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Introduction 

The Foundation for People with Learning Disabilities and the Mental Health Foundation welcome the consultation and the opportunity to contribute to shaping a fair system.

The Foundation for People with Learning Disabilities works with people with learning disabilities, their families and supporters to promote the rights, quality of life and opportunities of people with learning disabilities and their families. The Mental Health Foundation carries out work on issues affecting mental health and people with mental health problems.

This response will address issues that affect both people with mental health problems and people with learning disabilities.  
We recognise that the Department of Health is seeking to establish a fairer approach to continuing healthcare funding within the existing legislative framework.

Values and principles

We welcome:

· the effort to secure a more consistent approach nationally, as we believe that there is wide variation currently. The opportunities a person does or does not get are heavily dependent on local interpretation and the skills of staff making the assessments

· reinforcement of the NHS responsibility to contribute to the costs of support for people with more complex and lifelong health conditions

· the clear affirmation that continuing healthcare funding is not tied to support provided by any particular organisation or in any specific setting.

The 2001 White Paper Valuing People set out clear principles for improving the life chances of people with learning disabilities: rights, independence, choice and inclusion. Describing people who need intensive health care support, para. 6.32 says: “The aim should be to provide them with ordinary housing and support services, in the least restrictive environment possible, with opportunities to lead full and purposeful lives.”
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Modernising mental health services continues to be one of the Government’s stated  national priorities, as laid out in the NHS Plan (2000). One priority has been to ensure that people with severe and enduring mental illness receive services that are more responsive to their needs.

The theme of promoting and supporting independence was followed up strongly in both Improving Life Chances of Disabled People (2005) and Our Health, Our Care, Our Say (2006). The latter document included specific intent to extend ideas about ‘self directed support’, allowing greater choice and control over support. The ‘In Control’ programme cited in Our Health, Our Care, Our Say emphasises the importance of shifting from a ‘professional gift’ culture to citizenship rights and the power of decision making over support moving from services to those who need support.

	Examples of good practice

In accordance with these principles, there are now good examples from different authorities of people with learning disabilities and people with mental health problems who have associated complex health issues using support funded from a variety of sources to ‘get a life’ and have choice and control. Councils that applied for the Valuing People theme in the current round of the Beacon Scheme described some excellent collaborative work to support people with high individual support needs – people who might meet the eligibility criteria in the draft Decision Support Tool. Their arrangements might include the following, many of which are also relevant to people experiencing mental health problems:

· a place to live, secured through tenancy or perhaps shared ownership, and support with housing-related tasks, perhaps funded via Supporting People

· a job: such as a young man who uses direct payments to employ a worker to support him in his job four hours a week. The worker is trained to help manage his requirement for oxygen

· other occupation, such as education, training, work placement or volunteering

· leisure, sports and arts activities, perhaps using Independent Living Fund (ILF) money to employ support workers and/or using local ‘community link’ teams

· support to go on family holidays, instead of going to a respite unit

· getting about, maybe using a car or taxis paid for with Disability Living Allowance (mobility)

· support, perhaps through a combination of funding routes (Social Services direct services, direct payments, ILF, individual budget, NHS funding) with other aspects of life:

· to make and sustain friendships and relationships, for example through shared interests, decreasing dependency on paid supports/services

· to be an active citizen, voting and taking part in neighbourhood groups and activities

· personal care and activities of daily living at home

· help to be healthy, including collaborative work between mainstream health services (GP practice, health promotion, acute hospital) and specialist learning disability health professionals (such as nurse, physiotherapist, speech and language therapist, or psychologist). Typically this skilled attention to health issues makes achievements in other areas of life possible and reduces the risk of future deterioration in health. 

Ideally the person will have a person centred plan, which they should have been supported to develop with input and perhaps leadership from their family and friends. This may benefit from a circle of support and expert facilitation. The contribution of statutory


	services to supporting the plan will usually be co-ordinated by a local authority care manager (including contributions from the multi-disciplinary team). It is unlikely in most areas that a qualified health professional would take lead responsibility for planning or supervising the package of support, although they are very likely to contribute to this. Delivery of integrated support requires:

· acknowledgement of the expertise of disabled people and their families

· attention to systemic issues that tend to compartmentalise people’s needs and choose short term ‘fixes’.




Problems with continuing healthcare that people already encounter and could be exacerbated by the new framework are:

· assessments against continuing healthcare criteria leading to a determination of eligibility and the PCT that was previously willing to contribute to a jointly funded package of support deciding that funding the whole package is above and beyond its responsibilities

· as a result the person being moved into a nursing home and losing many of their rights and most of their independence, choice and inclusion.

This is clearly wholly unacceptable, but is not unknown. We are already seeing significant growth in private hospitals and large institutions. We know of examples of young adults being placed in nursing homes that are mainly for very much older people, where there is no culture of promoting independence and staff have not been trained for this. 

Under the draft framework, even if the PCT agreed to continue the support package:

· the person in the boxed example would lose their direct payments and the choice and control that gives them over their support

· the Commission for Social Care Inspection (CSCI) in some areas might query whether the person’s tenancy was ‘real’ and might wish their home to be registered, with consequent loss of rights and control

· alternatively CSCI might argue that the person’s support is health care and therefore not register and monitor the support provider; we have seen in Cornwall how services can fall between regulatory regimes

· it is not clear what would happen about the person’s ILF and Supporting People funding, but the way the rules are currently interpreted in many areas suggests these would be lost (again with consequent loss of choice and control over support).

It is therefore possible that the apparent advantages to the person of NHS funding (though in practice most people with learning disabilities are not charged for the types of social care outlined above) could be completely outweighed by the loss of their chosen lifestyle.

The ideal from the perspective of people with learning disabilities and their families would be to have the option of receiving continuing healthcare funding as part of an individual budget, alongside other sources of funding that they may receive at present.

We understand that this ideal may not be easy to achieve in law. The task in the short term therefore must be to find ways to reconcile the law governing continuing healthcare funding with the principles of Valuing People and other policies to ensure that the NHS fulfils its funding responsibilities without taking over people’s lives. This is likely to entail challenging the assumption that everything funded by the NHS is ‘health care’ and must therefore be excluded from direct payments and individual budgets.

The key principle

Para. 19 of the Decision Support Tool suggests how ‘scores’ across the care domains may combine to indicate eligibility. We believe these suggestions will bring into eligibility many people with learning disabilities who do not receive (and do not need) nursing care or significant levels of other direct health services. They are, however, likely to need health professionals to help plan their support and train their supporters (including family carers). The vast majority of the support such people want and need is not ‘health care’. It is support needed because of health issues. 

If this principle (that support is not necessarily health care) is accepted, we believe that the option of an individual receiving such funding as a direct payment or as part of an individual budget should be possible.

Some people will need nursing care as part of their package. How this is commissioned will require careful consideration to ensure that the person (and their family as appropriate) has choice and control. We are aware of some individuals who currently receive a direct payment for their social care support and have a separate team of health care assistants supervised by a qualified nurse providing what is deemed to be health care. This distinction makes no sense to the recipients, who resent the lack of control they have over this element of their support. One solution could be for the PCT to commission from a user-controlled trust. Another might be to ensure that qualified health professional input is focused on planning, training and advising (possibly as part of the commissioning team), while supervision of support is carried out by someone who is competent but not necessarily a qualified health professional. (This could include the person themselves, a family member, or a paid co-ordinator).

There are inspiring stories from the ‘In Control’ project of individuals who have, sometimes with their families, taken control of their support, using combined funding from health and social services. The benefits to them have been considerable in terms of their lifestyle and, for example, the avoidance of family breakdown. The benefits to the public purse have also been marked; one family organised a package of support costing £57,000 per year as an alternative to residential care costing £170,000. Another woman organised support that is flexible enough to meet her needs at home, avoiding regular admission to an intensive care unit.

Consultation questions

1.
Terminology


If the principle outlined above – that support is not health care – is accepted, the term ‘NHS Continuing Healthcare’ seems misleading, and we suggest that it is changed (e.g. to ‘NHS funded support’).

2.
Policy responsibility


We agree that PCTs should hold responsibility, as they are the bodies that need to agree working arrangements with their partner local authorities.

3.
Basis for eligibility


We agree that need for care is a fair way of determining eligibility for NHS funding. Please see ‘Key principle’ section above for our views on what this means.

4/5.
Key indicators and their descriptive statements


These seem adequate.

6.
Care domains


The draft Decision Support Tool seems to cover the key domains, provided one is added on pain (as is, we believe, planned). However, we feel it does not take full account of the range of circumstances that different client groups might experience. In particular, it does not cater for the needs of people experiencing mental health problems and we are concerned that all such needs might be taken to fall into the “Psychological/emotional needs” domain without fully reflecting the physical and social impact that mental health problems can have. Our main concerns are listed below:


Cognitive impairment


The description for ‘cognitive impairment’ includes referral to ‘a mental health specialist’. We suggest that learning disability specialists should also be included, as appropriate.


Communication


This needs to take account of the fact that a person who is experiencing mental health problems may have different communication problems from other groups. For some who are severely depressed, although their use of English may be good in principle, they may be silent or find verbal or non-verbal communication difficult. If they are experiencing psychosis, their communication may not appear relevant or grounded.


Mobility


This needs to include situations in which a person does not have a physical impairment but is not able to be independently mobile outside the home due to a mental health problem, e.g. agoraphobia.


Nutrition


This section ought to reflect the needs of people experiencing mental health problems, for example anorexia nervosa, who may need no help with the mechanics of eating, but need support and motivation to eat or drink. In addition, people who are depressed can need support with eating or drinking. For some people, the lack of eating or drinking due to a mental health problem can be life threatening.


Psychological/emotional needs


This domain only deals with symptoms of depression and anxiety. A wider range of psychological or emotional needs should be included, for example symptoms of mania, dissociation, and psychosis. In addition, the range of ways in which anxiety can manifest itself, for example, panic attacks, flashbacks, phobias, obsessive compulsive behaviour and agoraphobia should be more clearly indicated.

7.
Assessment and implementation


The comments that follow are predicated on the assumption that para.19 of the Decision Support Tool is used to determine eligibility for ‘NHS funded support’, as suggested in 1. above.

a)
Assessment, care planning and assessing for eligibility


Many people with learning disabilities now have person centred plans that have developed with support and input from their families and friends. These plans start from the person and their interests and talents, exploring how they want to live their life and the range of supports (informal and/or paid) they need to achieve that. Health action plans, addressing healthy living and action on specific health issues, should be integral to person centred plans. Paid workers (such as care managers and health professionals) may initiate and support the person centred planning process, but ideally get involved at the stage of exploring the contributions the statutory authorities can make to the supports the person wants and needs. In order to do this they will commonly undertake their own assessments (usually co-ordinated by a local authority care manager and ideally drawing on the person centred plan and self assessments) and draw up a ‘care plan’ that defines the local authority and NHS services that will be provided - including the option of direct payments for social care and (in areas participating in the ‘In Control’ project or Individual Budget pilots) individual budgets encompassing other resources such as Supporting People funding.


The proposals in the consultation document suggest that this range of assessing and planning activities would continue as now. We believe, however, that many local authorities would press for a contribution from the NHS to the care management function if this is to encompass what they would argue are NHS responsibilities (including review – but see below). Planning with some individuals requires extra skills, including clinical expertise.

The proposed process then involves checking eligibility, using a screening tool or the full Decision Support Tool. There is a hint that this might be done by a specific person or team within the PCT, rather than by the practitioners directly involved with the person. Experience with funding panels in local authorities is mixed. Some work very well and the practitioners feel that their case has received a fair hearing. Others have the reputation of being extremely bureaucratic and remote, with cases passed backwards and forwards in a way that feels like a delaying tactic and little clarity for individuals and practitioners about why some recommendations have been agreed or refused. 

We are concerned, but not surprised, to hear that in some areas there is already pressure being put on learning disability nurses to undertake extra assessments to check eligibility. This will incur major opportunity costs if they are diverted from their key role of improving health, both through work with mainstream health services to support them to become more inclusive and through direct interventions with people who need specialist input.

b)
Commissioning


Para. 47 of the ‘Core Values and Principles’ document and para. 25 of the Partial Public Sector Regulatory Impact Assessment emphasise the PCT’s responsibility for commissioning services required for people who are eligible for continuing healthcare funding. It would be helpful to remind readers that such responsibilities can be discharged in a variety of ways, for example:

· by delegating responsibility to a lead commissioner under a S.31 agreement

· by commissioning support from a body such as user-controlled trust, which can then organise highly individualised support.

It seems likely, however, that funding channelled via such routes would still be regarded as NHS funding and could still jeopardise entitlements that some people have to other sources of funding (and thus their choice and control). Thus the ‘Key principle’ section above remains crucial.

We believe that commissioning skills are key to achieving the flexible and creative supports required by people with learning disabilities, especially those with high individual support needs (including the new generation of young people who are dependent on medical technologies). Any new approach needs to encourage and support such flexibility, including encouraging greater flexibility in directly provided health care so that staff such as community nurses and health care assistants work as part of a person centred team approach.

c)
Review

Para. 52 of the main consultation document suggests that everyone referred for NHS continuing health care funding should be reviewed at three months, irrespective of whether they are deemed to be eligible or not. We believe strongly that review dates for individuals should be determined by their needs and plans. We are aware of examples currently of PCTs placing only 3 month contracts for support, in line with 3 month reviews, even when an individual’s needs are clearly long term.

8/9.
National screening tool and National Decision Support Tool


A national approach is likely to be helpful, both to prevent each PCT duplicating effort and to aid consistency.

10.
Determining need for ‘nursing care’


We agree that this should be part of the care planning process, as outlined in 7. above.

11.
NHS-funded Nursing Care banding


We believe that removal of the option of a higher band makes it likely that some homes will refuse admission to people with more complex needs.

12.
Supporting documents


b/c)
Public information leaflet and presentation

We believe that the issues in this consultation are potentially very significant for people with learning disabilities. We regret the Department’s decision not to issue an easyread version and to consult at this time of year, when it is difficult to get people together.


d)
Partial Public Sector Regulatory Impact Assessment

Para. 26 et seq contain cost estimates that appear, according to the text, to be based on people living in registered homes. These may need to be revised if significant numbers of people living in other settings become eligible.

13.
Other issues


As discussed, we are concerned that eligibility for NHS continuing healthcare funding may have unforeseen consequences in the reactions of other agencies. We believe that robust work will be needed in advance of implementation to forestall this. The key agencies are:

· CSCI

· Independent Living Funds

· Those in the Department for Communities and Local Government who are responsible for Supporting People

· Those in the Department for Work and Pensions who are responsible for the range of benefits that may be affected, including Disability Living Allowance and carers’ allowances that may be claimed by the families of people who continue to live in the family home.
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Alison Giraud-Saunders


Co-Director, Foundation for People with Learning Disabilities


agiraud-saunders@fpld.org.uk

07721 843290
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