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WHAT’S NEXT FOR ILF USERS?
A Report on the Conference held for ILF Users in Wiltshire 

by Wiltshire Centre for Independent Living 

Supported by 

Pauline Bishop, ILF Lead, Wiltshire Council 
On 24th July 2012 at Devizes Sports Centre
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Telephone: 01380 725400   01380 729497   0300 1233442

Email: info@wiltshirecil.org.uk   Website: www.wiltshirecil.org.uk
Charity No. 1120611   Company No. 548761

Wiltshire Centre for Independent Living is a charity and company run by disabled people so that “all disabled people are able to live independently as full citizens with equal rights and equal opportunities”.  We provide a variety of support through training, information provision and opportunities to lobby in addition to running the Direct Payment Support Service from April 2012 to support those to make effective use of their direct payments.  Please visit our website www.wiltshirecil.org.uk for further information.

REPORT ON CONFERENCE ON “WHAT’S NEXT FOR ILF USERS?”
On 24th July 2012
Introduction

The need for this Conference was identified by service users in the Spring of 2012 after it was announced again there was a delay in the Government’s plans to put forward proposals for the future of the Independent Living Fund.  The lack of clarity about the future was causing anxiety to disabled people in Wiltshire who used the national Independent Living Fund and how they would be resourced to access all their support needs in the future if the Fund did not continue.  

The Conference was funded by part of the Office of Disability Issues Facilitation Fund Grant as part of the initiative of supporting active disabled volunteers contribute more to the development of Wiltshire CIL as a user led organisation.  Those disabled volunteers on the Working Party of this project had identified the need to support other users become more informed about Social Care and Welfare Reform in order for them to feel more in control of their lives and able to respond to opportunities for consultation.  Two of the working party were themselves ILF users and knew of the anxieties the lack of future plans for the Fund were causing them and wished to provide people with information and a chance to come together to talk and give each other support.  From the start we worked with Pauline Bishop the lead for Wiltshire Council on the Independent Living Fund who had access to all those who used the Fund.

After the Conference was announced the Government produced its draft plans for the future of Social Care including a consultation on the ILF so the Conference was tailored to enable participants to contribute to the consultation questions.  The Easy Read version of the Government consultation report was circulated in packs to all the participants on arrival.

Attendees
It was possible to send individual invitations to all ILF users through the records of Wiltshire Council so all disabled people who use the Independent Living Fund in Wiltshire were invited to the Conference. The Event was attended by 41 ILF users as well as their family carers and personal assistants, plus 3 Wiltshire CIL staff.  26 of these were women and 15 were men.

Conference Timetable

10.00 am
Arrival and Registration – Coffee

10.15 am
Welcome by Wiltshire CIL

10.30 am
Where we are at?


The Government announcement on the consultation about the future of Independent Living Fund and the thinking behind it – Pauline Bishop, Independent Living Lead from Wiltshire Council

11.00 am
An ILF Recipient response – April Hammond and Alison Barrett

11.15 am
Break and Coffee

11.30 am
In small groups – a chance to share experience and think through what would work in the future, discuss the 5 consultation questions

12 noon
Return to main group to hear views and plan how to respond – an explanation of the consultation response process

12.30 pm
Evaluation Sheets and Close of meeting

Here are the summaries of the presentations at the Conference:

Summary of Presentation by Pauline Bishop

Some of you may have met me when you applied to ILF at your ILF review.  Or you may have heard about me from your Social Worker or Adviser if you have a Direct Payment as I support them with ILF. 

Background of ILF 

The ILF was set up in 1988 and it helped give people choice and control over the care they received. 

ILF was led by demand and awards can last a lifetime.  In 2008 ILF introduced tighter rules to limit who might qualify (income around Income Support levels/work 16 hours per week or more) and from May 2010 ILF restricted its funding to people in work.  In June 2010 the fund closed to new applicants due to a funding crisis.     

ILF money as you know can be used to purchase care from an agency or a personal assistant to cover personal care, shopping, domestic tasks such as washing cleaning and other household tasks and enables people to participate in activities and their local community.  

Future of fund 

Maria Miller, Minister for Disabled People, made a statement in Dec 2010 saying that ILF was not financially sustainable and the coalition Government would consider the long term future of the fund.  She stated that ILF would remain closed to new applicants and said there needed to be a strong case for the needs of all disabled people to be met by LA’s to ensure they get the same level of service.  The Government would keep helping disabled people who use ILF to 2015 so the care and support packages of current users are protected until the end of the current Parliament in 2015.  

This decision followed an independent review of ILF in 2007 which recommended reform to ensure long term security (sustainability) and ensure the care and support needs of everyone are met in the same way by LA’s. But this decision did appear to come out of the blue with no significant consultation.       

ILF said there would be a formal consultation in 2011 on how people receiving ILF could be supported in the future but then decided to do it at the same time as the Government published its proposals for changes to the wider social care support system so it was delayed until the planned White Paper just published.  This was because the Government wanted to consider the future of ILF alongside these changes.      

Although support given by ILF has been highly regarded, ILF has been committed for many years to reform to reflect the personalisation agenda. The Government now thinks that giving people care just through personal budgets from the Local Authority will be better than using ILF as well.  Local Councils would need to work out the amount of personal budget for people who use ILF. 

Personal budgets are an amount of money given to users to meet their assessed needs – they can have it as a Direct Payment to manage themselves or while still choosing how their care needs are met and by whom – leave LA’s to commission those services – or they can have a combination of both. Not everyone will want the responsibility of managing a Direct Payment. 

 Consultation document 

The Consultation document sets out the history of ILF, about the closure of the Fund in 2010 and why the Government feels ILF should close and some information about the spread of ILF users across the country.  

There are 2 types of ILF user.   Most have funding from the LA as well but a small number just receive money from ILF.  ILF provides support to 19,373 people (94% are funded by LA’s also). There are 82 people in Wiltshire who have Local Authority and ILF money, possibly 2 who just have ILF.      

The purpose of the Government’s consultation is for people to have their say about how ILF users should have their needs met from 2015 if the Fund closes, in a way that does not cause anxiety and disruption.  It seems the Government are set on winding the ILF down and passing responsibility on to LA’s.   The Government will give LA’s extra money to help meet the needs of people who use ILF. 

Hopefully everyone will have received their letter about the ILF consultation;   dated 12th July but sent second class to its 19,000 recipients.  

A Government consultation not ILF  

ILF is a non-departmental Government body.  ILF could have been stopped when the Government closed all the quangos – what is known as “the quango bonfire.” 

Although the award is paid from ILF it is the Government that is doing this.  The Government would prefer that LA’s provide all people care and support.  Like all things the Consultation is set against the backdrop of no additional monies.  But will be a pot of money passed from the Government to LA’s to help. We do not know how much or for how long at the moment.  

How people can respond 

ILF have no budget for consultation.   They fought for user consultation events – 13 across UK x 20 places therefore, 260 places altogether.  

The Government’s preferred way is that people respond online.  However many people will not be able to respond in this way (many will not even have access to a computer!)  People can ask for a hard copy and respond by post.  Some people will need to be supported to respond in other ways.

There is a dedicated phone line at ILF, listed on the information sheet you received with your letter. It is also available in different languages and in an Easy Read format. 

Users and representatives need to read it and think about what help they might need to respond.  

The Government have written the questions not ILF.  If you read the questions it appears it is the Government preference for ILF to close. It is a full and open Government consultation – anyone can respond – friends, family etc 

You can put whatever information you like in your response, it is your chance to say what you think. 

Everyone’s involvement in the Consultation is very important to ensure that your views are heard and considered.

The Wiltshire Centre for Independent Living can assist people to respond.  

ILF is expecting Assessors, at review visits, to make users aware of consultation. ILF are holding events for Councils to talk about views on the changes and what the impact might be and how changes might be made to reduce anxiety and disruption for ILF users and how Councils work with ILF up to 2015. 

We do not know how long it will take for the Government to look at everyone’s views but the more they have the longer it will take especially as we get nearer to next election.  
The White Paper (draft Care & Support Bill announced this month) introduced national minimum eligibility criteria which will also make it easier for people to move between Local Authories (LA’s) without the worry they might lose the care they need.   

The take up of ILF has varied across LA’s and the amount in ILF fund towards packages.  Therefore some may see this as unfair because some Local Authorities have made much more use of ILF than others. How do you measure fairness – in terms of outcomes not input? 

Things to consider  

· Impact of the support of the ILF funds – how to ensure no loss of support – catastrophic to all. 
· ILF has occupied a distinct place within disability support arrangements and adult social care, bridging the gap between support provided by LA’s and the benefit system.  It made payments through a discretionary trust with a board of trustees to over 20,000 people with high support needs all over the UK. Since 1988, when it was introduced, it has supported over 45,000 disabled people to lead active lives in the community as full citizens. 
· Surveys showed ILF users have high levels of satisfaction with the Award: quality of life, choice and control over their own lives, and been able to experience choice and control to live independently built on the lived experience of ILF users over 22 years.
· The split between Council funding and ILF means the Council has paid for the basics while ILF has paid the “nicer” bits that has enabled the person to live independently with their preferred support. We need to ensure mechanisms are in place to avoid the so called ‘luxuries’ disappearing and people’s ability to contribute to society being stripped. ILF users have built their lives around this support.       
· In 2010 the Government in its adult social care strategy set an ambitious target of having all council funded service users and carers on a personal budget preferably as a Direct Payment by 2013.  The White Paper (draft Care & Support Bill) creates a legal entitlement (LA’s have to offer) to a personal budget.  By 2013 everyone needing community care services must be offered a PB as part of their care & support plan preferably as a direct payment. So everyone has choice and control over the way they receive care.   
· Of the Money ILF gets from Government all but 2% goes to ILF user.  They administered £35m direct to its users with just over a 2% administration cost each year.  ILF has many faults but offers value for money and is cost efficient.   Local Authority costs are approx 9 to 15%.  Will LA’s just be expected to absorb costs of people transferring from ILF? LA’s will need to start looking at implications from 2013 – this will be the same time as personal budgets are introduced which will be a lot of work for LA’s. Budgets and resources are already stretched.  For people receiving a Direct Payment sometimes there is slippage on LA reviews due to capacity issues.  

· The implementation of direct payments and personal budgets has been overshadowed by bureaucracy – too much red tape and paperwork – (accessing it and regular auditing of spend) and there have been repeated calls for processes from assessment to delivery to be simplified.  
· Accessing ILF funding is simpler and quicker.  There is less auditing – ILF only check financial records every two years.  However in the last 12 months ILF have audited people more closely.
· Approx. 33% of people on ILF have severe Learning Disability, 60% have degree of LD and one third is in Supported Living, almost all with 24 hour support. Many had previously lived in residential care or long stay hospital – a huge leap forward for them.
· 23% of users have someone in receipt of carers’ allowance assisting them.  So there is still a significant amount of unpaid care on top of funded care.  So there is still some unmet need and there is willingness on part of friends/family to meet this.  The changes may result in less independence for the user and their family to play a full part in society, work etc.  
· The ILF believe ring fenced funding and effective support is necessary to enable active and inclusive lifestyles for disabled people. Independent living can only be achieved through dedicated support for people with high support needs.  This was stated in ILF’s evidence to the Commission on Funding of Care & Support in England. 

If ILF closes you might want to think about the issue of red tape 

· Local Authorities historically have had to confine funding to meeting people’s more basic and critical care needs.  ILF has often enabled people to meet outcomes related to life in the community which non-disabled people take for granted. 
· LA’s have experienced cutbacks and may not be in a position to make up any shortfalls.
· Lack of funding may prevent someone going to University or leaving residential care. 
· Independent Living is a “right.” 
ILF Recipient View by ILF Users in Wiltshire

April gave an overview of the reason why she is so dependent on ILF. She lives alone and needs 24 hour care. Previous to living independently April had lived most of her life in residential schools and care settings. She has lived an independent lifestyle for just over 20 years and has been active in her community and voluntary organisations. ILF money supports Local Authority money to enable living alone with a Personal Assistant.  April’s real concern is that if ILF is taken away in any of its current form then her current living arrangements will not be a viable proposition as the Local Authority would not meet her needs. She lives in dread of the fact that this would lead to a situation of being back in a hostel or residential setting. April urged people to respond to the consultation and have a say. 

Alison talked about how she uses her ILF in a different way. Alison had lead an active family life as well as working but due to medical reasons had to leave and she felt her life was in disarray. It was a shock coming into the care system. Until ILF came on board when the package from the Local Authority was over £200, she was unable to fulfil all she wanted to in leading an ‘ordinary’ life. ILF, as Pauline described, enabled the ‘niceties’ to happen so that Alison could regain her life and start to join in community activities again. Alison went back to college and then went on to enable her to get involved in Wiltshire CIL and pursue other interests.

Discussion to contribute to Government consultation launched on               July 12th 2012 and finishing on October 10th
Question 1

From 2015, the Government wants disabled people’s care and support needs to be paid for by local Councils and will give councils extra money to meet the needs of Independent Living Fund users. This would mean the end of the Independent Living Fund in 2015. 

Do you agree with this?

Answers: 
· We do not agree with this.

· The question is ambiguous it does not say what will replace it.

· For how long?
· Will it be ring-fenced by the L.A.-only condition it has to be ring-fenced?

· Different Government – What will happen?

· If not the L.A. – What will happen?
· Will it be allocated to PIP?
· Why change something so cost effective and efficient?
· The question leads to more questions, who will answer/resolve?

· Up to 2008 anyone could apply- what will replace it?
· What will cost of a residential package against this- cost of this far outweighs this? 

· Promoting independence? This potentially will reverse it.

· Can another body/organisation administer this?

· So little red tape with ILF compared with LA will this be considered?

· All independent living – social care funding should be administered by a separate ‘body’ to ensure it is protected.

· People do not have the energy for this continual bombardment of vulnerable people

· How will the going out and living aspect of ILF and the domestic support be covered?
· How will this be policed-what is the accountability process?

· How will Wiltshire Council resource this as currently totally understaffed now?

Question 2

At the moment, people get help from the Independent Living Fund and some help from Local Council.

What big challenges would people have to deal with if only local councils are meeting their care and support needs?

How can we make this easier for people?
· I am just funded by ILF and the LA have already said that if I have LA moneys I will only be able to get 4 visits a day and not 24 hour care
· Impact on being able to take part in local community.

· For people that only have ILF funding will they get the same level of care or will it be cut?
· Could ILF funding go in to PIP as was suggested when Individual Budgets were first introduced?
· Money needs to be ring-fenced and guaranteed to continue

· Money will be lost in administration costs

· ILF are more efficient than Local Authority

· Can the support be guaranteed to continue at the same level?
· Will red tape be reduced or increased?
· Why should we have to deal with more changes and uncertainty?

· Will the flexibility of ILF be lost?

· Should the money go into a separate Local independent group to administer?

· How will redundancies be dealt with if personal assistants lose their hours or their jobs if LA changes the criteria?

· How will it affect the LA authority budget?

· How will people’s needs be fairly assessed?

Question 3

If we close the Independent Living fund how would this affect local council and how will it affect care and support services?

How could we make this easier for local councils and care and support service?
· My ILF pays for me to have 24hr care.  If ILF funding goes will I have to fight to keep my 24hr care?
· I am concerned that the money will slip through the net if it is not ring-fenced

· When ILF stops my care will be affected because without this funding I would not be able to afford to pay for my package

· Concerns about social wellbeing and if people do not fit the criteria in the future. The local authority may only cover basic needs.

· The councils need to plan well in advance about any changes in how people will be supported.

· Support services need to be informed well in advance so that they are able to support service users with any changes

Question 4

Some people, who have been getting help from the Independent Living Fund since before 1993, do not get any help from their local council.

What will we find hard when trying to make sure that these people can use all the local council’s service and get help with their care and support needs?
How can we make sure this happens?
· Needs will not change

· Anxiety on not knowing will lead to further stress 
· Residential care costs have increased

· Respite, leisure and laundry has been taken away by Wiltshire Council

· Who will be able to provide the funding if the funding comes back to the LA and this does not fit the criteria?
· ILF has made provision for leisure and outside activities which does not fit with the LA criteria

· ILF have never put in provision to buy equipment such as computers and is this something the LA will allow with a personal budget?
Question 5

What is the best way for the Department for work and pensions, the Independent Living Fund and the local councils to work with and talk to the independent Living Fund user between now and 2015?
How can the Independent Living Fund work with each local council if the Government decides to close down the Independent Living Fund?  
· Meeting with ILF on a local level, local council, and ILF users

· Mail out through day centres

· As individuals at reviews you must let L.A. know how important ILF is to you

· Maintain: flexibility, user control, minimum essential paperwork
· Ensure independent advocacy is in place for each user who needs it before any changes and discussion takes place

All these comments will be sent to the Government to respond to the official consultation and to Wiltshire Council asking them what the local authority’s official position on future plans for those funded by ILF is.

Geraldine invited people present to contact Wiltshire CIL office and they would be supported to come into the office to use IT to respond to the consultation should they not have access to their own IT equipment. Wiltshire CIL will also be reporting on the meeting of those people unable to make today’s meeting and seeking their views to add to the consultation response. Sixteen ILF recipients unable to make the meeting had contacted Wiltshire CIL to offer their support of the meeting and would like to receive the report and be involved in future meetings as well as take part in the consultation. 

Evaluation

Those attending were asked to complete the Evaluation Sheets and the following comments were made.

Did the Event invitation give you the information you needed?

Yes = 5 No =0

Comments: 

1. “Excellent, was listened to”
2. “Need to organise another meeting in September”

3. “The speaker spoke very clear and well”

Was the meeting at a convenient time and location for you?

Yes = 5 No = 0

Comments:

1. “Access was really good”

2. “I had to reshuffle an appointment for my back problem but it was worth it!”

Were the travel/parking arrangements satisfactory?

1 – No   Yes = 4 

Was the formal part of the meeting:

Friendly and Welcoming

Yes = 5  No = 0

Easy to understand

Yes = 5  No = 0

Informative



Yes = 5  No = 0

Final Comments:

1. “Excellent, superb!”
2. “Thank you all, very useful and eye opening”

Future Action

Wiltshire Centre for Independent Living will forward the responses made at the meeting to the consultation process to the Government.  Wiltshire CIL will also write to Wiltshire Council to clarify their position about the future of ILF and will organise another meeting for ILF users in the Autumn when the future becomes clearer.

Participants are also encouraged to respond to the Government consultation by October 12th at

Ilf.consultation@dwp.gsi.gov.uk or send to ILF Consultation Team, Ground Floor, Caxton House, Tothill Street, London SW1A 9NA.  The Consultation page is on the DWP website at www.dwp.gov.uk/future-of-ilf
CE

7th August 2012
Further publications from Wiltshire CIL available on our website www.wiltshirecil.org.uk and in different formats on request through the office:

· Self defined training needs of people who use direct payments and personal budgets in Wiltshire in 2011: published January 2012

· Wiltshire disabled peoples’ engagement response to ODI National disability strategy consultation 29.02.2012

· Previous years’ Annual Reports and Newsletters
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