them effectively) is essential and should be emphasised throughout the reform process. 

7.7.3
Ensuring there are no obstacles preventing citizens moving between local authorities for education, work or other opportunities will enhance independence, choice and control. Currently, differing access criteria, support packages and bureaucratic barriers mean people face insurmountable pressures when trying to move. We discuss universal entitlements in more detail below (see 8.9).
7.8 Investment: We believe significant investment is required to make independence, choice and control, a reality for all people needing support and their families. We explore the issue of investment in more detail later (see 9.5-9.10.2). 
8 What should the balance of responsibility be between the individual, the family and the Government?
8.1
Current situation: NCIL believes it is right to ask how we can better balance responsibilities as the existing care and support system fails individuals, families and the Government. More citizens are requiring support as society ages and more people experience impairments and long-term health conditions. Yet our social care system is in retreat.

8.1.1 Over the last decade there has been a reduction of 121,000 people receiving homecare services (CSCI, 2008). 

8.1.2 But demand for homecare has risen from increasing older and disabled people with support needs and rising public expectations that support will be available in people’s own homes
. And people who no longer receive homecare’s needs have not disappeared. 

8.1.3 Ever greater numbers of unpaid family members, disproportionately women, are filling the care gap. Carers UK predict a 50% rise in the number of informal carers over the next 25 years (to 9 million). And there are already 6 million carers in the UK (ONS, 2001); 1.25 million provide over 50 hours support per week. 
8.1.4 Almost 5,500 children between 5-7 years of age provide support. Nearly 800 of this age group provide 50 or more hours support every week. 
8.1.5 The current balance of responsibility in social care policy is socially and economically unsustainable. 
8.1.6 We cannot afford the impact on disabled people, gender equality and women's aspirations. We cannot afford the impact on children's life chances of having to support their parents. We cannot afford the impact of working age adults leaving work to support older parents. We cannot afford the culture of benefit dependency the current system sustains. 

8.1.7 Nor can we afford the overall negative impact on workforce availability and economic growth. The Economic and Social Research Council reported in 2006 that the number of ‘dependent persons’ will rise to 70 dependents per 100 non-dependents by 2031. There will be a lower proportion of school leavers filling employment vacancies, and making tax and National Insurance contributions. Older workers must be sustained in the workforce. But family and caring responsibilities account for 26% of inactivity in the UK working age population compared with 19% in Germany and 18% in the Netherlands (TUC, 2004). And a third of carers have never been in paid employment and 20% have declined work opportunities because they are made responsible for providing care and support (BMRB for the EOC, 2004). 

8.1.8 The Government should ensure any new framework does not undermine delivery of core policies including welfare reform and supporting disabled people and carers into and to retain work, tackling poverty, promoting early intervention, good health management and reducing crisis-dependency in the NHS, delivering equal citizenship, tackling inequality and promoting human rights. 

8.1.9 To do this the new framework must redress the current imbalance in responsibilities for how citizens’ care and support needs are met. 
8.2 An equality and human rights approach to balancing responsibilities: Modern family responsibilities and increasing requirements to ‘learn or earn’ make the need to understand the more positive role care and support services can provide in assisting citizens to meet obligations all the more vital. We believe this needs greater analysis in developing the green paper on care reform (see 9.9.11 for instance).

8.2.1
The state demands more responsibility from individuals in terms of work (longer into life and limitations on benefits linked to job seeking), education (to 18), and pension building (opt-out not in) than ever before. However, the limited support available has meant that the number of informal carers has grown to 6 million and is expected to increase further creating a barrier to some responsibilities including work and education.

8.2.2
We believe that viewing a new care and support service as part of supporting all citizens to participate, contribute and achieve equal citizenship is essential for a new framework to elicit stronger public support and funding.

8.2.3
We also believe the new framework’s approach requires a stronger understanding of equality and human rights to ensure that disability, age and gender equality and human rights in particular are not routinely undermined by care services as is currently the case.

8.3 The challenge to getting the balance of responsibilities right: The current system fosters inequality and undermines human rights. The examples below are split into the ‘equalities’ categories of age, gender and disability discrimination to demonstrate the current framework’s failures and what this means for real people in practice, including human rights examples. NCIL provide this information on current failings to ‘ground’ the abstract notions of equality and human rights and why they are important to be emphasised within any new framework.   

8.4 Age discrimination: Age discrimination prevails in social care. This is most obvious in funding packages, how to access them and proscribed age ranges to qualify for support (eg the Independent Living Fund).  

8.4.1 Age Concern have reported that social service expenditure per person demonstrates age discrimination as it is lower than per person expenditure on other adult groups.  

8.4.2 Exempting earned income from consideration in charges for using care services but including pensions (which are deferred earnings) is evidence of overt discrimination and acts as a disincentive to save.  

8.4.3
Even in accessing support people are immediately ‘banded’ into groups. For ‘working age’ adults this includes people with mental health problems and people with learning disabilities. However, there is only one group for people 65 years of age or older. This prevents the promotion of age equality and the provision of evidence/data on people using services as there is no breakdown within the 65+ age group. 

8.4.4
Older people also seem more likely to be offered fewer options for support, as demonstrated in take-up of Direct Payments and higher incidence of residential care. High profile cases, such as the Driscoll family in Gloucestershire, have demonstrated the inability of local authorities to understand older people’s human right to family life when dividing a couple into different care homes (or one partner into a care home). The Driscoll couple in Gloucestershire, the Watts in Oxfordshire and the Bashfords in Hampshire are all cases regarding older couples separated to go into care homes and have attracted considerable media attention. 

8.4.5
The Government has announced
 that care reform will include a new service to provide information on housing, care and financial issues for older people. This service will be very useful but we believe that information is vital for all adults needing support, irrespective of age. Many older people do not always identify with services designed solely for people of 65 years and over. One, holistic service for adults may assist take-up. It might also make better use of resources, especially given the commitment to establish user-led organisations (like CILs) in every locality by 2010 which could support such an information service at local level. NCIL hopes that information on how this new service will operate and network with local information providers will be provided in the green paper.  

8.5 Gender discrimination: Access to social service support is extremely restricted, considerably undermining national government aims for gender equality as 6 million carers (predominantly women) are forced to plug the ‘care gap’ created by diminishing public service support.  

8.5.1
Local authorities’ assessments of people’s needs routinely assume high levels of informal support which results in inequalities for the person needing support and their wider family/friends network – most often female carers.  

8.5.2
One and a quarter million carers provide more than 50 hours support every week – more than the EU work-time directive and an issue ignored by local authorities when meeting obligations to ensure the human rights and equal opportunities are promoted. 

8.5.3
About 11,000 young people (between 4 and 17 years of age) provide more than 50 hours support per week. For children, the results in terms of educational under-achievement and later employment difficulties, benefit dependency and avoidable healthcare needs are costs to both the young person and the overall public purse. As the Government extends the requirement for young people to stay in education till 18 years of age, the new care framework and local authorities must ensure this responsibility is not undermined by caring responsibilities and must reduce the ‘care assumption’ that young people will automatically be able to provide (often substantial) support.  

8.5.4
Inequalities in employment and ill health for carers
 are well evidenced but routinely ignored when authorities assume informal care can be provided to substantial levels by family and friends. 

8.5.5
This promotion of inequality costs the public in terms of taxes to pay for carers’ potentially avoidable benefits and healthcare needs. 

8.6 Disability discrimination: Attitudes to disabled people in care services have traditionally been very restrictive and paternalistic. This is still evident in take-up of Direct Payments where the inability of social services to recognise the ability of people with mental health problems to manage their own care package (with support where necessary) has meant low levels of use of this empowering support.  

8.6.1
Right across people using adult social services the latest figures show that Direct Payments (and the Individual Budget pilots) only account for £2 in every £100 spent – demonstrating the reluctance of providers to trust people to manage their own support systems, despite over a decade of Direct Payment use.  

8.6.2
There is anecdotal evidence of people with mental health problems not being able to access support due to discriminatory attitudes resulting in an inability of local authorities and individual assessors to understand the impact of mental distress on individuals and their families. Child carers providing substantial support to parents with mental health problems due to assessors not realising the level of support required – or being unable to deliver the flexibility in support needed to be effective – results in children as young as 5 years of age being forced to provide over 50 hours of informal care/support every week. 

8.6.3
Parents with learning disabilities have frequently had their human rights undermined in decisions by local authorities to remove their children into social care. 50% of parents with learning difficulties have had their children taken into state care
. A similar situation prevails for parents with mental health problems, as evidenced in the high profile ‘G v Nottingham Council’ case in 2008. The removal of children from parents not only contradicts the parents’ human rights but also the child’s right to family life and the child’s longer term opportunities as the pathways children in state care experience are well evidenced to be significantly below those of other children (in terms of disproportionate representation in prison populations for example). 

8.6.4
Legal cases have demonstrated an inability, ignorance or misunderstanding of local authorities in applying Disability Discrimination Act provisions in social services – including the need to undertake disability equality impact assessments on policy changes as demonstrated in the ‘R v Harrow London Borough Council’ case, 2007. 

8.7 People excluded from social care: Some people are excluded from accessing support services by restricted local authority eligibility criteria and through exclusion by prohibitive care service charges (see 9.9.8-9.9.9). This automatically undermines equality and human rights opportunities.

8.8 Outcomes: Changing demographics mean growing numbers of older and disabled people with support needs. Recognising care and support as an unavoidable part of every citizens’ life and developing a flexible framework reflecting modern needs is essential. NCIL believes this requires an outcomes approach to care services, defined by individuals and their families’ aspirations (within the approach outlined above; see 7.4-7.5).  

8.9 Universal entitlements: NCIL believes that in order to get the balance right between individuals, families and the Government, universal entitlements to support are required. 

8.9.1
A universal entitlements approach would deliver greater consistency across the country, which we believe is important in its own right, but would also attain stronger public support than exists for the current fragmented and unclear system with huge regional variations. 

8.9.2
One significant variation raised a number of times by our members and in previous research that causes great concern to individuals and families is in charges to receive care support. One individual commented that: 

‘If we are going to have a charging system – should be national – and if we are going to have services free at the point of need, as in some UK countries – that approach should extend to the UK to promote universal approach’. 

8.9.3
Age Concern (2004) evidence suggests the difference between citizens receiving exactly the same package of support but living in different local authorities paying nothing at all or paying £103 per week. This is largely due to assessments of Disability Related Expenditure. NCIL believes that to ensure the right balance between individuals, families and the Government consistency is required on what should be considered income and what services should (or should not) be contributed towards. We examine this further below (9.9.14).
8.9.4
In addressing the balance of responsibility between individuals, families and Government it is important to distinguish between local and national governments (across UK). The care system varies across the UK; ‘personal care’ is free in Scotland (though limited in remit and delivery), and free to people over 75 years of age in Northern Ireland. In Wales the level of income people are legally entitled to after paying contributions for care services is basic income support levels plus 35%, a 10% higher rate than in England. Whilst NCIL recognises the scope of the national debate and does not proscribe what the respective Wales, Scotland and Northern Ireland governments should deliver, the strength of feelings expressed by our members is strongly that the England model must not lag behind and that the new framework must provide clearer rules on what citizens are entitled to across the country. Comparisons will inevitably be made and variations exposed as postcode lotteries when all UK citizens contribute tax to the national (Westminster) Government.

8.9.5
Universal entitlements would reduce difficulties experienced by disabled and older people and their families attempting to move from one local authority to another. Too much local flexibility on what level of support is available in a new framework risks retaining the problems of transferring packages of support. NCIL has campaigned for care packages to be made ‘portable’ from one local authority to another. The Government committed (in the passage of the Health and Social Care Act 2008) to providing specific national attention in the reform process on this issue to ensure a new framework can facilitate portability. We believe this issue will provide a litmus test of whether any new care framework is sustainable or will require further ‘tweaking’ to ensure barriers are tackled to remove the significant obstacles to people wishing to move from local authority to another.
8.9.6
NCIL believes that an outcomes approach to care services and universal entitlements would help deliver the aim of more portable care packages.

8.9.7
The Independent Living Bill – drafted by the DRC and supported by age, carer and disability organisations in the ‘Our Lives, Our Choices’ coalition facilitated by NCIL – has passed its Lords stages twice as a Private Members’ Bill tabled by Lord Ashley of Stoke. The provisions of the Bill would deliver a universal entitlements approach to care services – i.e. moving away from local authorities determining who can access support based on tightening eligibility criteria and moving towards a rights-based approach putting people with needs and their families in control with a responsibility to meet needs placed on authorities. Local statutory bodies would be obliged to work closely together across organisational boundaries (eg NHS, local authority and Jobcentre Plus) to meet citizens’ needs. 

8.9.8
This would represent a similar system to healthcare (presenting needs with a duty on authorities to meet them) and dramatically shift power and control towards users. This approach would empower people to use services, focusing delivery on their needs and achieving outcomes. Levels of entitlements could also be established that are considered appropriate, just as levels exist within healthcare services. 

8.9.9
The issue of national or local responsibility for care and support was raised a considerable number of times in our work and often with very strong opinions. Consistently, our members and contributors have suggested that the local flexibility model has not worked with many people expressing concern that short term political considerations are put before meeting citizens’ needs. We received comments like: “consistency cannot be delivered in a system dependent on the political colour of the council” 

8.9.10
Comments often referred to consistency within as much as between authorities. People also commented on local bureaucracies preventing the delivering of effective support: “processes are put before addressing people’s needs.”

8.9.11
Feelings on the negative desirability of continuing local bureaucratic practices were often supplemented by expressions of a need for greater consistency and clarity in terms of transparent approaches to: 

· assessing needs; 

· assessing finances; 

· assessing essential Disability Related Expenditure;

· how care packages were built; 

· how funds for Direct Payments and Individual Budgets were calculated; 

· how charges were calculated; and 

· appeal decisions. 

8.9.12
Transparency should not be determined at local level and should be subject to universal, national standards.

8.9.13
NCIL believes that universal entitlements are the only means for national Government to ensure its objectives and those of the country as a whole are met. Adult social services currently undermine national policies in a number of areas, including early intervention by health services, tackling poverty, promoting equality and human rights. They also undermine Government ambitions on welfare reform. One contributor to our work suggested that the lack of support available from care services meant that:
‘There is a disjoint [with] national policy on supporting more disabled people into work.’

8.9.14
We hope the proposals for a new care and support framework will reflect greater national, universal ambition for care and support services and help tackle the local restrictions on accessing support and their current negative impact on Government objectives – and individuals’ lives. 

8.9.15
NCIL also believes that workforce training requires action to ensure people needing care and support can access information and receive services in a more standardised system across the country. Wherever people need support, they – and their families – should be able to access appropriate advice and receive services delivered to a similar, appropriate standard. The green paper should provide information on workforce training and development opportunities if reform is to be delivered effectively. 

8.9.16
The social care workforce is underpaid, undervalued and understaffed. The CSCI have reported on the negative effect this has on care service quality
. Reform will necessarily require retraining for many staff. Training and resources must be made available to the care workforce and to service providers, including care home staff and Personal Assistants. 

8.9.17
Training should include promotion of what equality and human rights mean in the context of care and support services. Training should be for all staff responsible for service planning, commissioning, leadership (including councillors with responsibilities and on oversight and scrutiny committees for example), delivery and monitoring (including the Care Quality Commission from 2009, and the Audit Commission).  

8.9.18
Only through awareness of the impact care services have on people’s equality and human rights at all levels, matched with an understanding of existing (and future, eg the proposed single equality bill) legislative requirements of services, will the full workforce be able to routinely reflect/deliver it in their work.

8.9.19
The green paper might usefully promote the positive role user-led organisations like CILs can provide in ensuring the workforce is trained in understanding disability equality, human rights and user-control. 

8.9.20
NCIL is aware that the need for greater universal entitlements has been raised equally strongly within Department of Health events. We hope that the strength of feeling surrounding what the Government believes must be universally available by entitlement and what is deemed flexible for local authorities to permit or withhold is made clear when the green paper proposes a new framework.

8.10
Investment: The national debate on care and support reform ‘balance of responsibilities’ question has largely focused on financing a new framework. NCIL believes significant investment is required to ensure an appropriate balance of responsibility between individuals, families and the Government is achieved through a new care and support framework. We explore the issue of investment in more detail later (see 9.5).
9 Should the system be the same for everyone or should the Government consider varying the ways funding is allocated according to certain principles?
9.1
The Government’s third question to help frame the national debate in full includes the sub-questions:

· One system for all or different systems depending on the type of care required?
· Which is more important: local flexibility or national consistency?
· What should the balance be between targeting government resources at those who are least able to pay and having a system that supports people who plan and save?

9.1.1
The three sub-questions suggest that Government thinking is based on not having one system for everybody. NCIL has answered much of this question above but supplementary information is provided here. 

9.2 An equality and human rights approach: NCIL believes that care and support services should be geared to support all adults irrespective of age, disability, faith or religion, gender, race, or sexuality – i.e. one system for all adults with flexibilities based on individual circumstances and needs. 

9.2.1
We believe that the Government’s principles for reform would best be met within one system for all adults, rather than a two-tier service for adults which splits at 65 years of age and would create a new ‘transition’ barrier. 

9.2.2
The existing transition age from children’s to adults services has proved problematic for many people and demonstrated the clear difference in value attached to adults services, which often have no purpose or ambition associated to their delivery. 

9.2.3
People wishing to retain employment beyond the age of 65 may inherit, through any age breakdown in a new framework, barriers to employment.

9.3 Outcomes: An outcomes approach to a new care and support framework would support delivery of a system geared to providing a single approach for all adults, but able to provide unique packages of support for every citizen. This would help create one system relevant for all adults, but differing for each – complementing the personalisation agenda. 
9.3.1 Outcomes, based on self-determined aspirations would better meet people of all ages’ needs as individuals would naturally reflect their life circumstances. For example, the proposed ‘economic participation’ outcome would shift when individuals retire.

9.4 Universal entitlements: NCIL believes that national consistency is extremely important to overarching care and support services. Local flexibility should be focused on assisting individuals achieve self-defined aspirations from a universal outcomes approach. We consider the issue fully above (see 8.9).
9.5
Investment: NCIL believes that in order to create a sustainable care and support framework able to meet the Government’s vision and principles for reform significant investment is required. 

9.5.1
We recognise the better value for money and higher user-satisfaction potentially securable from within existing care and support resources but believe only significant investment will meet the Government’s vision and principles and provide a new framework fit for the 21st century. 
9.5.2
NCIL believes that, in demonstrating a commitment to meeting the Government’s vision and principles for reform, the Department of Health, Department for Communities and Local Government, Department for Work and Pensions’ Office for Disability Issues and the Equality and Human Rights Commission should conduct a full analysis of how ensuring care and support can contribute to broader Government objectives (including supporting people to seek/stay in work). This analysis should engage and be fully open to stakeholders. This could be undertaken as part of the care reform process and would help directly in social service reform but also in meeting objectives across Government (including welfare reform, early health interventions and tackling poverty for example).

9.6
Costing a care and support framework: NCIL and other organisations representing the core stakeholders of reform (i.e. disabled people, older people and carers needing support) would like a full analysis of care and support services. NCIL does not have the resources to undertake a full cost-benefit analysis of adult social care, the failings of the current system and the potential of a more positive, ambitious new framework. 

9.6.1
The evidence-base used to inform the debate on the national cost – and potential contribution – of social care must be fully inclusive. This means widening the factors taken into consideration to include the costs of a new framework with greater ambition, but also include the costs of failing services in terms of:
· lost tax/National Insurance contributions and increased benefits and state pensions resulting from disabled people leaving or being unable to rejoin the workforce due to current lack of support;
· the lost tax/National Insurance and increased benefits/state pensions of carers leaving or reducing work and being unable to rejoin due to providing informal support to disabled and older people unable to access appropriate support; and

· the higher health costs resulting from disabled people, carers and older people being unable to access support.

9.6.2 We hope that the Government will ensure these factors are analysed and incorporated into green paper analysis. 
9.7 Financing a new care and support framework: Overall, we believe – alongside the full range of stakeholders – that significant investment is required. 
9.7.1 Independent analyses (eg the King’s Fund Wanless Review) have estimated the need for £2-3 billion to deliver services currently required by older people. This does not include services for younger adults. 
9.7.2 In unpublished research Directors of Adult Social Services told the Disability Rights Commission, through Yougov, they believed in order to meet existing requirements they needed about a 10% increase in their budgets
. This is over £2 billion before any additional duties introduced through a new care and support framework. 

9.7.3 We believe that services must be made more available to people requiring support. We support the CSCI FACS review (‘Cutting the cake fairly’ 2008) call for a larger cake – i.e. greater investment from governments in care services – in order to meet existing levels of need. 
9.7.4 The green paper should reflect the views of providers, inspectors and users of care and support services and ensure investment matches existing and new requirements of adult social services.  

9.7.5 NCIL believes that investment to deliver reform must be linked to service improvement and thorough inspection of outcomes by the CQC.

9.8 Interaction between health and social care resources: Most individuals erroneously believe that care services are an extension of health services. When people understand what care and support can mean to them directly and to their families, there is a greater willingness to contribute more – particularly from higher earners – in general taxation. 

9.8.1 NCIL believes that the green paper activities must be used to highlight this imbalance in understanding of what care and support constitutes. This would deliver stronger support for general funding of care and support services through central and local taxation. 

9.8.2 The 2006 health and social care white paper ‘Our Health, Our Care, Our Say’ suggested greater NHS support for ill-health prevention/early intervention measures. Inflexible support – in terms of types of support made available and delays in accessing support – are also evidenced to have net costs. The Audit Commission estimates £130 million could be saved by health services if people with visual impairments (just one group of disabled people) received adequate adaptations to their homes to avoid injury. The DWP Office for Disability Issues ‘Better Outcomes, Lower Costs’ 2007 report also provides good evidence on accessing support at the right time and of the right type. Traditional models of social care have prevented the use of some resources disabled people have known would help manage an impairment and prevent hospitalisation for example; Individual Budgets have allowed users to innovative with positive personal and economic results already being demonstrated.
9.8.3 Encouraging PCTs to support local authorities to meet the needs of older and disabled people can prevent higher health expenditure. OECD countries invest an average of about 5% of healthcare budgets in early intervention. Moving towards this average would allow the Government to meet the aims of care reform and its broader health and wellbeing agenda. Ensuring greater co-operation and coordination of health and social care services would also address public confusion on what constitutes healthcare and what needs local authorities are supposed to support. This would make putting people, rather than processes or systems, first a reality.

9.9 Models of financing care and support: Some models of support have been suggested during the national debate. We explore some here. 

9.9.1 Public insurance is one suggested model of funding. NCIL believes that individuals may be reluctant to have compulsory care contributions alongside compulsory National Insurance and pension contributions. Any opt-in service is likely to result in compulsory options further in the future – as per pensions. It must also be recognised that some citizens will not be able to afford to contribute from non-existent (or too low threshold) earnings due to existing low (or no) salaries. The green paper must make clear that no one will be penalised for non-ability to contribute towards the care and support they require.

9.9.2
Attempts to clarify that people could be expected to contribute through a new insurance mechanism are unlikely to be popular, especially to a general public which believes social care is largely free. Genuine debate may, however, demonstrate a stronger desire for public funds to be better used to cater for people’s needs. 

9.9.3
Equity release is another suggested model of support. Whilst many organisations support equity release, this will not address the needs of people who own no property or other assets. High property values are not always the norm and this option will provide rising and falling funding for care services over time – making it an insecure and perhaps unsustainable option. It may also be the case that families will realise the risk to inheritance and seek alternative means to provide support which would be positive to some extent but may also result in higher numbers of informal carers with the net costs they incur to the UK (in terms of benefits, pensions and healthcare for example). It is also likely that families will seek measures to retain control of assets whilst the cost of care remains largely in the public domain (transferring home ownership early – eg on the diagnosis of dementia in an older parent). 

9.9.4 NCIL supports the use of existing public insurance measures, ie National Insurance and other existing tax contributions (including council tax). We believe our view is consistent with public opinion. 

9.9.5 Respondents to the Ipsos-MORI 2006 survey for the DRC, EOC and Carers UK (‘The Future: Who Cares?’) revealed a greater willingness to contribute more tax to ensure better support and in order to reduce informal demands:
· Half the public support an increase in tax to fund better social care, while a quarter (25%) oppose such a move, a 2:1 ratio in favour to deliver more/better services. 
· 54% of respondents stated they would be prepared to pay more for better services. Higher earners are more likely to agree to pay more: 65% of those earning £30,000 or more, compared with 55% of people earning £17,499 or under. 
· A third of respondents (32%) say none of the costs of caring should be borne by individuals receiving support or their family/friends.
9.9.6 These findings are consistent with other research, including that of NCIL. Many respondents to our own work have suggested their strength of feeling on this issue. In a survey we undertook for the Coalition on Charging, 59% of disabled and/or older people and carers and 77% of their local representative organisations responded that the Government should consider ending charges to use care and support services. 

9.9.7 In the process of the national debate this final question has been linked to what is ‘affordable’ for people to contribute towards the care and support they receive. This question highlights the need to reward people who plan and save. It must be acknowledged that many disabled people do not have (or have not had) opportunities to work, save and pension-build. The green paper must be clear how the Government thinks people should contribute towards their care and support. 

9.9.8 The impact of charging people to use services was revealed in the ‘Charging into Poverty?’ report published by NCIL for the Coalition on Charging in 2008. This report has been submitted to the Department of Health’s national debate. The impact of charges is an under-researched area but commented on by the CSCI, Audit Commission, Age Concern and the Coalition on Charging who have all suggested further investigation and monitoring of the issue be undertaken. 

9.9.9 Existing evidence demonstrates lower (or zero) take-up of support when charges are introduced or raised. Of the respondents to ‘Charging into Poverty?’ survey who had previously used care services 80% said charges had played a part in the decision to stop using formal support and a further 22% of people currently accessing support said they would consider stopping if charges rose further. One respondent demonstrated the impact of contributing charges for accessing support in the comment that: ‘If they make charges to the help that I receive, I shall commit suicide’.

9.9.10 Authorities do not balance rises in charging policies against the impact people deciding they cannot afford the charge/increase will have on equality of opportunities (for a carer to work) or human rights (dignity, privacy and family life for example). Despite this evidence and the clear implications of relying no informal – or no – support local authorities routinely ignore duties to fully consider the equality impact of policy changes. 
9.9.11
NCIL hopes that, by the time of publication of the green paper (planned for Spring 2009), the Department of Health and Office for Disability Issues will have begun to meet the Government’s Independent Living Strategy commitment to investigate changes to benefits, welfare reform and charges for adult care services (set to start in 2009). 

9.9.12
NCIL opposes the principles of charging people who require support services. We believe that charges for adult care services: 

· undermine Government commitments to independent living and equal citizenship (especially as charges are often levied without meeting obligations to promote equality of opportunity);

· ignore disabled and older people’s National Insurance and tax contributions;

· are discriminatory, increase the likelihood of disabled people living in poverty, and fail to consider disabled people’s additional costs of living; 

· prevent delivery of the health and well-being agenda by creating a barrier to co-operation between local statutory bodies; and 

· result in unnecessary demands on healthcare budgets as disabled and older people stop/reduce services due to charges often resulting in later demands on health services. 

9.9.13
However, it is widely expected that care reform will retain charging.  The Government has stressed throughout the national debate that social care has never been free at the point of delivery. Given the likelihood of the continuation of charging, NCIL will seek assurances that:

· charges will not be extended to areas currently exempted;

· earnings remain exempt and pensions have higher disregards;  

· benefits and essential expenditure will be exempt; and

· the savings threshold and minimum weekly income are raised in line with our support for an outcomes approach. An outcome of ‘economic well-being’ needs defining at national level. We believe a more equitable model of charging could be developed which tapers charges against income/savings.

9.9.14 ‘Charging into Poverty?’ recommended that all benefits paid to disabled people to attempt to redress the additional costs of living that disabled people experience be excluded from consideration as ‘income’ by local authorities in assessments to pay charges for care and support. We hope this will be in the green paper. We also recommended that, as an interim measure for consideration alongside broader care reform, Disability Related Expenditure calculations be determined nationally and reviewed regularly. 

9.10 Future of national funds to support independent living: It has been suggested in the course of the national debate that the Government is moving towards transferring funds like ILF, DLA and AA to be part of personal budgets delivered by local authorities. We are concerned that resources currently available to disabled people, which assist people to retain independence, choice and control, might become less available and have additional restrictions put on their use if administered by local authorities. Local authorities have severely restricted access to adult care services (75% of English local authorities now only support people who meet ‘critical’ or ‘substantial’ FACS criteria, CSCI 2008). High criteria to access services could result in people losing support from these currently national sources. 

9.10.1 We hope reform acknowledges disabled people’s concerns. Access to these resources must be available directly to individuals through meeting national criteria for entitlements even if distributed locally (through personal budgets for instance). We believe that, if distributed locally, these funding-streams must be fully accountable and transparent, possibly through ring-fencing, to ensure clarity. 
9.10.2 NCIL also supports maintaining an element of national funding for individuals requiring the highest levels of support. Individual disabled people should be able to access national resources where local demands for adult social care are more significant. This would also provide better support to local authorities with greater needs from perhaps higher numbers of older and/or disabled people.
10
Conclusion: a positive vision for care and support services 
10.1 NCIL believes that current social services are failing disabled people, older people, their families who, as informal carers, are required to plug the ‘care gap’. We believe the current framework undermines positive national objectives to ensure citizens are equally able to participate in education, work and in families. 

10.2 The national debate about the future of care is a central, mainstream concern; the question of ‘who cares?’ affects us all. Modern care and support services are essential to delivering equal citizenship, a productive economy, and the society and communities we all need. The debate on adult social care reform plans in England is crucial not only to individual people who need support but to every citizen. 

10.3 Disabled people and their families are still restricted from participating fully by traditional models of social services. Traditional services prevent independence, choice and control and are increasingly proving less cost-effective, making them unsustainable. Changing demographics provide further impetus for reform, with rising expectations from increasing numbers of older and disabled people of the type, quality and availability of care and support. 

10.4 NCIL believes investment is required to an ambitious new care and support framework. It has been evidenced that over £2 billion is required to meet the existing needs of older people in the current service model. In order to deliver a more ambitious care and support framework able to deliver the Government’s vision and for reform and to support citizens to participate and contribute further to society and communities will require more significant levels of investment. 

10.5 NCIL has identified the four areas that we think are central to delivering a new care and support framework fit for the 21st century – and able to meet the Government’s vision for reform. Our four objectives for a new care framework are that it must:

· be underpinned by equality and human rights; 
· deliver an outcomes approach to services; 
· provide universal entitlements to support; and 
· include investment to transform services and ensure success.
10.6 We look forward to working with the Government on the green paper and in developing legislation for reform. 

� NCIL uses ‘family’ in the broadest sense and includes people not legally recognised as relatives but forming family to individual disabled people, including same-sex partners. Family provide care as informal carers.


� In the last three years there has been a 20% rise in the number of English local authorities only supporting people with the very highest levels of need; three quarters now only supporting people in the ‘critical’ and ‘substantial’ Fair Access to Care Services categories (CSCI, 2008). 


� See R v Harrow, 2007 for example.


� Recommendation 4.3 of the Prime Minister’s Strategy Unit report ‘Improving the Life Chances of Disabled People’ 2005.


� See, for example, Ipsos-MORI ‘The Future, Who Cares?’ 2006. 


� In ‘Lifetime Homes, Lifetime Neighbourhoods’ and the ‘Independent Living Strategy’ – both 2008.


� Carers UK suggest (based on Census 2001) 21% of carers providing 50 hours support or more per week experience poor health; double the rate of the overall population. Around 200,000 carers claim Incapacity Benefit, many as a result of developing poor health from caring responsibilities without appropriate support. 





� Tarleton et al, 2006; Elvish et al, 2006 quoted in Ward, L ‘Supporting parents with learning disabilities and their children: A review of the research’ University of Bristol, 2008. 


� See for example, ‘Highlight of the day?’ and ‘Handled with care?’ CCSI, both 2006.


� Directors also believed their budgets needed ring-fencing.
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