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Introduction
Today many disabled people are forced to live on the edges of society, unable to choose when to get dressed or have a bath, unsupported to fulfil their potential and contribute to society. Families struggle to stay together under the pressures of giving support which the state neglects to provide, whilst those who work in care and support are underpaid and undervalued. What support people receive and how much choice and control they exercise over it depends on where they live, thus creating a postcode lottery. Too many are institutionalised against their will. Too many are still kept in a position of dependency, when with support under their own control they could contribute to their communities, families and workplaces.

Since December 2006 there has been a positive duty on all public authorities to pay ‘due regard to the need to’ promote equality for disabled people in every area in their work. The 2010 Equality Act will replace this with a ‘public sector equality duty’. The Equality Duty says that local authorities must have due regard to the need to:
· Eliminate unlawful discrimination, harassment and victimisation,

· Advance equality of opportunity,

· Foster good relations.

The UN Convention on the Rights of People with Disabilities commits the Government to take steps to make rights to independent living a reality (Article 19). This involves an obligation on the Government to ensure that we have access to support we need to live in the community and can exercise the same choice and control over our own lives as non disabled people.  
Radical reform and investment are long overdue, and we welcome the Law Commission’s review of community care legislation. 

NCIL, the National Centre for Independent Living and RADAR, the Royal Association for Disability Rights, are user-led organisations. Together we represent disabled people in the UK. There are nearly 11 million of us. This joint response is rooted in our lived experiences.  
The Law Commission is due to report in April 2011. We call on the Commission to work with us in the intervening months – to ensure that their proposals will enable rather than constrain disabled people’s ability to achieve full potential, and to take full part in society. 

Part 2: Approach to Law Reform

We agree that there should be a single social adult care statute. The new legal and funding framework should deliver a National Care and Support Service based on clear rights to independent living and joined up support, that is free at the point of use; a system that liberates people to participate as well as live with true dignity.
When social care is delivered in a joined-up way with other services, when disabled people are empowered to decide how their support is arranged, managed and delivered, it can make a huge difference to people’s lives. Yet we spend a pittance on this support compared say with NHS spending and too often it is portrayed as a drain on public finances rather than a valuable investment in people and communities.

Change does not always involve adding billions to public expenditure. As disabled people, we understand more than most the importance of being careful with your money. We know the horrors of debt.  We think, however, that all too often existing expenditure is misdirected and wasted. For example billions are still spent on residential care when most of us never want to set foot inside an institution.  Hundreds of millions are wasted in endless assessments, often by people with not the remotest understanding of the challenges we face. We know how resources can be better deployed so that we get to live the lives we want to lead, with better outcomes all round.  We believe that legislation can help address some of the waste.
The new law should help social care move - as the Equality and Human Rights Commission put it –‘from safety net to springboard’
.

Question 2-1: Is our proposed three-level structure for the regulation of adult social care law (consisting of primary legislation, statutory instruments and guidance) appropriate?

Yes. Currently the mishmash is harming disabled people’s access to Independent Living. Some issues currently in guidance should be in statutory legislation, for example eligibility criteria. Disabled people depend on LA’s arbitrary interpretations - Fair Access to Care Services is a prime example of such guidance where disabled people’s eligible needs can and are being played out against local budgetary constraints on a daily basis. This is objectionable, and it undermines disability equality. 
Primary legislation should set out people’s rights and entitlements as well as duties and powers of Local Authorities. Regulations are suitable where more detail is required. Regulations have to be approved by Parliament, and we urge the Commission to propose that regulations be made subject to the affirmative resolution procedure (rather than negative). Guidance will enable the Department of Health to ensure that practice accords with policies. In particular, it should ensure consistency across the country where this does not happen. Guidance can be necessary to encourage modernisation and ongoing reform. 
Question 2-2: Should there be a duty on the Secretary of State and Welsh Ministers to prepare a code of practice to bring together statutory guidance?

Yes. We welcome a statutory Code of Practice to consolidate existing obligations in statutory guidance into one single instrument. Unlike guidance, a Code of Practice would be subject to Parliamentary scrutiny, which we welcome. We recommend that the Code of Practice is written by an independent organisation, in the same way the Equality and Human Rights Commission can issue a Code of Practice for different parts of equality legislation (section 14 of the 2006 Equality Act). This should limit the risk of political interference.
Question 2-3: Is our process-driven approach to adult social care (a prescribed assessment and eligibility process, with support from prohibitions, a broad list of services, care plans and statutory principles) sufficient to determine the scope of adult social care, or is further definition required?

Yes, we welcome an approach that clearly sets out the steps that a local authority has to take in order to support disabled people, in a way that holds them accountable. However, these steps (assessment, eligibility, support plans) should lead to equitable, meaningful and coherent care and support for people who need it.
Furthermore, we believe that there are inherent difficulties with the interface between adult social care and NHS care (as well as housing), as the dividing line is sometimes artificial. Different regimes apply to social care and health – however people do not manage their lives in silos according to the systems that be; whilst timely provision of social care can reduce the burden on healthcare (which is free at the point of use), this is rarely taken into consideration. Blurring the line, however, could lead to charging for some services which had previously been free under the NHS – or conversely ending control and choice, and thus independence, when someone is transferred from social care to NHS continuing care. This is addressed in Part 9.
Part 3: Statutory Principles 
We agree that the future adult social care statute should include a statement of principles, or a purpose clause. This statement or clause should make it unequivocally clear that the purpose is to enable disabled people to live independently – i.e. take full part in society, and achieving potential in all areas of life (family, school, community, employment).

This should then be underpinned by the principles of –

State responsibility: the State is responsible for social care (like health care and education) – not families or charities;

Non-discrimination: no one should be discriminated against, either as service user or as carer;

Dignity: services must be of sufficient quality to uphold personal dignity; and

Choice and Control: disabled people must be enabled to have as much choice and control over their lives as possible – and that means over their support. This would require independent information and advocacy. 
Question 3-1: Should there be a principle in our proposed adult social care statute which provides that decision-makers must maximise the choice and control of service users?

Yes, we believe it’s vital that disabled people are given maximum freedom over how they manage their resources, with straightforward, non-bureaucratic accountability to ensure probity without undue burden.
Autonomy underpins independent living and is one of the fundamental human rights principles. Self-determination – or choice and control – are not just ends in themselves, but they may enable the individual to contribute to society through community involvement and employment. 

Choice and control is also measurable in the form of self-reported outcomes, yet this is not reflected in the way that performance of local authorities is monitored.

Choice and control requires a more creative input by local authorities in the way that supply is managed. Frequently, the argument of costs is made against choice and control thus blocking new, emerging markets of support services which could be both more demand-led and cost-effective than existing capacity-driven services that do not meet the actual needs of its users. For instance, people are told that they need to win over 5 out of 10 existing day centre users in order to pursue their ‘individual’ choices and control instead. Support services are often not equipped or resourced to help people trigger and shape genuinely new ideas for alternative types of support and services and achieve them with and for them. In this restrictive service environment, local authorities can then argue that agreed outcomes can only be met by existing services and that alternatives are ‘not reasonably practicable’. It is virtually impossible to challenge this attitude as there are no clear accountability systems.
Of course, choice and control can only exist with genuine access to information, support and advocacy. For this purpose we would want to see a duty in the new statute to provide independent information, support and advocacy. Local user-led organisations – i.e. organisations run for and by disabled people – would be best placed to deliver this function but must be set up and resourced to that effect.
Question 3-2: Should there be a principle in our proposed adult social care statute based on person-centred planning – or should this be incorporated into other provisions of the legislation?

In the era of personalisation we consider the term ‘person-centred planning’ as somewhat from the past and thus rather unhelpful. We believe that ‘person-centred planning’ is a policy rather than a principle. A duty to assess in co-production with the person and formulating the outcomes in the support plan (with the purpose of realising potential in the society) would secure the positive implications set out in the consultation.
Question 3-3: Should there be a principle in our future adult social care statute which provides that a person’s needs should be viewed broadly?

We believe that this principle would be too vague to be meaningful. The principle of Independent Living means that disabled people must get the support that they need in order to take part in society – that can mean personal care, support with communication, equipment, housing adaptations, travel training, etc.
Question 3-4: Should there be a principle in our proposed adult social care statute based on the need to remove or reduce future need?

We strongly support types of support and services which remove or reduce the level of help required in the future and which build up independence, and we see potential for a fairer allocation of resources between free health & charged for social care with such a principle being put in place. On the other hand, we fear that an increasingly popular focus on prevention may in future restrict the spending for those with existing ‘high needs’. We would wish that whatever principle is chosen this ensures that prevention (benefiting the majority) and support for high needs (benefiting minorities) are reconciled and not played out against each other.
Prevention should be an objective rather than a principle. 
And, as long as social care is not provided free at the point of use, we see a role here for health authorities to contribute to the cost of prevention. 
Question 3-5: Should there be a principle in our proposed adult social care statute based on the concept of independent living?
Independent Living should be at the very heart of community care legislation and funding. We disagree that Independent Living may be too nebulous a concept. It has been developed considerably in the last decennia, and is laid down in the UN Convention on the Rights of People with Disabilities. 
Independent Living is strongly associated with equity, involvement in community, peer support and the right to move freely – i.e. portability of social care from one local authority to another. 
Finally, Independent Living is and has been a crucial driver for collective and vital improvements emerging from the grassroots level. Independent Living should be recognised as a collective principle with implications reaching far beyond the individual’s choice and control. There have always been times when collective movements have paved the way for improvements to the benefit of all people. For example, there were women who initially did not support the idea of equal voting rights as men but we still have democratic consensus on achievements like the equal representation in a similar way to how the IL movement has achieved consensus on personalisation. 

Question 3-6: Should there be a principle in our proposed adult social care statute based on an assumption of home-based living?

We believe that ‘choice and control’ are paramount to determine the place to live - and where a person receives their care. It is crucial to create an equal footing between the different types of care so that there is genuine choice. The key is to remove any wrong incentives that could undermine the person’s choice and control. For example, local authorities should not be able to save on costs for home care when someone is referred or ‘discharged’ to residential care. Disabled people should also have full access to information and advocacy to help them make the right choice.

Question 3-7: Should there be a principle in our proposed adult social care statute based on dignity in care?

Rather than ‘dignity in care’ we strongly support the principle of ‘dignity’. This is a fundamental human rights principle, alongside the principles of autonomy and freedom (choice and control), equality (non-discrimination) and respect. Dignity means that local authorities need to do more than just provide the very minimum of care needed to keep a person alive – it means providing the care in a way that disabled persons’ sense of autonomy and equality are enhanced rather than violated.

Question 3-8: Should there be a principle in our proposed adult social care statute based on the need to safeguard adults at risk from abuse and neglect?

In essence, social care authorities have a role to play in ensuring the safety and security of service users – but the police are and should remain responsible for investigating and addressing criminal activities which would include abuse.

In terms of risks of financial abuse of personal budgets, there are various safeguards in the way a personal budget can be deployed which mitigate those risks – upon the person’s informed choice.  In our view the concept of safeguarding adults again reflects a popular deficiency model in the understanding of disabled people who would need to be protected against their own informed choices. 

Furthermore, the various requirements disabled people may face in the future, e.g. having to carry out CRB checks for their employees against their expressed will, may reduce their access to suitable PAs. 

Again, as with person-centred planning this is more of a policy than a principle. The principles of ‘autonomy’ and ‘dignity’ should be translated in a duty to provide the care (in kind or in cash) necessary to create a safe and secure environment.  For example, if a person is not aware of the dangers of traffic – rather than keeping them away from the streets, the local authority should consider – together with that person – whether they might overcome that risk through travel training or a personal assistant.

In the case that a person does not have the capacity do make decisions, then the Mental Capacity Act provides the steps that needs to be taken.
Question 3-9: Should any one principle in adult social care be given primacy over all other principles?
We believe that there should be a clear primacy of independent living, underpinned by the following principles:

· State responsibility;

· Non-discrimination;

· Dignity; and

· Choice and Control. 

Part 4: Community Care Assessments

We agree with the proposal that the focus of the assessment duty should be on the person’s social care needs and the outcomes they wish to achieve, rather than a person’s suitability for a particular service.

We also support the proposal that the Statute place a duty on the Secretary of State and Welsh Ministers to ‘prescribe details of the assessment process’. In our experience, there are great variations of the assessment process across the country which can be detrimental to disabled people and the timeliness of the support provided. We would be happy to work with the Law Commission on further specifications of the duty.

Question 4-1: Should our proposed adult social care statute include a right to have an assessment on request?

We would strongly argue for the retention of the provision in section 47(2) of the National Health Service and Community Care Act 1990 in the new Statute. A person should be assessed when there is an appearance of need without a specific request. NCIL has evidence that disabled people can be ‘filtered out’ on the phone when making first contact with the local authority, and sometimes it is only the assertiveness of people which ultimately determines whether or not they are eligible and will be provided with services or any types of support to meet their needs.  

.
We believe that the trigger for an assessment should be two-fold: (1) when it appears that there is a social care need, and (2) when a request is made. 

We would strongly oppose a qualification of ‘appearance of social care need’ with ‘where it can be met by ‘the provision of community care services’. For how can that judgement be made without an assessment? 

We would also oppose a qualification that a request must be made by the disabled person only, as it may be others who detect the need for social care, not the disabled person. 
We do not share the concerns about ‘frivolous or vexatious requests’. When the NHS first opened its doors in 1948, some GPs barricaded their doors for fear of an avalanche of patients. This avalanche never happened. Similarly we do not believe that there will be many malicious requests. If any procedure were to be set up to avoid those requests, then this should account for people with fluctuating conditions. Any decision to reject an assessment should be clearly reasoned and subject to an appeal with independent scrutiny of the local authority’s decision-making.

Question 4-2: Should our proposed adult social care statute recognise coproduced self-assessments as a lawful form of assessment?

Yes, a co-produced self-assessment should be recognised as lawful – however the local authority must remain accountable for the assessment and ensuing decisions. For example, we have evidence that a local authority has commissioned carers’ assessments to an external agency, which has confused lines of accountability and created an extra burden on those who wish to challenge assessments undertaken in this way. The relatively positive image of ‘charities’ (for those who ‘deserve’ their services) can be misused by a few in such a way that accountability is diminished while dependencies on these charities by local authorities increase.  

Such examples call for the need to ensure – even more - that the person has access to independent information, support and advocacy. 

Question 4-3: Should our proposed adult social care statute allow for a pure self-assessment for certain people or groups of people?

We don’t think it should be excluded for people who have straightforward needs– but it would be difficult to decide when. There is also a genuine risk as pure self-assessments tend to underplay actual needs. In any case, everyone who undertakes self-assessment should be offered information and advocacy; whilst the responsibility for the process remains with the local authority. Pure self-assessment may be more appropriate when social care is reviewed – but we wouldn’t recommend it for the first point of entry.
Part 5: Carers’ Assessments

Whilst we are not carers’ organisations, we should point out that (1) carers only exist because people living with ill-health, injury or disability need them, and (2) many disabled people are carers. 

Question 5-1: Should our proposed adult social care statute encourage a more unified assessment process for carers and cared-for people?

We strongly believe that social care is a core state responsibility, as are health and education, and therefore the needs of the individual should be considered without assumptions that family or charity will look after them. In this context it is particularly important to be aware that some communities (families) can form a barrier to Independent Living.

Furthermore, there may be discrimination – for example, arising from gender, as women are generally more perceived as carers (therefore a greater carers’ role will be assumed for a daughter of an older parent than for their son).

For these reasons, we are reluctant to support a unified assessment process for carers and cared-for people. We do believe that wherever there is a carer, they should have an assessment as well, to enable them to provide the best care they can (and want to) give.

In general, we think there should be a requirement to undertake ‘carer-blind’ assessments which draw out the full support needed for the cared-for person irrespective of the carer being present or not. This approach (as already pursued by some innovative local authorities, e.g. Hartlepool), strengthens relationships (enabling people to move outside the caring role) and increases the independence of the cared-for person – even if some of the actual support provided eventually would be by the carer.

In any case, it is paramount that the cared-for person’s views should not be equated with those of their carer without due consideration of the support or advocacy that might be offered to the cared-for person to shape their informed decisions.

Question 5-2: Do you think the carers’ assessment duty should be merged with the community care assessment duty in our proposed adult social care statute?

No. Whilst we recognise that the burden on a carer may lead to them developing needs in their own right, and that there are perceived advantages of ‘dealing holistically’ with the carer’s need and the cared-for person’s need – we would object to a ‘merged assessment duty’ for the reasons set out in our response to question 5-2. A carer-blind assessment separate from a carers’ assessment would help to ensure that assessors do not assume that the carer or the cared-for person is willing to continue to provide or receive care, whilst also ensuring that the carer receives the support that they need.
Part 6: Eligibility for Services

Currently there are four levels of eligibility for services, and all too often local authorities decide to accord social care solely to those with substantial or critical needs – and increasingly only critical needs. 

We support the proposals 6-1 to 6-4 which essentially bring into line existing but fragmented regulations in community care law and consider Direct Payment in lieu of services. However, ‘Services’ should not be the traditional model of, for example, ‘in-house services’ or ‘day centres’ – but should also include the broad range of support that exist (e.g. travel training, assistive technology, social activities). 
We believe that legislation must accommodate individual budgets/direct payments. In particular we welcome the proposal that regulations can require local authority to allocate a personal budget. However, the same regulations should also contain a provision that support must be given to budget-holders – including those who want minimal management responsibilities.
Furthermore, it is essential to ensure that a personal budget cannot lead to a reduction in the amount of social care funding and available PA hours in comparison to traditional managed care– for example, budgets needs to be set at a level that give decent rates of pay, training, holidays and pensions to PAs and support workers.  
In this context we believe that whilst the Resource Allocation System has its merit, it can be too crude a system to calculate budgets – for example a deaf person with social care needs may need to pay more for a support worker who uses sign language. Therefore local authorities should never rely on simple calculations alone.
Personal budgets – in all the different ways they can be deployed – have become a reality of life following the commitment in ‘Putting People First’, – and it is only right that the law properly accommodates them. The rhetoric and commitment of this policy have recently been approved by the High Court in relation to the Resource Allocation System of an LA Savva, R (on the application of) v Royal Borough of Kensington and Chelsea [2010] EWHC 414 (Admin) (11 March 2010) . We would like to see this apply equally to the same policy’s commitment to personal budgets.    

Part 7: Section 21 of the National Assistance Act 1948 and Section 2(1) of the Chronically Sick and Disabled Persons Act 1970

We would strongly oppose removing section 2(1) of the Chronically Sick and Disabled Persons Act 1970 without an equivalent provision. It provides the very broad scope of social care services.
Part 8: Ordinary residence and portability

There is a real and urgent need to make provision to enable disabled people to:

· Access specialist services outside their area of ordinary residence; and

· Move to another area with the certainty that they will not lose their entitlement to social care and support.

Whilst we support the duty on local authorities to provide services to people ordinarily resident in their areas, we question whether any local authority would use their power to carry out assessments for people not ordinarily resident because of the cost implications. Yet, many disabled people are prevented from moving to another local authority for fear of losing their social care package – or when they do move – may have to go for months without essential support whilst they’re waiting for an assessment.

It is absolutely vital that proper statutory provisions are made to ensure that disabled people can move to another place for education or employment or to be nearer their relatives. One of the pillars of the European Union is freedom to move from one country to another – yet disabled people in need of care can’t move from one local authority to another within England and Wales without taking very substantial risks. 
We foresee many difficulties in the proposals which give too much discretion to local authorities to provide disabled people not ordinarily resident with the firm and enforceable reassurance that their care package will continue in the new area. 
Whilst we would welcome some indication prior to moving to another authority, the real driver for portability would be if the ‘new’ authority would have to continue the support by the ‘original’ authority until an assessment has been carried out and a care plan implemented for the person moving to the new authority

If the new authority then arrives at a reduced package of social care, then they would have to argue very strongly why the needs of the service user had changed.
Part 9: Scope of Adult Social Care Services

Question 9-1: Do you think that community care services should be undefined in our future adult social care statute?

We believe that there needs to be some definition, but very broadly – so that they are not restricted to ‘traditional services’.  In particular, we would want guidance to provide that ‘community care services’ might include more flexible and innovative ways of meeting social care needs.
We fully agree with the proposal not to include a definition of a disabled person or service user. This would create a further barrier to accessing services in addition to the eligibility criteria and thresholds. It should be the evidence of need that triggers support not the ‘status’ of the person.

We also agree with the proposed ‘dividing lines’ regarding NHS and housing – however under the provision that this does not lead to disabled people being left between services (and therefore without support), and that there must be joined-up working between authorities.
Part 10: Delivery of Services

We welcome the proposals around the care plan and the duty to make regulations, and would be happy to make further suggestions. We would like to give into consideration that the term ‘care plan’ is replaced with ‘support plan’ which reflects the independence of the disabled person.

Question 10-1: Should direct payments be extended to cover residential accommodation?
We welcome the proposal to extend direct payment to residential care. As mentioned earlier, it is crucial to create an equal footing between different types of care, with genuine choice. Disabled people should have the right not to be forced into any particular living arrangements. Furthermore disabled people must be able to access support services of their choice whether they live at home or in an institution. 

The move towards inclusion in the community – and in particular Direct Payment – has been an incentive for residential care providers to move towards supported living and independent living arrangements - and we'd want to see that innovation drive retained.

We agree with the proposals to place choice of accommodation directions on the face of the law, and to retain the Direct Payment provisions. However, the grounds of refusal of a Direct Payment should be open to external, independent scrutiny. 
We are opposed against a requirement to charge for residential and non-residential services. We believe that social care should be provided free at the point of use. 

Part 11: Joint Working

Young people
We agree with proposals 11-1, 11-2, and 11-4, provided that:

· children do not lose their existing enforceable rights and that older disabled children;
· 16 – 17 year olds, are able to exercise choice and control over the support services they receive such as direct payments which are currently available to this group.
We would welcome the facility to assess disabled 16- and 17-years old disabled people under the Adult Social Care Statute when appropriate. Young people at that age find themselves at different stages of living independently and changing family relations; it is a positive way to ensure that the young person gets the most appropriate care and support they need without shunting between different authorities and different pieces of legislation.
However, we disagree with the proposal to make specific provision for young carers. Our concern with this proposal is that it would legitimise child carers. It is hard enough for disabled people to accept that their loved ones are placed in the position of a being a carer since this can undermine normal family relationships.  This concern is brought into sharper focus where children and young people are involved.  In our view children should be children and not disadvantaged by having a disabled sibling or parent.  Young people should enjoy the same space for personal development as their peers in households of where no family member is a disabled person. For this reason we are not in favour of this proposal and believe that children with such responsibilities should be considered first and foremost as children and therefore entitled to support under the Children Act.

We also disagree with proposal 11-5. We believe that there is a genuine need to revise the delayed discharges provisions. One of the concerns is that the provisions can place local authorities in an impossible position in meeting the support needs of people who really should remain in hospital.  The new Government has recognised this and, rightly in our view, are redressing the balance to ensure that people are not discharged too early.  

Delayed Discharges
We would further point out that under the current discharge legislation there is little flexibility regarding the time needed to put in place self-directed support – yet we have anecdotal evidence that disabled people are discharged from hospital and given a Direct Payment without the necessary information and advocacy to arrange self-directed support.

Where people are discharged into residential care rather than back to their home, it appears to us that once in residential care it is difficult follow through other options.

Question 11-1: We welcome further comments on how the well-being power is being or should be used in practice.

In our view a good use of the well-being power would be to look holistically at the local community and bring together various funding streams that support individuals.  People who need social care support do not live their lives in a vacuum. They have other needs that may be funded by other programmes such as housing, learning or employment support.  Very often the need for social care support diminishes when all aspects of life opportunities are considered.  The well-being power can do much to foster independent living which is not confined to how social care support is provided but is about a whole way of life.

On a practical level we have seen local authorities starting to discuss how their well-being powers can be used to bring agencies and funding together in the Right to Control trailblazer areas.

Question 11-2: We welcome comments about whether prisons should be included or excluded from adult social care.

Prisoners should have access to social care – whether that be prisons’ responsibility or local authorities’ responsibility. It is a matter of equality and human rights.
Disabled people form as much part of the prison population as they do of society overall – although the incidence of mental health issues and learning difficulties is comparatively higher in prisons. A disabled prisoner should not be subject to more degrading treatment than other prisoners by virtue of not having their support needs recognised.  Many prisons are old and do not provide for access and support needs to be met.

We’d argue for provisions for the management of transition from home to prison, and from prison to home. For example, as a Direct Payment user, the jailed person may have responsibilities towards their employees, and this should not be jeopardised by different social care arrangements in local authority and prison.
Section 117 duty
We agree with provisional proposals 11-6 and 11-7, whilst we have some difficulties with proposal 11-8. We agree that it would be desirable for people being discharged from mental health in patient care to have access to dispute resolution procedures. However, we are concerned that it may not be in their best interest to make the authority where the patient lived before admission responsible for after-care.

Consideration would need to be given to the circumstances in which admission took place which may be the related to the area in which they were living. Furthermore the patient should have the freedom to choose where they want to live, and we propose that the original authority will have responsibility to pay for after care wherever the patient is moving to – until the receiving authority has arranged after-care support.
We also have concerns about proposal 11-9, as creating a split between social care and health care would lead to regression for existing users – who may then have to pay for part of the care that was previously provided free –.

Question 11-3: If the section 117 duty should be split between health and social services authorities, should the termination of the duty also be split so that, for example, social care after-care ceases when the social services authority is satisfied that the person no longer needs social care after-care; or should both authorities be involved in the decision?

We would urge that a duty can be terminated only after agreement of both authorities – and that this happens with the full involvement of the service user. This promotes joint working, and ensures transparency as termination of social care may lead to increase in health care needs, and therefore a decision made by the social care authority would affect the health care authority.
Question 11-4: Should section 117 be recast from a free-standing duty to a gateway provision?

We accept that the gateway option would free up after care provision and create more choice for service users.  However we remain concerned about the ordinary residence rules.  It may be that provision elsewhere, particularly if consideration can be given to portability, would overcome this problem.

We strongly support proposals 11-10 and 11-11 as currently the lack of any meaningful requirement is not leading to joined-up working. In practice, service users have to carry the burden to navigate complex and varying procedures between agencies which is unfair.
Part 12: Safeguarding Adults at Risk

We have some concerns about proposal 12-1, which places an investigative duty on local authority, as long as there remains equity of access to justice. There is a danger that the duty lifts responsibility from the shoulders of criminal justice agencies and moves it to social care services who are unlikely to be equipped and accountable in taking appropriate action. Disabled people who are – or are suspected to be - a victim of criminal acts, should have the same access to justice as other non-disabled people. 
Consideration will need to be given to how this proposal interacts with other legislation. Our experience of the implementation of No Secrets by local authorities is that the people involved do not have investigative skills and have a poor knowledge of the law.  For example we have had cases where the local authority has been unhappy with the employee of a service user in receipt of direct payments.  The local authority attempted to remove the employee without any regard for employment law which takes precedence over the No Secrets regulations.  
We are in support of the term ‘adult at risk’ – as long as it’s not automatically awarded to anyone receiving social care. It is our view that vulnerability can happen to anyone in a variety of situations which do not necessarily apply to adults needing support.

We believe that guidance will need to be used to clarify ‘significant harm’. In particular, criminal offences must always be reported to police – including financial abuse.
The primary responsibility for a social services authority when confronted with ‘risk’ should be to put strategies in place to help prevent risk (or take it away). ‘Reasonable cause to suspect’ must not become a barrier in itself, to deny support or choice to the service user.
We agree with proposals 12.4 and 12.5. We also welcome proposal 12.6, however the duty to prevent the loss or damage to an empty home should be balanced against the right to privacy.
If Safeguarding Adults Partnership Boards were to be made a statutory requirement, then it must be clear what their purpose and duties/powers are – alongside a requirement to have a representative from the criminal justice agencies and from service users on board – in addition to the duty to involve service users. Service users who may be interviewed by the Safeguarding Adults Partnership Boards must always be given full access to the interview, including provision of information and advocacy.

The Equality and Human Rights Commission is currently conducting an enquiry into compliance of local authorities with the duty to have due regard to the need to eliminate disability-related harassment. We expect that they will be making recommendations that would inform the Statute.
Part 13: Strategic Planning

We agree in principle with the abolition of Disabled Persons’ Registers – however steps must be taken to ensure that this does not disadvantage disabled people who need registration as proof of their entitlement. In particular, local authorities need to alter their procedures in relation to blind and partially sighted people so that they do not rely on registration as proof of impairment.  This also applies to HMRC who currently required blind people to be registered with a local authority in order to claim the blind person’s tax allowance.
We believe that there should be certain strategic planning provisions in the Statute. These include:

· duties on local authorities, health bodies and partners to manage the market and ensure there are a range of quality services to meet our different needs – particularly ‘low incidence groups’ may need investment in particular services. We must always be able to access specialist support whether we are deafblind or have ME for example, regardless of where we live. 
· a strong duty of local authorities to engage with ULOs and disabled people, with appropriate enforcement.
User-led organisations (ULOs, centres of independent living, disabled people’s organisations) are vital to the success of any new care and support system. They provide information, advocacy, peer support to disabled people and work alongside the person to support them to make informed choices, raise awareness in the local community, and can inform local authorities as well as amenities how to build disability equality into their work as well as highlight the needs of disabled people in the community. ULOs act as a champion for disabled people and as a challenger of bad practice.

We want:

· a ULO in every locality (promised by 2010 but not yet delivered ).

· recognition of ULOs as equal partners in bringing about change.

· sustained and adequate funding for ULOs.
We welcome the proposal a duty on a local social services authority to provide information about services available in the local area. This should include the right to accessible information about support services and right to independent advocacy and brokerage to ensure people can choose and use the right support for them.
About NCIL
NCIL is a national infrastructure organisation controlled by disabled peope and is at the forefront of promoting independent living including direct payments and personal budgets. NCIL operates strong two-way communication channels with its local members both online and offline in the form of general meetings, trainings, briefings, presentations and a national helpline for disabled employers and personal budget holders taking calls every day. Current strategic work includes working with the Department of Health on developing user-led organisations in every locality, membership of the Department of Health’s Social Care Reference Group and Project Board for the implementation of personal health budgets and working with the Department of Work and Pensions on the Right to Control trailblazers. NCIL also carries out research, e.g. into experiences of personal budgets by older people and people with mental health problems commissioned by SCIE. 
About RADAR

RADAR is the Royal Association for Disability Rights. We are a pan-disability organisation led by people experiencing ill-health, injury or disability. With a membership of over 900 individuals and organisations across the UK and partnerships across the public and private sector, we are a powerful, positive movement for change. Our vision is a just and equal society whose strength is human difference. Our mission is to support individuals, networks and policy-makers to do things differently – and better. 
We work towards independent living, an end to disability poverty, an accessible Britain, realising potential and unlocking talent op people living with ill-health, injury or disability, and real equality and justice. We are a Strategic Partner to the Department of Health. We run award-winning leadership programmes for disabled people and empowerment events. We have positively influenced legislation – in the last year the Welfare Reform Act and the Equality Act to name but two.
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