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ALL WALES FORUM OF PARENTS AND CARERS

OF PEOPLE WITH A LEARNING DISABILITY

“Bringing a national voice and recognition to parents and carers of children and adults living with learning disability in Wales.”

Independent Living Fund Consultation Response
The AWF is unique among Learning Disabilities bodies in Wales in that it is the only charitable organisation that represents nationally, collectively and solely the views of around 2,500 parents and carers of children and adults with learning disabilities.  Funded by the Wales Assembly Government, we are governed by parents and carers, ensuring that our client base has a clear input into the strategic direction and core work of the organisation.  Although there are other umbrella bodies working in the field of learning disability, the Forum remains the only organisation that seeks to consistently ensure families are at the heart of planning and consultation, whilst working in partnership to enable greater independence and choice for those living with learning disability.

This response is being put forward in partnership with our three Learning Disability Consortium partners in Wales; Mencap Cymru, All Wales People First and Learning Disability Wales. The following responses and comments are reflections of consultation events that were held across Wales through this partnership, as well as individual comments received by the AWF from families across our national networks. 
Do you agree that the care and support needs of current ILF users should be met within the mainstream care and support system, with funding devolved to Wales?

There was a great deal of concern surrounding the suggestion that current financial budgets and resources would need to cover the funding shortfall should the ILF funding cease to exist. In Wales, many of those in receipt of ILF funding use it to support existing services that they access from their Local Authority, enabling them to lead more independent lives in a way that best meets their needs.  If the ILF were to cease and all funds were to be removed, there would be a significant rise in the amount of vulnerable people in the community reaching crisis point through a shortage of services, support and changes to the roles that they can play in their local community. The ILF is not just a ‘tag on’ fund – for many people it is literally the life fund that enables them to enjoy their community, play meaningful roles within it and offer families some form of much needed and valued respite. Any decisions made about the future of the Fund need to be taken based on the clear recognition of the importance of the funding given and the role that it continues to play in ensuring individuals can access their human right to be valued and equal citizens. 

Existing budgets and services in Wales, as with the rest of the UK, are already overstretched when set against the current levels of demand. We know that most LAs are only dealing with individuals who meet substantial to severe needs criteria, as the current resources to hand do not allow them to stretch to the lower needs end of the spectrum. Whilst there is an argument for saying that we can think smarter with budgets and consider other ways of working, this does not bypass the clear fact that services are only going to face increasing demands in the future and existing resources will not be able to cover it. Therefore it is simply ludicrous to think that we can keep cutting resources and we won’t hit other high cost issues further down the line as a result of perceived ‘quick wins’ now. 

Therefore, in the Wales based consultations, the response to this question met with some considerable reservations as to the ability of local budgets being able to meet the ongoing need, and the ability of mainstream services being able to manage the system should the ILF funding be continued but handed over to Local Authority management.  

Some of the specific concerns raised were as follows;

1. We could have a postcode lottery if the funding gets devolved to LAs, with different services and eligibility criteria

2. What happens if the funding isn’t ring-fenced? People’s packages of support may change and therefore the right to independence and choice will be severely curtailed.

3. Cutbacks in funding will lead to reduced quality services and choice

4. The independence that the ILF brings enables people to choose their support and enables families to work together to fit their needs

5. The ILF currently enables both individuals and carers to have a break – current LA services would not be able to maintain this vital element

6. There is concern over adding another layer of unnecessary bureaucracy.

7.  This could end up with more people not going out and contained within their own homes.
8. What happens if someone’s living in a supported housing scheme with someone who receives ILF – the consequences of changes to that individual’s package of support through the need for the LA to find the difference might mean significant knock on impacts for all tenants and staff shortages. The ILF often has a much farther reach than the individual alone. 
9. There isn’t the money in the existing funding streams to accommodate absorbing the loss of the ILF funds – therefore there will be further inequality for people with disabilities and increases in the number of people who are unable to live independently or play valued roles within their local community.
10.  Many disabled people fear that they are being targeted unfairly to bear the brunt of the savings the Government is looking for – if this fund were to end, there would be more pressure on already poorer families to find resources to fill the gaps. 
The majority of people felt that ILF has been a well-maintained and very useful fund that has been of significant benefit to a large number of people with learning disabilities. In general, the group seemed to believe that, “if the money (ILF) is not ring fenced local authorities will spend it on something else.”  It was thought that the Welsh Government should administer the fund (through a single agent) centrally as this would bring greater economies of scale and “save a load of it being wasted by local authorities administration costs.”

This is the preferred model for people in Wales, with the current funding being transferred over to the Welsh Government from 2015, with a view to running it centrally rather than locally. 
What are the key challenges users would face in moving to sole local authority funding for their support?

The groups consulted felt that the underlying principle of the Independent Living Fund (autonomy) would be undermined if it were allocated through a Local Authority funding stream.  A number of carers stated that freedom of choice of personal assistants (PA) was central to the success of the current system. “Social Services workers change all the time and you don’t know who is coming from one minute to the next.” (Parent Carer) “There’s no personal relationship and they don’t appreciate what your needs are.” (Parent Carer).  

Individuals in receipt of the Fund clearly value the long term relationships that they have developed with their personal assistant and feel that social services would not be able to replicate this. Similarly, it was felt that the rigid social services model would not be able to replicate the flexibility of ILF i.e. changing the nature and timing of shifts to suit individual and family needs. 

It is not difficult to see why families have become suspicious of local authority support.  Clearly, before social services can administer the ILF (even through the direct payments route) they would need to do a great deal to re-establish the trust of the service users in their localities.   

Again, people expressed the viewpoint that local authorities would “waste all the money running the fund and there would be nothing left for us.” 
The underlying principle of autonomy would be seriously undermined by local authority control.

Other points of concern that were raised included;

· There will be ‘gatekeepers’ within the LA who aren’t prepared to open the gates because line managers tell them to reduce services etc to save money…. this is the culture that we all living and working in today. 

· Will the local authority be able to provide staff that will have experience in ILF? At the moment there is a direct number at ILF to call.  With the local authority who will parent carers call? 

· Who would monitor what the ILF money was spent on? There was concern that without an independent approach, money may be miss-spent. 

· How will LAs ensure that it remains person centred and focussed on the individual whilst they have to balance other funding and admin pressures? 

· There aren’t enough services (day centres, respite, support, advice) now.  Will the local authority use ILF funds to prop up services… especially if the funding currently given is reduced or cut? 

· Traditional services don’t benefit everyone.  The ILF is a more a tailor made service to suit individuals. 

· With ILF you can go across county borders.  This may stop if the local authority was in charge

The overwhelming majority of individuals felt that accessing the ILF from within the Local Authority would make it more bureaucratic, less equitable, less accessible as a result of funding drivers and service shortages and less reliable in terms of staff support and contact. It was felt that LAs would not be able to manage the fund efficiently and individuals and families would lose out as a result of this. 

In addition to the family viewpoint, many senior social care staff consulted also expressed a desire to retain the funding provided, but to consider an alternative nationally run body for Wales to ensure continued quality, equity and transparency in the administration of funds to individuals. 
ILF should be continued and devolved to the Welsh Government, not administered by Local Authorities.
3.What impact would the closure of the ILF have on local authorities?
The response to this question echoed the earlier concerns raised, with most people consulted expressing concerns over the Local Authorities ability to be able to manage the fund effectively within existing resources and administrative processes. 

Some of the key comments raised by both families and social care staff in Wales were;
· There will be more staff needed to deal with the changes – how will the LA pay for these and what administrative systems will we need to put in place to accommodate them? 

· The current administration cost for running the Fund is only 2% of ILF.  This could rise to something ridiculous when local authorities get their hands on it – where is the real value and saving in that? 

· It will start the postcode lottery nonsense again, with each LA setting their own standards, criteria etc… and what happens with cross border working? 

· If there is no ILF dedicated team it would put more strain on social workers workload. 

· If only one person is dealing with it, it would cause problems if carers would want to make contact urgently.

· Would social workers get the right amount of training on ILF – they wouldn’t be able to cover it all currently – this is another cost to consider.

· Will new ILF monies prop up other services in the local authority and/or the administrative costs attached to running it? If so, many individuals will see their support packages cut to accommodate these costs. 

· It could be a sour relationship because ILF people may be annoyed at having to bargain with the local authority for what they need. 

At a time when Local Authorities are already under significant pressures to deliver quality services to an increasing number of eligible individuals in the community, and at a time when existing resources and budgets are effectively being cut to economise in the current financial climate, many people consulted felt that this would be a step too far for existing services to take on. There was shared anxiety over the capabilities of current staff to manage the ILF effectively, and over the costs that would be incurred to ensure that staff were adequately trained and administrative systems were set up. 

There was also concern over a potential postcode lottery – created by LAs across Wales and the UK setting up their own systems and not working to a shared agreement. Individuals and families felt anxious about not being able to have a direct line of contact to deal with enquiries and points of concern. 

In many ways, the response in Wales to the ILF consultation has been ‘If it ain’t broke, don’t try to fix it’, but if the ILF administrative body has to close then the following would be the shared key messages from Wales to the UK Government. 

1. The Funding can not be replaced within existing resources and mainstream services in the community – it is an essential lifeline for some of the most vulnerable people in society, providing them with vital support to access their human rights to lead valued and fulfilled lives. Therefore the existing funding must be continued beyond 2015.

2. The preferred method of managing the ILF for most families and individuals is not via the Local Authority, but through a national body, either UK based or Wales based, to ensure continued quality, equity and independence.

3. We do not believe that closing the Fund and transferring the money to Local Authority management would save money – the costs of training, additional staff, administration, staff time etc, would all out-weigh the benefits.

4. The UK has always taken pride in ensuring that those most vulnerable in our society are recognised, supported and valued. We would hope that the current UK Government would want to see that continue by listening to the views of those that have taken part in this consultation and others across the UK and agreeing a way forward that is fair for all. 
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