[image: image1.png]Ld
s

’@’ni @% AEX\ .

ma%\
Scope to...” ‘:3\ vl
R

s

-




Response to the consultation on the Future of the Independent Living Fund
About Scope

We all want to live in a world of opportunity – to be able to live our own life, play our part and be valued for the person we are. At Scope we’re passionate about possibility.  It inspires us every day and means we never set limits on people’s potential.

We work with disabled people and their families at every stage of their lives.  From offering day to day support and information, to challenging assumptions about disability and influencing decision makers – everything we do is about creating real and lasting change.

We believe that a world where all disabled people have the same opportunities as everyone else would be a pretty incredible place for all of us. Together we can make it happen. 

We welcome this opportunity to this consultation on the Future of the Independent Living Fund. 

Summary

· Whilst it may be reasonable to consider bringing the Independent Living Fund (ILF) into the mainstream care and support system at some point in the future, Scope is strongly opposed to closing the fund to existing users at this present time. Currently, the ILF plays an invaluable role in mitigating the difficulties disabled people are experiencing, due to the weaknesses and chronic underfunding of the social care system, the impact of welfare reforms and the increasingly restricted access to local authority funded social care, arising from swingeing cuts to their budgets.
· The core issue of funding for all care and support services needs to be addressed before any potential consideration of closure of the ILF to existing users. 

· Scope believes that the mainstream care and support system needs to have a much stronger commitment to independent living, a consistent interpretation of assessments and eligibility criteria, provide genuine choice of appropriate services and tangible control and flexibility through direct payments and personal budgets. The ILF should not be closed until these elements are in place and disabled people experience improvements in their daily lives.
Question 1

If the ILF is closed in 2015, Local Authorities will continue to have a duty to assess the care and support needs of those disabled 16,309 Group 2 users who are already jointly funded by local authorities and the 1,737 Group 1 users who receive some local authority care and support; and will be required to assess the needs of those ILF users who do not currently have a relationship with their local authority. 

Do you agree with the Government’s proposal that the care and support needs of current ILF users should be met within the mainstream care and support system, with funding devolved to local government in England and the devolved administrations in Scotland and Wales? 

Scope strongly disagrees with this proposal.  We take the view that it is reasonable to consider bringing the ILF into the mainstream care and support system at some point in the future.  However, we are strongly opposed to closing the fund at this present time. This proposal is wholly inappropriate in the current context as outlined below.

Chronic under funding in social care
The Government’s announcement to invest a further £100 million in 2013/14 and £200 million in 2014/15 in joint funding between the NHS and social care to support better integrated care and support is welcome, but is nowhere near enough to address the true funding shortfall in social care, which is now estimated to be at £2 billion.
 This money will help to mitigate against substantial council cuts to social care, rather than meeting unmet need or improving quality. 
With families and social care funding unable to meet rapidly rising demand, many older and disabled people with care needs receive little or no support, as councils continue to restrict access to services.
· Recent data from the Association of Directors of Adult Social Services shows that 83% councils have eligibility criteria set at substantial in 2012/13 compared to 78% in 2011/12.
  
· Services are being further squeezed by the pressures of an ageing population and a 28% reduction of local council budgets by 2014/15. 
· A Care & Support Alliance survey in 2011 showed that social care services to 24% of disabled adults had already been cut, even though their needs were the same or had increased.
 

Additional support from welfare benefits is being eroded

The quality of life and independence of many disabled people is being further curtailed through reductions to their benefits, as the Disability Living Allowance (DLA) is replaced by the new Personal Independence Payment (PIP), with a 20% cut to the overall budget. 

More than 40% of disabled people lack formal savings
 and working age disabled people’s equivalent net household incomes are 30% less than for non-disabled people. This figure does not include the extra costs disabled people face. Including these reduces disabled people’s incomes by an average of 10%.
 
The combined impact of social care cuts and welfare reform is already hitting disabled people hard and further cuts are expected next year. The ILF plays a critical role in mitigating the worst effects of these problems. 
Furthermore, the purpose of the Fund is different to mainstream care and support.

The distinct role of ILF

The ILF provides funding towards outcomes that concern independent living and social participation, as opposed to social care packages that are designed to meet basic care needs. Scope is not persuaded that those who would have been eligible for ILF support will be able to receive the same support from their local authority, which already has a statutory responsibility to provide social care support to its residents.  Withdrawing the fund will have an extremely negative effect on the independence of disabled people.
“ILF enables me to be supported in accessing leisure activities such as seeing friends. This ensures I am happier and healthier, without exclusion or loneliness.  ILF also enabled me to work full time, making me financially independent, contributing back to society through tax and economic input, and I have a purpose in my life.” – ILF service user

The above example illustrates the economic value of retaining the ILF, as it avoids increasing dependency on, and cost to, the state.
Scope does not believe that the ILF should be retained indefinitely, but proposals to stop it completely should only be considered when the mainstream care and support systems are ‘fit for purpose.’ We believe this is a system where there is:

A strongly embedded commitment to independent living
The draft Care and Support Bill contains the over-arching principle of promoting well-being and independence, but although the threshold for assessment is relatively low, eligibility for council funded social care is likely to be extremely restricted, set at the equivalent of substantial or above. Even if eligibility were to be set at a lower level and the Bill was enacted in April 2015, it would take considerable time for disabled people to experience improvements in their daily lives.

A consistent application and interpretation of eligibility criteria and assessments 

A recent report by the PSSRU concluded that assessment under the FACs system ‘is widely seen as a subjective process and that there is often seen to be a lack of certainty as to how those presenting needs should be categorised.’ It also suggested that practice varied not only between local authorities with technically the same threshold, but also within the same local authority. 

Adequate funds and community resources
Legislation by itself has limited capacity to improve the provision of social care. Re-designing services and securing efficiency savings can also only achieve a certain amount, in comparison to the pressing question of funding for care and support.  It is imperative that the Government takes a decision on the recommendations of the Dilnot Commission on Funding of Care and Support, and until measures are developed and implemented to address long-term sustainable funding, the ILF should not be closed. These should include more investment in community infrastructure. Previous research has revealed that many of the key drivers of extra disability-related costs, which DLA (and soon PIP) are expected to cover, come from social, practical and environmental barriers that could be reduced or removed with the right intervention.
 Removing extra disability-related costs by making local mainstream facilities and services more accessible and inclusive will reduce the need for people to get financial assistance from the ILF to participate over and above any care or support needs they had.
Genuine choice of services and widespread use of direct payments and personal budgets
The Government’s commitment to expanding direct payments and to make a personal budget mandatory in the draft Care and Support Bill is welcome, but it is premature to close the ILF to existing users when at present the take up of direct payments is patchy.  Too often direct payments are still poorly developed and are little more than a notional concept, with much control still retained by the local authority.
In short, closing the fund completely is not the best way of achieving the Government’s aims.  This proposal undermines the whole ethos of the White Paper to promote well-being, independence and choice and control.

As a recent article in The Guardian has highlighted, closure of the ILF at a time of numerous challenges to social care services, will have ‘a catastrophic effect on the ability of severely disabled people to fulfil their potential and use their talents to contribute personally and economically to society.’

Question 2

What are the key challenges that ILF users would face in moving from joint ILF/Local Authority 

to sole Local Authority funding of their care and support needs?

Restricting the options for independent living

The closure of the ILF will have a profound impact on many disabled people, and could critically compromise their ability to live full and independent lives. The ILF occupies a unique position; it acts an effective bridge between the support delivered by local authorities and that provided by the welfare benefits system.  Currently, the Fund provides financial help with care packages so disabled people can remain in their community rather than enter residential care. The result of collapsing the fund completely will mean that disabled people who may have been living independently for many years, do not meet the new eligibility criteria and will find that they are under-resourced and may be forced to move into residential care.

We address the impact on Group 1 users in Question 4.
The ILF is critical to those who have some local authority support (a proportion of users in Group 1 and all users in Group 2). A recent Scope survey of 619 disabled adults showed that even those who did qualify for some local authority support, felt that their care package did not adequately meet their basic needs. 

· Two thirds said that they have had to spend their own money to get support with washing, eating, dressing or getting out of the house. 
· Worryingly, 1 in 4 say that paying for their own care has left them feeling lonely or isolated, leaving them vulnerable to poor mental health.
· 40% of respondents said that social care services don’t meet basic needs like washing, dressing or getting out of the house.

· For those with ‘moderate’ needs, this figure is 41% compared to 17% for those with ‘critical’ needs and 18% for those with ‘substantial’ needs. 

· 47% of respondents to Scope’s survey said that the services they received do not enable them to take part in community life.

· For those with ‘moderate’ needs, this figure is 64% compared to 23% for those with ‘critical’ needs and 27% for those with ‘substantial’ needs. 

 As one respondent commented, “I am becoming somewhat neglectful of my personal hygiene, washing my hair and bathing… sometimes not for weeks at a time.”

If the ILF were to close, not all users would be eligible for local authority funded social care. Even those who are deemed eligible may still be at a disadvantage as all their care and support would come within the scope of a means-test. At present, money from the ILF is wholly ignored when means-tested benefits are calculated and when a local authority assesses charges for home care services.
It is also misguided to believe that voluntary and community groups can fill the gaps in a person’s care and support. Such groups do extremely valuable work, but they are no substitute for professional care and support which is publicly funded.  Many of these groups have themselves been subject to cuts leading either to complete closure or reduced services.  Funding is extremely uncertain for those groups which are still running.  On a practical level, disabled people are likely to find it difficult to access these services for a variety of reasons – the building may be inaccessible, transport to the venue may prove impossible or the style of services, such as group sessions may be inappropriate, for example for an individual on the autistic spectrum.

How can any impacts be mitigated?

Scope is opposed to the closure of the ILF to existing service users and that in this current climate the fund plays an essential role in mitigating adverse circumstances.  The following features of the current ILF are valuable and should continue, as outlined below:
Discretion and flexibility

The ILF plays an important role in being a discretionary fund. In a time of austerity when local authority budgets are under severe strain, increasingly, local authorities are raising the threshold for social care, with the majority being at substantial or critical.  Out of 152 local authorities, 126 have set their criteria at substantial or above, 24 at moderate and only 2 at low.
 Feedback from disabled people suggests that local authorities are also becoming increasingly rigid in their interpretation of the criteria within those bands.  It is becoming more difficult for local authorities to use their discretion and for disabled people to access the help they need, if for example, their condition and therefore their levels of need fluctuates, or if they fall just below the level required to get local authority help.
Portability

ILF currently operates on the basis of ‘portability’ – allowing users to move between local authorities without any risk of losing vital support. That support is portable to this effect is of paramount importance at a time when local authorities’ own social care budgets are under great financial pressure. 

As drafted, the proposals in the draft Care and Support Bill 2011 are for continuity of assessments, not continuity of care.  In Clause 31, ‘receiving authorities’ will have to meet the assessed needs of people who have moved into their area immediately, so that there is no interruption of care. However, disabled people will still face uncertainty about their long-term care as they will be reassessed by the new local authority. This means that a disabled person or carer who is facing the upheaval of a move could also face the prospect of a different (perhaps lower assessment) of their social care needs.  

The ILF gives a level of certainty of some continuity of support when a person moves, but this is not the case with the mainstream care and support system where the interpretation and application of the FACS criteria varies widely. Although a person may have the same care and support needs, when they move, a local authority may assess their needs differently, as highlighted above in Q1.   
	Question 3

What impact would the closure of the ILF have on Local Authorities and the provision of care and support services more widely? 


Local authorities are vital to fulfilling the Government’s commitment to enabling disabled people live full and independent lives within their local communities, as expressed in the Social Care White Paper.   However, Scope is concerned at more costs being transferred from DWP budgets to local authority and health budgets, at a time when council finances are under strain.  Local authorities are already finding it difficult to fund enough support for people requiring social care and ultimately, it is disabled people and their families who are expected to meet the shortfall or ‘go without’ essential services.  We know of at least one local authority which is proposing to cap individual costs at the equivalent of residential care, for people who have been living in the community but whose care and support costs are deemed too expensive. We fear that similar approaches may be adopted elsewhere.

The Local Government Association (LGA) has estimated that spending on social care will pass 45% of council budgets by 2019/20
, meaning that councils will have to cut social care further or drastically reduce budgets for other services. 

How could any impacts be mitigated?

Currently, varying assessment processes and interpretation of eligibility criteria have been described as a ‘postcode lottery.’ Scope recommends that the national eligibility threshold which all local authorities will have to adopt should be set at moderate to ensure that disabled people can receive the help they need before reaching crisis point. 
Current FACS criteria do not prescribe which needs should be regarded as eligible, nor require councils to make identical decisions about a particular person’s level of need, should that person move from one local authority to another. Alongside the threshold, the Government should also introduce standard system of assessments for local authority care and support and also national agreement to be implemented locally on how to calculate how much money disabled people get for their support package.  This would help to achieve consistent policy and practice across the country, whilst retaining flexibility as to how councils deliver care and support packages.
Question 4

24. We know that the closure of the ILF would be more difficult for those Group 1 users who are not currently receiving any Local Authority funding, and who in some cases have little experience of the mainstream care and support system. It is important that those users engage with the local authority care and support services for which they are eligible.

	What are the specific challenges in relation to Group 1 users? How can the Government ensure this group are able to access the full range of Local Authority care and support services for which they are eligible?

We are extremely concerned that people in Group 1 will be able to access a full range of care and support services.  Many people in Group 1 fall below current eligibility thresholds set by local authorities and will also fall below the national eligibility threshold be set by regulations in the Care & Support Bill, (likely to be at substantial or above) which Government intends to enact by April 2015.

The bold vision of the Social Care White Paper to promote well-being and independence before reaching crisis point is most welcome, but this is not matched in the draft legislation.  Provisions in the draft Care and Support Bill for universal services are targeted at preventing or delaying people from developing needs that require them to use the formal social care system,  not those with ‘lower’ or ‘moderate’ social care needs who are already in the system. 

For those who do not have any local authority support (a significant proportion of the users in Group 1) ILF is a lifeline to independence. Respondents to Scope’s survey reveal the stark impact that losing care and support services has had on their lives.
· 1 in 4 (40%) of those who have lost care and support services are unable to get out of the house

· 1 in 4 of those who have lost care and support services say they are sometimes unable to wash

· 1 in 5 of those who have lost care and support services say they are sometimes unable to dress

· 1 in 5 of those who have lost care and support services say they are sometimes unable to eat home-cooked food.
Question 5 


25. The Government remains committed to funding current ILF care packages until 2015. But we know that it will take some time to manage the move to sole local authority funding. It would be necessary to start such a process well in advance of 2015. This consultation is only the start of a process of working with users, Local Authorities and the Governments of Scotland, Wales and Northern Ireland. 

	How can DWP, the ILF and Local Authorities best continue to work with ILF users between now and 2015? How can the ILF best work with individual Local Authorities if the decision to close the ILF is taken?


Scope does not think it is appropriate for the DWP and partner agencies to work with stakeholders on any form of further restriction or closure plan with current users at this present time.
Question 6
Equality Impact Assessment  
The consultation states that “it would be premature to attempt to conduct a full impact and equality impact assessment at this stage because the details of our proposal have not yet been developed”, so the Government is proposing to publish an impact assessment at the same time as publishing the response to consultation. 

Scope believes that an EIA would have been both crucial and feasible to undertake for the decision to close down the ILF and to transfer ILF responsibilities to local authorities, and that steps should have been proposed to mitigate any adverse impacts identified, even though these can be presented in broad terms at this stage. 

Doing this pre-consultation would have helped flag up early any serious concerns with the proposed approach. Mitigating steps could then always be revised in light of the responses received to the consultation or as proposals are further developed, so to postpone carrying out an EIA on this basis does not seem reasonable.

The UN Convention on the Rights Of Persons with Disabilities (UNCRPD)
The UK has signed up to this Convention and the ILF helps the Government comply with its obligations under the UNCRPD.
  Therefore, there is a need to ensure changes to the current system do not regress on the ability of disabled people to exercise and experience their rights especially under the article 19 of the Convention (Living Independently and Being Included in the Community). 

In this consultation, the Government contends that the on-going reform of the social care statute provides “an opportunity for the integration of ILF funding within the mainstream care and support system”. In addition to the funding issue of how the needs of current ILF recipients are to be met in the future (explored above), the issue of whether the current legislative framework sufficiently protects the right to independent living needs to be also addressed. 

As part of considering the future of the Independent Living Fund, we would welcome the Government addressing the recommendation put forward by the Joint Committee on Human Rights in its recent report to look into the “feasibility of freestanding legislation to give more concrete effect in UK law to the right to independent living”
. 
We would be happy to elaborate further on any of the points made in this response. 

For further information please contact:

Caroline Hawkings

Senior Public Policy Adviser (Social Care)

Email:

caroline.hawkings@scope.org.uk 

Telephone:
020 7619 7245
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