Action Disability Kensington and Chelsea (ADKC) response to the 

Independent Living Fund Consultation.  October 2012
The ADKC Personal Budget Service is used by over 150 local Personal Budget Users (including 11 who are ILF recipients) and Self Funders, who live in the Royal Borough of Kensington and Chelsea. This response has been compiled from comments made by the aforementioned, and also a number of carers and supporters, in phone and face-to-face interviews and at a consultation focus group.

Members of the ADKC Personal Budget project and User Group thought that the Independent Living Fund should not be closed. If for reasons unknown to the members retaining the ILF under its current administration is not possible (rather than not preferred) it should be administered by an independent organisation that follows the ethos and practices of the ILF. It was felt that the ILF works well for its current users – and would have continued to work well for new applicants had it not been closed two years ago. Members would like to see all disabled people being offered the same opportunities as are afforded to people in receipt of the ILF however they recognise that funding is not available. 

No-one thought that a transfer to the Local Authority would be beneficial to current ILF users, nor would it be likely to be beneficial to current non-ILF funded Personal Budget recipients. Many ILF users report that the funding currently enables them to have support that the Council has claimed not to pay for themselves (night support and daytime supervision or sitting services), or which is scored so very low in the Resource Allocation System as to mean than practically no-one is awarded money toward those eligible needs (staying safe, maintaining friendships, accessing education/work opportunities). 

Many recipients have said that the ILF funding gives them a real quality of life – including enabling four of the ILF recipients to continue in their jobs by providing care and support that would not be covered by Access to Work or the Local Authority Funding. Non-ILF recipients agreed that the Personal Budget system was not sufficiently funded to provide this level of support for all and that there was a risk that Local Authorities would not prioritise ILF recipients drastically reducing the quality of life. This was deemed unfair. Users believed that additional funding should be provided to ensure equality for all by up-scaling other packages, not downscaling ILF users packages – which they believe would happen under the Local Authority. One ILF recipient says that the ILF funding gives him an identity – he fears a loss of ILF funding will leave him housebound, in receipt of survival care – whereas he is current and asset to society and a contributor to the economy. Several recipients say they fear that they will have no choice but to accept residential care if they lose their ILF funding, and others have said that the ILF funding that they receive themselves enables them to provide the vital emotional and sometimes practical support to older, disabled or younger members of their family and the wider community, which wouldn’t be the case if relying solely on a much smaller LA funding. The fact that the ILF allows them to act as Carers themselves saves Local Authorities money in providing services for the relative! There are concerns that the closure of the ILF will also have a deleterious effect on the very same people who are being most effected by the benefit changes – leading people to believe that, as a result of the lack of appropriate support, their mental and physical health will deteriorate to the extent that they will be a burden to the NHS rather than being the asset to society that many currently are as a result of the ILF funding.

Users were unable to suggest ways in which a change to having funding administered by the Local Authority could be mitigated. They pointed to the fact that the Social Care department is overburdened and understaffed, that regular assessments are often not completed on time, that there is a slow response to requests for reassessment. They also point to the restrictive policies and procedures that the Local Authority has, the seeming reversal of the Personalisation agenda, the return to heavy handed monitoring and the new restrictions which prevent users from completing their own Support Plan or access independent advice on Support Plans. Current recipients value the “independent” view of the ILF assessors and the holistic approach taken which empowers, rather than disempowers, which is how LA assessments/reviews are often seen.

The local authority have not kept statistics concerning people who would have been eligible for ILF funding had the ILF not closed to new applicants, so it is impossible to tell if people are receiving a lesser package than they would have done with additional ILF funding – although this is believed to be the case. Even for some ILF recipients, they have to rely on ILF monies to fulfil the basic care needs where their needs have increased but they have not received a subsequent increase in LA funding which would have allowed the previous level of quality of life to be maintained.

Users have however mentioned that the non-acceptance of Disability Related Expenses by the ILF has led to financial hardship. Members say that having a blanket policy insisting on a certain level of contribution is not feasible. Care and Support should ideally be provided for free to all that need it, rather than only providing funding to those meeting the eligibility criteria and having to forfeit all disposable income to pay care charges!

Only one of the ILF recipients contacted was a Group 1 recipient, although he does also have part funding by the Council. However, members thought that for Group 1 recipients who have not had Council input a transfer to LA administered services would be particularly harsh due to the additional bureaucracy and restrictive policies and procedures practiced by the Local Authorities in comparison to the more User-Focused and empowering  approach favoured by the ILF. Users were unable to suggest ways to mitigate for this change and continue to believe that the Local Authority should not administer this funding.

Finally, many people believe that they haven’t been fully consulted. Members have said that they have found it difficult to decide how changes would be mitigated as there is no solid proposal as to what an alternative would look like under the Local Authority (ring-fencing, changes to policy and procedure, expansion/reduction of eligibility, portability, etc). Neither have they been consulted on options other than a transfer to Local Authority administration. Non-ILF social care recipients felt that the consultation was hidden from them (ILF users received letters concerning the consultation) but other interested parties “stumbled across” the consultation or heard about it through only thanks to the proactive approach of Disabled Person’s organisations. They felt that relying on online methods do disperse the consultation documents excluding people without access to the internet. Members also feel that the launch of the ILF consultation at the same time as the launch of that of the Care and Support White paper was designed to hide the impact, or to confuse, respondees. Members also believe that the scope of the consultation was not broad enough and that the issue of how the system is to be funded should have been dealt with prior to this consultation, as this may have affected answers. 
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