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CILNI’s Response to Consultation on

The Future of the Independent Living Fund
1.0 INTRODUCTION

· Centre for Independent Living NI (CILNI) is an organisation of disabled people set up in 2001, working to support the right of disabled people in Northern Ireland to have choice and control in their lives and to take an active part in the community in which they live.

· CILNI aims to promote the philosophy of independent living and raise awareness of Direct Payments as an option to achieve independence.

· CILNI provides a range of services to promote independent living by disabled people in Northern Ireland, regardless of age or impairment to support them to make their own life choices.

· CILNI employs 11 full and part-time staff in its offices in Belfast, Armagh, Magherafelt and Omagh. The staff provide a full range of services to disabled people including:
· information on all aspects of Independent Living and Direct Payments
· advice on managing Direct Payments and becoming an employer

· training for disabled people to develop the skills and confidence to be good employers

· peer support by developing local networks to enable disabled people to share their experience and expertise

· information and support for the family and friends of disabled people 

· training for social workers, care managers and other health professionals on issues in relation to Independent Living

· a payroll service calculating the wages and taxes for personal assistants 

· development work in relation to the introduction of Personalisation, Individual Budgets, and Self-Directed Support.
· CILNI receives funding from the Health & Social Board and the Northern, Southern and Western Health & Social Care Trusts to support disabled people using or considering using Direct Payments.  However we recognise that people using ILF face the same issues and we have always offered them the same range of service to assist them to be good employers. There are approximately 240 ILF recipients currently using CILNI Payroll Service.

· Consequently CILNI staff members are in regular contact with people using ILF and also with disabled people who can’t access the Fund since it closed to new users in 2010.  It is clear that people who receive ILF value it highly; they appreciate the flexibility and the positive benefits to personal, family and social life.  Many are now worried about the future since the announcement was made to close the Fund.  

· These fears were expressed at the ILF User Consultation meeting held in Belfast in August 2012, which was also attended by CILNI staff/Board members.  A number of ILF users have formed a Northern Ireland ILF User Group to present a joint approach to the consultation process.  CILNI has offered to lend support to the User Group 

2.0
GENERAL COMMENTS
· Since it was set up in 1988 ILF has played an important role in demonstrating that disabled people, including those with high support needs, could live active independent lives in the community if given direct control over funding for their care and support.
· Since ILF closed to new users in 2010 disabled people in Northern Ireland who previously would have been eligible to apply to ILF, have been limited by the restricted budgets on offer from the Health & Social Care Trusts, and have missed out on opportunities for quality of life.
· CILNI is very concerned that disabled people in Northern Ireland could lose out under the current proposal which does not seem to take account of the Northern Ireland context.  Although Direct Payments are well established in NI, there there has been very little development to date on individual budgets and personalisation of services other than one Self-Directed Support pilot in the Southern Health & Social Care Trust area. 

· The consultation document (Section 11) states, “The social care white paper published this week, sets out the Government’s plan to reform care and support, and includes the 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.  This will be supported by the improved availability of high quality information and advice, enabling people to exercise genuine choice and control over the care and support they need”.  There are no such advanced plans for Northern Ireland; there is a commitment in principle to Personalisation  and Self-Direct Support but no action plan to make it happen in current policy initiatives; 
· A Strategy to improve the lives of disabled people 2012-2015
· Transforming your Care
· Who Cares? The Future of Adult Care in Northern Ireland
· During the ILF consultation there has been very little engagement or involvement by Department of Social Development (DSD) who currently fund Independent Living Fund for NI users, or DHSSPS/HSC Trusts who, we assume, will take over responsibility for supporting ILF recipients if the closure of the ILF goes ahead in 2015.  The two Departments issued a joint press release in July 2012 to urge people who will be affected by the closure to get involved in the consultation but have not indicated any plans for local engagement to deal with the transition.
 3.0
CONSULTATION QUESTIONS
Question 1 – 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 devolved administrations in Scotland and Wales? (Funding for ILF users in Northern Ireland is currently the responsibility of the Northern Ireland Department for Social Development, not the Department for Work and Pensions).  This would mean the closure of the ILF in 2015.
· CILNI has no objection, in principle, with the proposal to meet all the care and support needs within the mainstream system but in reality we do not think it is possible to achieve this within the present system.  Due to financial pressures Trusts have been tightening eligibility for support, often only funding the most basic needs.  We have serious concerns that those people with very high support needs currently receiving ILF on top of Trust care package which enables them to live at home will not receive adequate level of funding.  

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?  How can the impacts be mitigated?
· There is a risk that those disabled people who are most marginalised in society may not get the support they need to live independent lives in the community if adequate funding is not maintained.  

· The white paper, Caring for our Future (Chapter 4) highlights plans to ‘introduce greater national consistency in access to care and support through a national minimum eligibility threshold’.  There are no such plans in Northern Ireland.

· If the ILF closes, the money going to the local Trusts will need to be ring-fenced to support those people with high support needs to enable them to live with dignity and freedom in the community.

· Current ILF users need to be reassured that their current level of support will be maintained.

Question 3 – What impact would the closure of the ILF have on Local Authorities and the provision of care and support services more widely?  How could impacts be mitigated?

· If funding is devolved to the Trusts at a time when core budgets are shrinking it will be a challenge to meet the needs of people with significant impairments to protect their right to independent living. It is essential that this money is ring fenced

Question 4 – What are the specific challenges in relation to Group 1 Users?  How can the Government ensure that this group are able to access the full range of Local Authority care and support services for which they are eligible?  

· Many of this group are not currently known to the Trusts and that has been their choice.  Once again, their current level of support needs to be maintained.

Question 5 – 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 of the decision to close ILF is taken?

· The ongoing consultation should include DSD, DHSSPS and the Health and Social Care Trusts from Northern Ireland as well as organisations representing the wider disabled community.

· More engagement needs to happen at local level to develop local structures.  
· Whatever structures are put in place to replace ILF it is essential that the right to independent living is not eroded.  The bottom line should be that future policy development should result in more autonomy and freedom for disabled people who currently benefit from ILF.  Any reversal of this would be unacceptable. 

4.0
CONCLUSION
Centre for Independent Living NI welcomes the opportunity to participate in this consultation.  It is important that the rest of the consultation phase is more inclusive and recognises the different context in Northern Ireland.  CILNI would be very interested in participating in any local planning/working group that will be set up to plan the new structures. 
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