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About the Spinal Injuries Association (SIA)

The Spinal Injuries Association (SIA) was established in 1974 to support spinal cord injured people and their families following a Spinal Cord Injury (SCI). SIA is a leading user led organisation whose board of trustees are elected by our membership of spinal cord injured people. Being a user led organisation ensures that we can fully understand the needs of the people we exist to serve.
We aim to support, advise and campaign on all aspects of spinal cord injury and ensure that spinal cord injured people are equipped with the knowledge and skills their require to successfully rebuild their lives after injury.
The Spinal Injuries Association welcomes the opportunity to comment on the Governments Public Consultation on the future of the Independent Living Fund (ILF). 
Q1. 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? This would mean the closure of the ILF in 2015.

SIA does not think that the care and support needs of current ILF users should be met, or indeed are likely to be met, within the mainstream care and support system, with funding devolved to Local Government. SIA has great concerns that if present ILF spending is simply passed onto Local Authorities (LA's) to use at their discretion, the money will not find its way to providing the extra support for severely disabled people that ILF currently does. It is likely that this extra money will ‘disappear’ into other areas of LA budgets and administration costs.

NB – currently ILF administration costs are 2% of the total budget while Local Authority (LA) administration costs can run as high as 27% - see example in figure 1 below from 2011 Freedom of Information data supplied by Wirral Borough Council:

Figure 1 - Wirral Council Adult Social Services

	Budget item
	Financial Year
	 
	 

	 
	2008-09
	2009-10
	2010-2011
	
	 

	 
	 
	 
	 
	
	 

	Gross Budget
	137,078,400
	145,571,200
	146,646,200
	
	 

	Net Budget
	91,205,500
	85,810,900
	83,464,400
	
	 

	 
	 
	 
	 
	
	 

	Breakdown of Gross Budget:
	 
	 
	 
	
	Description of Budget Breakdown:

	Employees
	10,015,600
	11,040,200
	11,099,700
	
	Management, Office Services

	Premises
	798,900
	830,500
	460,400
	
	This includes repairs & maintenance, rents, rates, utilities etc

	Transport
	48,300
	46,300
	46,300
	
	Staff travel costs

	Supplies & Services
	458,100
	935,300
	975,700
	
	Postage, Stationery, printing, telephones etc

	Third Party
	628,000
	637,800
	637,800
	
	Human Resources costs, contracts, training

	Support & Capital
	16,359,800
	23,611,800
	26,246,800
	
	Recharges from other Depts, Capital cost of Admin buildings

	 
	 
	 
	 
	
	 

	Remaining budget spent on front line services
	108,769,700
	108,469,300
	107,179,500
	
	Includes Social Workers and related costs, all in-house services, private sector contracts, voluntary organisations, 3rd sector, HART

	 
	
	
	
	
	 

	Total Gross Budget
	137,078,400
	145,571,200
	146,646,200
	 
	 


It is also likely that funds could also be diverted away from ILF service users because of the cost of transitional arrangements and extra administration needed during this period and therefore the Government will need to put in extra funding to cover these costs regards any new arrangements they decide on. 
Contrary to closing the ILF, SIA believes that the Government should be investing in the ILF model of delivering self-directed care and support and develop it as the way for delivering ALL self-directed care and support, restricting LA involvement to a minimum. This way forward would: 

· have a single national eligibility criteria level eliminating at a stroke the current post code lottery;

· be more centrally accountable to the tax payer

· be much more efficient re administration/overhead costs and moreover;

· stop LA’s using monies intended to support disabled people on other services and projects and ensure that levels of care and support meet the full assessed needs of people to enable them to play a meaningful role in society.
SIA supports the Government’s intention ‘to put personal budgets on a proper legal footing, and to create a new legal right to receiving care and support through a personal budget.’ We believe that having one national body, set up on the lines of the ILF, would be a more efficient way of achieving this aim as it would wipe out any local interpretations of the legislation set up and prevent a possible avalanche of appeals and separate, complicated and differing legal cases. 

Q2. 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? How can any impacts be mitigated?

The key challenges ILF users would face are likely to be:

· A less consistent assessment as ILF area assessors tend to remain with a client group while the current trend in LA’s is not to allocate a dedicated care manager to a service user but rather move staff around different service users.
· Challenges by LAs to current ILF Service users’ level of care and support funding

· Fighting their LA to maintain their current level of care and support once the incentive for the LA to maintain their funding to match ILF qualification level requirements is removed 

· Challenges to current ILF service users’ eligibility to social care funding per se, and an expectation of attempts to shift budgetary responsibility to Clinical Commissioning Groups via NHS Continuing Healthcare funding stream. This already occurs to some extent, but would be exacerbated by abolition of ILF, resulting in increased inter-agency funding disputes in which service users are disadvantaged. Even if such NHS funding were to be secured, service users would lose a degree of control of their care provision.
One way a LA could mitigate the impact of assessments and transition is to allocate a trained dedicated team/or officer to work with those moving over from ILF to full LA funding for the first year of transition.

The way to mitigate against a possible reduction in an ILF user’s care and support package if their LA takes full control of their funding is:

· To ensure that all extra funding given to LA’s from abolishing the ILF is ring fenced

· That current ILF service users are given a legal guarantee that LA's will maintain current levels of care and support that will take account of inflation and legislative enhancements in employee benefits (e.g. pension, increased annual leave entitlement)
Q3. What impact would the closure of the ILF have on Local Authorities and the provision of care and support services more widely? How could any impacts be mitigated?

It is likely that in the current financial climate some LA's would welcome any extra funding that may come with having to absorb current ILF users into the social care system, seeing it as a windfall to maintain their current service provision and use it to offset the impact of the Government’s current requirement to reduce their budgets by 25% over 4 years 

Q4. 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?

Because the ILF assessment/review process is substantially different to that of Local Authorities Group 1 users will have to engage with a completely different culture and it is always a challenge for any individual with little experience of engaging with LA care and support services to ensure they:
· are aware of their rights;

· are aware of the full range of services available and;

· receive the correct amount of care and support to meet their needs

One way that the Government could consider ensuring the above challenges are met is to provide extra funding to Disabled Peoples’ Organisations, both local and national, specifically to provide support and advice for this group of ILF service users.

 SIA, for instance, provides: 

· an advice line manned 5 days a week during office hours

· community and hospital based peer support

· a range of education services for Spinal Cord Injured (SCI) People via a programme of master-classes 

All of which enable SCI people to:

· get the right support and advice they need

· best prepare for care and support assessments

· be aware of their rights under current legislation surrounding the care and support system

Q5. 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?

ILF users have to be kept informed of the Government’s intentions at all times, any decisions made, timescales and possible consequences for them. One of the three agencies above (DWP, ILF & LA’s) will have to take responsibility for this to ensure users know where to go for information.

The ILF can best work with LA’s by ensuring that their current front line assessors are kept on for a set period if the ILF is closed to liaise with ILF users and LA’s – NB this may require extra funding which will have to be taken into account by the Government when budgeting for transitional arrangements. 

Other issues the Government must consider regards the future of the ILF:
It is of vital importance that the Government recognizes that the ILF enables disabled people to take an active role in society, rather than just a basic ‘bed and breakfast’ package of care and support that a LA might consider is only their statutory requirement to provide. In an online survey of spinal cord injured ILF Users conducted by SIA in January/February 2012 to enable SIA to obtain a better picture of how SCI people use and value the ILF one respondent told us:

'The ILF is very important, as without this funding I would be trapped in my house. My physical and mental health I am sure would definitely deteriorate and my usefulness would be gone as a person. With this funding and support I have managed to raise a family with the support of my wife, help in a voluntary capacity to run a football club that has over 500 children on its books and be involved in many other charitable causes. ILF funding has given me a small piece of my independence and dignity back, thus enabling me to give something back to society.'

94% of people responding to the Survey said they were either ‘very satisfied’ or ‘satisfied with the ILF as it is currently provided.  Users responding to the survey stated how much they value the ILF, considering it to be:

· 'Of Utmost Importance' 

· 'Very Important' 

· 'Massively Important'
· 'Vital'
· 'Invaluable'
· 'Crucial'
And without ILF, they considered that they:

· 'Would be in Care/Nursing Home'
· 'Could not work'
· 'Would be trapped in my house'
· 'Could not live independently in the community'
· 'Would be existing not living'
· 'Could not imagine life without it'
· 'Would have no control over or quality of life'
When asked how they use the ILF those responding said:
· 94% Managed the way they use the ILF themselves
· 74% Employed their own Personal Assistants directly themselves
· 41% Commissioned or also commissioned Personal Assistants via an agency
In another survey on social care conducted by SIA in 2012 85% of those who responded said they organised their own care support and 60% said they employed their own PA’s directly via Direct Payments/Personal Budgets and ILF funding. 
Respondents to the ILF survey also said the ILF enables them to:

· Take part in social and family activities

· Play an active role in their Community

· Participate in leisure activities and sport

· Go shopping

· Take short breaks and holidays

· Engage in paid and voluntary Work, Training and Further Education

The results from our survey leave SIA in no doubt as to how important the ILF is to those who use it to maintain control over their lives by directing their own care and support needs and live as independently in the community as possible, and that they highly value the way ILF  is currently delivered with a 94% satisfaction rate.

SIA has drawn the following conclusions from the results of the survey: 

· If ILF was abolished and no similar scheme was put in its place, it is unlikely in the current financial climate that LA's would be able to make up the shortfall. In fact SIA is already aware of some LA's operating a 'care cap', putting an upper cost limit on care at home support packages, forcing disabled people into residential care;

· If LAs prove unwilling to meet these costs then people's fears about being trapped in their own home, being forced into care homes or being unable to play an active and meaningful role in family, social and community life could become a reality;

· As well as the potential misery that is likely to be inflicted on the lives of ILF users if it is abolished, such a policy will also have much wider social and economic implications;

· According to the ILF consultation papers there are currently 19,373 users of ILF. SIA’s survey indicates that the average amount each user is required to pay towards their care and support each week is £60. If this is true of all ILF users, collectively they would pay approx. £1.16 million per week towards their care and support costs;
· It must also be recognised that by having a system like ILF which enables and encourages more users to take full or a greater responsibility in organising and commissioning their own care and support lowers administration costs and therefore is very cost effective;
· According to our survey the average ILF user has 55 hours of care and support. On this basis collectively ILF users would receive 1,065,515 hours of care and support per week, or the equivalent of approx. 30,443 full time Personal Assistants working a 35 hour week;
· If users are transferred over to LA funding and their care and support packages are not able to be sustained at their current levels because of LA budget constraints then many of these jobs could be lost seeing a reduction of revenue to the Treasury of  via Tax and National Insurance payments;
· More importantly, if care and support packages are reduced ILF users who currently work may no longer be able to be supported in employment;
· ILF users who direct their own care and support via employing their own PA’s also act as collectors of tax and NI for the treasury and it must be remembered that because of this, a proportion of their funding is never spent but just held by them and directly returned to the HMRC through quarterly Tax and NI payments. 
· For Example: one SIA Member who has a high lesion SCI and relies on part LA and part ILF funding for his care and support and employs 4 PA's to enable him to work and live independently has prepared the following breakdown of his funding and tax and national insurance payments for the first 40 weeks of 2012 (from 01/01/12 – 06/10/12):

	PAYMENT TYPE
	TOTAL AMOUNT PAID (01/01-06/10)

	ILF Direct Payments
	£18,384

	Local Authority Direct Payments
	£16,492

	Access to Work Assistance
	£1,496

	Total of all Care & Support 01/01-05/10
	£36,372

	Total Tax & NI paid to HMRC 01/01-05/10
	£8,278

	% of all payments returned to HMRC
	23%


· The Government must be made aware of just what abolishing the ILF will mean to its Users, those who rely on it for work and a society that will be made all the poorer by condemning active disabled people who contribute to society to a life trapped in their homes or forced to live in institutions and residential care;

· The ILF has stood the test of time – 55% of those responding to survey had been users of ILF for over 15 years. Over this time it has delivered the Government’s vision (People First Agenda) of Independent Living (which is endorsed by SIA and other User-Led Disabled People's Organisations) and should not only be re-instated in full to all those that qualify for it, but developed to be the model for all self-directed care and support provision  

Finally

SIA is concerned that because of the way the Government has structured this consultation using the term ‘preferred option’ it has already made up its mind to abolish the ILF and integrate current users into the Local Authority care and support system.

SIA is also concerned that the Government is taking this path simply because it is an easy and cost-cutting option. We consider that if this is the case, then it will remove a nationally uniform basis for determining and supporting the care needs of disabled people, whilst not addressing all of the problems associated with localisation in the social care system, i.e. a postcode lottery of care funding eligibility and provision. In doing so current (and future) disabled people who wish to take control of their care and support needs will be disadvantaged, and a central tenet of Government policy, namely ‘personalisation’, will be undermined.
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