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The future of the Independent Living Fund
A response from Sense
Sense is a national charity that supports and campaigns for children and adults who are deafblind. We provide tailored support, advice and information as well as specialist services to all deafblind people, their families, carers and the professionals who work with them. In addition, we support people who have a single-sensory impairment with additional needs. Sense has a number of people using a range of our services whose package is partly funded by the Independent Living Fund (ILF). 

By definition ILF users are those with higher support needs and therefore most vulnerable to changes in their support. Whatever changes are made, this needs to be done in such a way as to ensure continuity of their support and to minimise the stress and anxiety that change can cause.

We believe that this change should be made in such a way as to achieve the following two outcomes:
· No ILF user loses support as a result of the change.
· No local authority is substantially disadvantaged financially as a result of the change.

If the government intends to close the ILF, then we believe that the best way to achieve these outcomes would be to freeze the ILF fund, but to continue to pay out to those in receipt at their existing level of award for the lifetime of the current users. 
Question 1 

Since 94% of ILF users are already in the social care system it does seem reasonable that, if ILF is to be closed, the social care system could meet their needs. However, this needs to be done in such a way as to ensure that people do not lose support, particularly for the 5% of ILF users who are not currently users of social care support. As noted above we believe this is best achieved by freezing, rather than closing, the ILF. 

Many local authorities have been using the ILF effectively as a top-up for high packages of support for many years. This means that these people have had an assessment of their eligible needs, and a package has been put in place to meet those needs funded partly from the ILF and partly from other sources. If the ILF is no longer available, these people will not cease to have eligible needs and the local authority should continue to fund the same service. 

Our experience is that where a funding stream is cut, rather than recognising that the people’s eligible needs are unchanged, the local authority will simply claim that since the funding has been cut then the service will also have to be cut. It is essential that it is made clear to local authorities that this is unacceptable.

Question 2 
ILF users will face two challenges in relation to this change: loss of services and the fear of loss of service causing severe anxiety and distress. This second should not be underestimated. 
It is essential that a decision about the future of the ILF is made rapidly, that this decision is communicated to ILF users as soon as possible in a way which reduces the likely anxiety. This communication must be in an accessible format, including easy read, braille, etc as required. The ILF must also take steps to ensure that all ILF users are in contact with their local social services about how the transition from the ILF to social care will be made.

Anxiety about changes

The current climate of cuts in services leads deafblind people to be particularly frightened that their services may be reduced. In a recent survey of our members, 30% of those responding to a question about changes to services said that their service had been cut when their needs had not changed. 

“I also have to fight for everything I need, which only adds to the stress I face on a daily basis because of my condition.” 24 year old deafblind man

“I am terrified for the future and I am so worried about all the cuts.” Deafblind mother of two
It is essential that changes to the ILF do not exacerbate this stress. The wording of all communications with ILF users is critical and care needs to be taken in drafting any communications.

Continuity of service

Different ILF users will face different circumstances in relation to this depending on their situation. There are three groups: 
· Those where the local authority is using ILF to part fund a service; 
· those using ILF and direct payments to purchase their own support; 
· and those who are not in contact with social services.

Those with a local authority provided service

This group should be the most straightforward in terms of the change. There should be no reason for their service to change at all. The local authority will simply have to increase the portion of the package which they pay for. Service providers will issue invoices for the full cost of the service.

Those using direct payments

This group are more vulnerable to having their service cut in that the local authority will have to actively increase the amount of direct payment to reflect the loss of the ILF. In order for there to be no break in service the increase in direct payments will need to begin at the point the ILF is removed. Service users will need to be reassured that this will be the case at an early stage. 

People in this position may be employing staff themselves rather than purchasing from a provider. Therefore if there is a break in payments they will be unable to pay their staff, and if they do not get assurance early enough, they may need to put them on notice of reduced hours. Such staff may feel the need to seek other employment so that even if there is in the end no break in funding, there may still be a break in valuable services.
Those not in contact with social care

This group is the most vulnerable as they have no existing link to social services and will lose all the funding for their services if they lose the ILF. It is vital that this group are put in contact with social services, so that there can be an assessment and direct payments put in place to replace the loss of the ILF. It should be made clear that local authorities must ensure a direct payment to replace the ILF funding should be in place immediately the ILF is closed to ensure continuity of services. 

Question 3
If local authority use of the ILF were evenly spread then it would be possible to simply reallocate the ILF money to local authorities. However, if this were to be done there would be significant winners and losers depending on each local authority’s history of use of the ILF.

By freezing, rather than closing, the ILF, funding will continue to follow the person until the point where they are no longer eligible. 
An alternative would be to use this as an opportunity to address the impact of people with high support needs on local authority budgets in that a small number of people with high cost packages can skew a local authority budget. Sense would like to see a central fund which would effectively cap the total local authority contribution to a large package of support at an agreed level. The local authority would have to fund the package up to the cap so there is no incentive to artificially inflate support needs. The current ILF funding would provide part of this fund, but additional money would be required as this could not be a cash limited fund. This would require a transfer of funding from local authorities into the central fund, with the overall impact being cost neutral. 

Whatever approach is taken local authorities will need clarity at an early stage. The administrative burden of assessing people who have not previously had their needs assessed, and adjusting the level of direct payments for existing service users will be substantial, and local authorities will need sufficient time to carry out the changes. 

Question 5

We believe that working with both local authorities and ILF users very actively across the period of change is vital. Closing the fund in 2015 does not leave long for the changes to be made, therefore a decision must be made soon and communicated effectively. 

The ILF should ensure that all ILF users are in contact with their local authorities and receiving clear information from social services about how the process will be managed. The ILF will need to actively facilitate the process of ensuring that local authorities are aware of every ILF user in their area, especially those who do not currently receive a local authority service. 
The ILF should communicate at an early stage to every local authority setting out the process and what is expected of that authority. They should monitor the process of assessment of those not currently in the system to ensure that they will have a service after 2015. They should also monitor the arrangements for increasing direct payments for those who would require this. They will need to regularly communicate with authorities about progress on preparing for the change, focussing particularly on those who are falling behind in preparations. 

The ILF will need to communicate regularly with ILF users throughout the period of change, ensuring that they know what process local authorities will be following. They will need to provide a way for ILF users whose authorities are not responding correctly, or rapidly enough, with a way to flag this issue with the ILF so that it can be dealt with. 

We believe that the bureaucratic burden of this work is too high to merit the closure of the fund. If the ILF is to be closed, a far less burdensome approach would simply be to freeze the fund, reducing it gradually over time as the current users no longer need ILF.
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