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Introduction
1 The Equality and Human Rights Commission (the Commission) is an independent advocate for equality, human rights and good relations in Britain set up by an Act of Parliament. The Commission aims to reduce inequality, eliminate discrimination, strengthen good relations between people, and promote and protect human rights.  
2 The Commission welcomes the opportunity to respond to this important consultation on the future of the adult social care system.  Care and support is at the heart of our mission of: 
· human rights, because care and support is about protecting and promoting our basic freedoms; 
· equality, because care and support shapes the opportunities of individuals and their families to lead the lives they wish to lead and because people should be able to access care and support without experiencing unlawful discrimination; and 

· good relations, because the right care and support services help us to be the good families and good communities that we want to be and because in our ageing society care and support will influence and be influenced by the quality of intergenerational relations. 

3 Care and support is a dynamic issue which is set to touch everyone’s lives at some point and potentially at multiple stages throughout life – whether it concerns our grandparents, our parents, our colleagues or the people we manage at work, our neighbours, our children or ourselves.   
4 Care and support has a direct bearing on the choices we are able to make and the opportunities we have to lead the lives we wish to lead.  It can determine our health and well-being and the quality of family relationships.  It will have an increasing economic influence, both in terms of levels of private and public expenditure required to sustain care and support and on the ability of individuals – those requiring support or those providing it informally – to participate in paid employment. 
5 The Commission congratulates the Government for moving the agenda forward.  The current system is unsustainable and is already failing thousands of the most marginalised and excluded members of society.  Some fundamentally hard decisions need to be made to achieve long-term solutions, and they can only be made through debate and consensus.
6 Evidence already exists of how a reformed approach to care and support has the potential to act as a springboard – widening opportunity, enhancing economic prosperity and promoting the well-being of individuals, families and the country as a whole.  The Commission congratulates the Government for the many positive developments to date. The Putting People First Strategy, which begun the development of a new adult care and support system, focuses on personalising service to enable people to live their own lives as they wish.  The Welfare Reform Bill proposes a ‘right to control’ for disabled people, expanding the reach of personalisation into areas such as employment support. The emphasis placed on human rights and equal citizenship in the new Valuing People Now strategy for people with a learning disability is welcome. Initiatives such as ‘Lifetime Homes, Lifetime Neighbourhoods’ aimed to modernise housing and wider infrastructure to meet the demands of our ageing society will help people maintain independence as they get older.  Another step forward is the Equality Bill, which is currently before Parliament.  The Bill represents a long-awaited opportunity to secure parity of protection against age discrimination including the health and social care sector.  
7 The Government’s vision for care and support presents clear and purposeful reforms that are consistent with – and advance – progressive recommendations put forward by the Commission and shared by consumers, providers, and expert groups.  The Commission believes that by deepening and accelerating this reform and widening its reach, care and support can play a greater role in helping Britain prosper economically and help us all thrive and grow in our ageing society.
The role of care and support in promoting human rights, equality and good relations 
8 Care and support is and will increasingly be a central determinant of whether people enjoy their most fundamental human rights – a decent quality of life, lived with dignity and respect.  It will also play a major role in future patterns of inequality and levels of social cohesion, especially concerning the relations between different generations.  A reformed care and support system must be underpinned by the principles and values consistent with those of broader public sector responsibilities in promoting human rights, equality and good relations. 
9 At its most basic, care and support offers protection of people’s right to life by ensuring their most fundamental physiological needs, such as eating, taking medication, getting up in the morning and going to bed at night are met.  But for those who require it and those with whom they share their lives, the availability and organisation of care and support also determines whether they enjoy their human rights, including the right to live free of inhuman and degrading treatment and the right to private and family life.  Specifically, a reformed approach to care and support should be sufficient to meet the UK’s obligations under the UN Convention on the Rights of Persons with Disabilities.  The Convention was ratified by the UK on 8th June 2009.  Article 19 of the Convention states:

Parties to the present Convention recognise the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:

a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

b) Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

c) Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs
10 In the UK Article 19 of the Convention is underpinned by the Human Rights Act and the Disability Discrimination Act and in particular the Disability Equality Duty.  In making decisions about any new funding settlement, the Government must pay due regard to the impact on both disabled people’s human rights and their duty to promote equality.  Equality in this respect concerns not only equality of access to services, but critically equality of outcomes and in particular the impact on disabled people’s equal participation in community life, for which the availability, shape and quality of care and support services continue to be a critical factor for many. UK disability law applies to many millions of people, over and above those who even self identify as disabled. It covers many people with hidden impairments, long term conditions including cancer from diagnosis and now also includes legal protection for those associated with disability such as close family carers.  
11 Further, public authorities will need to take into account the forthcoming Single Equality Act.  It is of course also critical that the Government pays due regard to the need to eliminate all forms of unlawful discrimination in relation to age, race, gender, sexual orientation and religion or belief in the way they set and operate any new funding settlement.  In respect of race, disability and gender, this is already part of the Government’s statutory responsibilities, with the other ‘strands’ expected to be covered from 2011 if the Equality Bill becomes law, and new provisions relating specifically to age discrimination in health and social care come into force soon after.  
12 If we are to succeed in creating a sustainable approach to care and support, considerable attention needs to be paid to good relations and social cohesion. We will need to cultivate a cohesive society that has at its heart an ethos of caring about and for one another; a society that engenders and facilitates the giving and receiving of informal care and support; which maintains a commitment to pooling risk through a modern active welfare state in a way which is seen to be mutually beneficial; and which helps maintain and promote positive intergenerational relations. The Equality Bill is expected to introduce a new duty on the public sector to promote good relations between groups covering all seven ‘strands’ of equality – age, disability, gender, transgender, race, religion or belief and sexual orientation.
13 The Commission looks forward to a comprehensive assessment by Government concerning how due regard has been paid to these matters in any further reform proposals. 
From Safety Net to Springboard
14 As we outlined, in our report on care and support, ‘From Safety Net to Springboard’, it is the Commission’s belief that we must modernise the basic approach to care and support to achieve three key aims: to promote the capabilities and autonomy of each individual regardless of means; to encourage co-production and partnership to create a sustainable infrastructure of care and support; and to identify and communicate the cost-benefits of reform to society as a whole. 
15 A capabilities approach is an approach to human rights and equality which focuses not simply on people’s freedom from harm, undue interference or discrimination, but on what is required to allow them the freedom to flourish as human beings. The role of care and support alongside other public services is to enable individuals and families to achieve the freedoms and opportunities necessary to live the life they wish to lead. The capabilities approach also expressly recognises that people are not equally placed to realise their universal human rights or to exercise choices about how they want to live, so require different resources and support to do so.   
16 Our vision for reform of care and support will only be achieved through encouraging and facilitating co-production - a general trend away from top-down professionally controlled policy and practice towards service users and other stakeholders being directly involved in designing and delivering policies and services. So, in practice, that means we all have a contribution to make to make sure we get care and support right. We believe there is a need to rearticulate care and support as an issue relevant to the way we all lead our lives in the 21st Century, not just as a narrowly defined set of services or transactions for a minority. We believe that individuals and families should be empowered to play a greater role in identifying their own needs and planning how these should be met. New arrangements for local strategic planning and performance assessment should be harnesses to create an infrastructure of care and support extending beyond the confines of social services, health and housing. 
17 To achieve our ambitions we need to do far more to identify and communicate the cost benefits of care and support to society as a whole, to counter this notion of growing burden. Care and support has transformative potential in changing people’s lives in ways which benefit society as a whole – effective care and support promotes good physical and mental health, enables people to enter and remain in paid employment, strengthens families and communities and helps us achieve other social objectives, not least equality and human rights.    Care and support is an issue ripe for exploration in the pilot ‘Total Place’ projects currently being piloted by the Treasury.  
18 In taking this approach, the Commission believes that care and support has the potential to become a springboard, not simply a safety net, focused on helping people to maximise control over their own lives, to make social and economic contributions and to stay safe and well. The benefits of this approach will accrue to society as a whole.
Challenging assumptions 

19 The Government’s vision of care and support reaches out to older people – self-funders as well as users, ensuring consistent services linked to clear rights and entitlements.  The Commission is concerned that the Green Paper is focused almost exclusively on the needs and demands of a care and support system created by an increasing ageing population rather than reflecting the broad population based of social care which includes younger disabled people who need long term support.  As such the Green Paper risks reaffirming assumptions and stereotypes.  
20 The Commission believes the Green Paper lacks ambition and aspiration concerning the potential of younger disabled people.  For example the chapter on funding options says:

'People who are disabled when they are born, or who become disabled during their working lives, are likely to have lower incomes and so will struggle to meet the cost of their care and support. At present, most people who are in this position will have their care and support funded by the state, because they are on low incomes. We envisage that this would continue.'

21 The Commission believes an explicit objective of the Green Paper should be to assist people to enter and/or remain in paid employment and any funding options proposed should remove any financial disincentives to doing so.  This is in keeping with the Government's own Independent Living Strategy and objective of according disabled people equality by 2025.  Furthermore, employing care and support as a means of expanding economic participation - whether disabled people, extending the working lives of older people, or supporting would be carers - makes sound economic sense in an ageing society.
22 To this end, the Commission expects any assumptions concerning the availability and willingness of   immediate family and relatives to provide unpaid care and support to be rigorously tested with regard to its negative and unsustainable social and economic impacts on future patterns of poverty, inequality, health and family life.  The negative social and financial impacts upon individual carers are well documented.  However, analysis of intergenerational poverty and inequality has typically focused on that which exists between parents and their children.  In our ageing society patterns of care giving are leading to new forms of intergenerational disadvantage with increasing numbers of families simultaneously seeking to meet the care needs of both their children and grandparents to the detriment of their social and financial well-being.  In short, the way we organise care and support will have an increasing bearing on family life and upon the life chances of children in families caring for older relatives and this must be a factor for consideration in appraising policy options around care and support.     
Promoting human rights and equality through national outcomes and assessment
23 We acknowledge the Government’s aspiration to build the first National Care Service, underpinned by national rights and entitlements but personalised to individuals needs.  A system that promotes opportunities for independence, empowerment, participation and choice broadly aligns with the Commission’s vision for care and support based on equality and human rights. 
24 However, we believe Government should go further in re-focusing the care and support system as an active arm of the welfare state, helping individuals and families to remain active, enjoy positive family relationships, contribute to the life of their communities and stay safe and healthy. 
25 In 'From Safety Net to Springboard', we proposed a national framework of outcomes, the achievement of which could be measured amongst others by the Care Quality Commission, to help drive forward such reforms as well as shifting the value attached to care and support as a economic and social investment.  The proposal for a national assessment framework, with defined entitlements based on what people need rather than where they live, is a positive move. We believe however, this approach must be divorced from the allocation of public funding.   We believe that a ‘capabilities’ approach provides the fairest, most practical and beneficial way to determine needs
. Moreover, those requiring support, and their families where appropriate, must be fully engaged in determining their own needs. For example self assessment, with advocacy for those who need it. 
26 Supporting this proposal we applaud the plan to remove the postcode lottery for care particularly the uncertainty about care and support that many people face when moving home.  A care and support system that supports people’s mobility delivers greater fairness and equity across the country. The next move is to clarify what people can expect from the care and support system. 
27 The prospect of improving preventative care by reducing the numbers of old people who go without care because of its cost is a welcomed initiative.  There is a growing evidence base showing that preventative measures involving a range of services, such as housing, transport, leisure and community safety, in addition to social care, can achieve significant improvements in people’s well-being. For example, the Commission welcomes the wider understanding, now apparent, on the causes of health inequalities as demonstrated by Professor Marmot in the Strategic Review of Health Inequalities.  In so far as it is now accepted that men’s health risks are greater for most illnesses causing acute conditions, this realisation can improve their health outcomes, but also reduce the disproportionate negative impact this also has on women as unpaid carers.  The Commission will continue to pursue this new emphasis right from identification of risks to commissioning of services to preventative primary care. 
28 In ‘From Safety Net to Springboard’ the Commission proposed the creation of a ‘prevention and promotion fund’ – ring-fenced match funding for support to achieve specific ‘invest to save’ objectives including in relation to health and employment.  The Commission believes there is a serious case for examining whether funding for such an initiative could be channelled through the NHS, the Department of Work and Pensions and the Department for Communities and Local Government within the framework of cross-departmental PSAs, in order to incentivise further investment. 

29 Promotion of preventative care must be underpinned by the aspiration to improve health and wellbeing outcomes for people not just as a ‘probable savings efficiencies tool’.  Moreover it must emphasise the provision of person centred, timely and flexible interventions that prioritise capacity building and restorative care to maintain or promote a client’s capacity to live as independently as possible. 
30 If there is a genuine commitment towards prevention care and early intervention then the Commission believes those falling into the low to moderate care needs require more than just signposting and recommend the development of ‘one stop shops’ with brokerage on offer. For example, further investment in independent living centres as the trusted intermediaries for those at an early stage can massively reduce the isolation and marginalisation now experienced by so many.  This could, for example, support individuals and their families to access community services, home adaptations, peer support and volunteers. 
Supporting individuals to make choices and navigate the market
31 The Commission strongly welcomes the moves towards greater choice, control and personalisation.  Engaging individuals in the personalisation of services provides a powerful means of addressing and overcoming disadvantage and inequality including that faced by people who might otherwise have critical aspects of their identity, characteristics or lifestyle overlooked, such as their ethnicity, sexuality or gender.

32 It is critical however that any new system includes safeguards against new patterns of inequality and disadvantage emerging which may result from the various capacities of individuals to navigate the market to satisfy their needs and aspirations.  Those currently with the least choice and control in their lives should benefit the most from these reforms, but they will need added support to do so. 
33 The principle of information and advice as a universal service is therefore fundamental to the reform of social care.  Reform will not succeed unless people and their families can get access to accurate, accessible and tailored information and advice and where appropriate brokerage and advocacy, including in relation to human rights, non-discrimination and equality. 
34 Tailored support, such as independent advocacy, must be made available to those who need it so that new patterns of inequality do not emerge. We are concerned however that the proposals are ambiguous about whether or not advocacy (rather than just advice and information) would be included in the universal offer. 
35 Finally, we strongly urge that the white paper should in the medium term be followed by a full review of how the third sector is funded to act as the trusted intermediary for those who will increasingly negotiate new care markets.  This sector has been particularly disadvantaged by changes in charitable donations, funding programmes and economic upheavals.  The Commission is already doing its part to seek qualitative improvements in such key issues as independent advocacy, but we believe the Government should also take active steps to increase quantitative support for such services.  The evidence remains that this is a poorly funded sector. 
Co-production and partnership 
36 The Commission strongly supports the roll out of individual budgets and the 'right to control' included in the Welfare Reform Bill - such developments not only offer the potential for individuals to better satisfy their own needs and aspirations, they also increase the probability of public services achieving better - and more widely appreciated - results.
37 However, individual budgets should not be viewed as a panacea and the Commission believes there are other ways through which individuals and families can be engaged in the process of reshaping the care and support 'market' including greater involvement in local strategic planning, commissioning decisions and in models of 'self-regulation' which should be explored.
38 The Commission also welcomes the intention to focus on joined-up services.  Integrated health and social care services, and better links with information and advice, can help prevent inappropriate use of specialist or acute health care.  Nevertheless, better co-ordination has been a major objective of health and social care policy since the 1980s, but in many areas the ambition has not been realised. Imaginative new thinking is needed. For example, further progress needs to be made by joining up the development of personal budgets with pilots in health ensuring that in time there is seamless transition of how services are maintained as someone’s needs change. 
39 Developing a sustainable infrastructure of care and support in an ageing society will require specific reforms to encourage co-production and partnership working by a range of partners including those individuals requiring care and support and their families, local government, the NHS, voluntary and community organisations, local communities, business and employers and those who plan and design our built environment, housing and infrastructure. For instance, new structures and systems for local planning, governance and performance measurement including Local Strategic Plans, Local Area Agreements and Comprehensive Area Assessments need to be fully harnessed to create such an infrastructure. 
Regulating care and support

40 The Green Paper proposals have significant implications for the regulatory environment and standards of care. Promoting and measuring achievement of these outcomes in what is increasingly likely to be a complex mixed economy of provision and consumption of care and support, from increasingly diverse and atypical providers will require regulators such as the EHRC, Care Quality Commission and Monitor to work in a co-ordinated and consistent manner to ensure that equality and human rights issues are properly integrated in our health and care systems.  This will help ensure that poor practices do not fall between the division of regulation and compliance and corresponds with a recommendation from the Parliamentary and Health Services Ombudsman report 'Six Lives' (2009) "...that those responsible for the regulation of health and social care services (specifically the Care Quality Commission, Monitor and the Equality and Human Rights Commission) should satisfy themselves, individually and jointly, that the approach taken in their regulatory frameworks and performance monitoring regimes provides effective assurance that health and social care organisations are meeting their statutory and regulatory requirements in relation to the provision of services to people with learning disabilities; and that they should report accordingly to their respective Boards within 12 months of the publication of this report."
41 The EHRC is working with the Care Quality Commission to develop a Memorandum of Understanding which contains a framework that will support the work of both organisations in promoting and achieving improved health and care outcomes across the equality and human rights spectrum. The EHRC is also in correspondence with Monitor to agree a suitable working arrangement based on dialogue and practical activities that support our overall and shared objective of achieving high quality health and care services that meet the needs of our diverse population.
42 The Commission also believes there would be considerable benefits in exploring ‘consumer protection’ and ‘trading standards’ regulatory models underpinned by consumer rights in relation to the emerging approach to personalised care and support services. 
Criteria for funding
43 The Government’s approach to funding presented in the Green Paper is broadly consistent with the Commission’s vision of encouraging partnership to create a sustainable infrastructure of care and support.  In our view, any new funding settlement must balance meeting demand for formal care and support in an ageing society with affordability for people, their families, and government, and critically, be fair for everyone.
44 The Government has outlined a sensible platform for debate.  The Commission’s role is not to make detailed recommendations on the funding options presented in the Green Paper.  But we can, and do, propose some guiding principles to support the outcomes of fairness, affordability and sustainability.  
45 The Commission believes any new funding settlement for care and support should: 
a. be based on the principle of ‘progressive universalism’.  Everyone would receive some care and support but with those with the fewest resources gaining the greatest help. The partnership model supports this principle - progressive and universal in assisting all to the ‘guaranteed level’, but especially the most disadvantaged and vulnerable.  Although universal, the question still remains for how many? 
b. promote dignity through the care available and resources left to the consumer. It will be particularly important to detail exactly what people will get as part of a universal offer and whether this will be sufficient to meet needs.  Apart from some reablement services, it is unclear what the universal offer will include. This is a crucial issue that must be clarified.  In addition, the system must be proportionate to the level of a person’s resources. Partnership arrangements, in particular the self insurance funding option may risk generating or entrenching inequalities.  Any funding option would need to account for the reduced or non-existent earnings potential of those who are disabled during their working lives, or who have left work or reduced working hours to care for others. This has particular implications for women.
c. encourage informal caring in a fair and sustainable way.  Any funding settlement must be inclusive of both the care recipient and carer – the contribution of informal carers is recognised in formal service decisions but informal carers are supported and not overburdened.  Presently, all funding options continue to foster an over-reliance on families and friends to provide informal care, often leaned upon to reduce the funding requirements of formal services.   
d. promote people’s capabilities to live their lives to the full.  People are not equally placed to realise their capabilities in practice and therefore require different resources to do so. Whilst supporting the need to adopt specific funding approaches for young disabled people as distinct from people who develop a need for support later in life, we are disappointed to note that the Government's rationale for doing so appears to hold little expectation that with appropriate care and support working age disabled people can escape poverty through paid employment.  A central challenge for a reformed system should be to make this happen and to remove any disincentives or barriers - financial or otherwise- which stand in the way.  
e. accommodate the diversity of needs and preferences of individuals. Funding reform must ensure that equality of access to support is maintained and that needs and preferences across the social care system are accommodated. It must avoid creating anomalies and unfairness at a time when the retirement age is likely to change.  All the funding options focus on older people. We acknowledge this is the key driver for demand for social care services in the future however the implications for those of working age are unclear. A one size fits all solution is unlikely to be found and that a range of options will need to be made available to suit the differing circumstances of younger and older people. 
f. collectively insure against financial risks benefiting both individuals and generations.  Protection against the risk of substantial care costs must be at the foundation of a new funding settlement.  There are risk-pooling benefits from each of the funding options, but the comprehensive model delivers broadly on this principle above the others.  Moreover, the Commission believes that the funding settlement will have a major bearing on future relations between young and old and this should be a central consideration.  An equitable spreading of financial risk is likely to be required to avoid an unsustainable level of subsidy between the generations.
g. create a stable environment for users and carers to plan ahead.  The Commission supports spreading co-payment contributions over the course of people’s adult life - consistent with the above principle of sharing risk.  At a practical level, this would enable people to spread co-payments over a much longer period of time unlike some of the proposals which would top-load payments in older age with the result that many people (particularly those on modest incomes) may find it harder to make sufficient provision.
46 The Commission believes equality impact assessments, properly integrated into the policy development framework, will help the Government identify and navigate as best it can the key equity questions relating to any new funding settlement.  We illustrate, by way of example, some of the likely impacts from the Government’s preferred funding options:  – partnership, insurance and comprehensive. 
47 Partnership - Possible beneficial impact for those with long term pensionable incomes without substantial early drawings. Possible adverse impact; Nancy 72 is still active but due to long term care of her children and her husband who retired early due to a stroke has only a modest widow’s pension. The early onset of Alzheimer’s now raises many questions for her under this option.  Her condition is at an early stage so she fails to receive further health funded support, and the community care on offer does not overcome her greater sense of personal poverty and her income and remaining savings are insufficient to have any social contact.   She is also unable to obtain an annuity against the value of her home, because of the high risk of residential care at some point.  She feels that her remaining years will be ones of increasing illness, isolation and poverty. 
48 Insurance - Same potential benefits particularly for white middle class families who do not have a crisis like that illustrated under the example above.  Potential adverse impact; Peter, former migrant now settled in UK worked up to 67 in low paid work.  A heart attack and minor strokes cause moderate to high needs for support.  With no income or capital, the provisions are all means based and they provide a basic safety net until he becomes too impaired to live independently in his inner city flat.  He moves to residential care but despite finding this at least caring he accepts the institutional nature thereafter of his remaining life.  In his own former country such provision would not exist so anything is to be welcomed.   
49 Comprehensive - Potential benefits as illustrated under the other options and to those who know their way around the system. Potential adverse impact for those who do not negotiate well within social care; Trevor is 44 and has had a neuro diverse ‘condition’ all his life.  His parents have insisted on looking after him and he typically attends a day centre with routine and a feeling of security for all.  Despite some efforts he does not hold down work, so the day centre remains his main community contact.  Over a 3 year period his father and then his mother die.  His own needs are such that service assessors in handling the crisis avoid undue risk by resettling him in supported housing, but he hates this and after various trauma’s his mental health is such that he is referred to an appropriate ward.  
50 Currently, there is no one funding option under consideration which does not have attached to it risks concerning equity and fairness, and there is a need to strike a balance.   As a priority, the Government must identify a preferred funding option and show in detail how people on different incomes are likely to win or lose, working through the relationship between funding and fairness – in particular the extent to which people’s capabilities will be enhanced.  As part of this process, the Commission expects rigorous impact assessment of the funding option both in relation to equalities - including socio-economic factors - and intergenerational relations.
51 Equality and Human Rights Commission.

20th November 2009. 
� The Equalities Review, published in 2007, set out the core aspects of what people need to realise their human rights and participate as equal citizens: 


Longevity, including avoiding premature mortality.


Physical security, including freedom from violence and physical and sexual abuse.


Health, including both well-being and access to high quality healthcare.


Education, including the ability to be creative, acquire skills and qualifications and access training and life-long learning.


Standard of living, including being able to live with independence and security; and covering nutrition, clothing, housing, warmth, utilities, social services and transport.


Productive and valued activities, such as access to employment, a positive experience in the workplace, work/life balance, and being able to care for others.


Individual, family and social life, including self-development, having independence and equality in relationships and marriage.


Participation, influence and voice, including participation in decision-making and democratic life.


Identity, expression and self-respect, including freedom of belief and religion and the ability to express one’s sexuality.


Legal security, including equality and non-discrimination before the law and equal treatment within the criminal justice system.
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