CONSULTATION RESPONSE: INDEPENDENT LIVING FUND CLOSURE

 EVIDENCE GATHERED BY DISABLED PEOPLE’S ORGANISATIONS: SDSS, ILiS Project, SDEF, Inclusion Scotland, LCIL, GDA, and GCIL

September 2012

Consultation Response: Independent Living Fund (September 2012)
This is a response to the United Kingdom Government’s consultation on the closure of the Independent Living Fund (ILF) by the Independent Living in Scotland (ILiS) Project and Self Directed Support Scotland (SDSS). It draws on evidence gathered by GDA, LCiL, GCIL, ILiS Project, Inclusion Scotland, SDEF and SDSS.
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SDSS is a national membership organisation which actively promotes Independent Living by supporting, working with, and championing the aims of Self Directed Support disabled people’s organisations.
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The ILiS project is funded by the Scottish Government and hosted by Inclusion Scotland.  It aims to grow and strengthen the Independent Living Movement in Scotland and to support disabled people to have voices heard.

SDSS and ILiS represent disabled people in Scotland. In August and September 2012 we held consultation events in Glasgow and Edinburgh in partnership with GCIL and LCIL. We also asked a disabled people to respond directly to us to form the basis of this consultation response.
1. Introduction

1.1 We are grateful for the opportunity to respond to this consultation. The closure of the Independent Living Fund (ILF) is of significant concern to disabled people and disabled people’s organisations (DPOs). We do not support the UK Government’s plans to close the ILF and transfer the money to LA’s in England and devolved administrations in Scotland and Wales. The UK Government through ILF has provided irreplaceable social care support for disabled people since the creation of the fund in 1988.
1.2 Disabled people in Scotland have considered the UK Government’s proposals to close the ILF fund, in the consultation. We believe that the UK Government’s proposals are not based on the views of disabled people and are too focused on the UK Government’s welfare reform agenda.
Methodology: How we gathered the views in this response
1.3
In addition to the knowledge and experience of the organisations listed, gathered over many years, we consulted members at two, day-long consultation events, led by SDSS and the ILiS Project and supported by local DPOs.  This response thus represents the collective views of the majority of disabled people living in Scotland. 
1.4 
Furthermore, the consultation was widely distributed to members who could not attend the workshops via each organisation’s membership engagement mechanisms and their views were incorporated into this response.
2.  The case for change
	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 the devolved administrations in Scotland and Wales? This would mean the closure of the ILF in 2015.


2.1 We believe that the ILF in its present form - one central organisation, with a single set of transparent eligibility criteria, charging policy and assessment and monitoring regimes - is the best method to deliver fair, accountable and portable social care funding.
	ILF Case Study – September 2012

“Without ILF …  I think I would slip into depression if I didn’t have the flexibility that I have now – there would be big consequences to my mental state

‘Survival is fine, but can I not live too?’”


2.2 ILF has provided a centralised mechanism for the distribution of ILF funding. This structure has proved accountable and respectful to the views of disabled people. Eligibility criteria, assessment and review of ILF decisions have been fair, transparent and portable for disabled people. Most importantly, the assessment for it and the resulting funding provided, supports independent living for disabled people, as described in their terms:

“disabled people of all ages having the same freedom, choice, dignity and control as other citizens at home, at work, and in the community.  It does not mean living by yourself or fending for yourself. It means rights to practical assistance and support to participate in society and live an ordinary life
”

2.3 With such support, disabled people can exercise their rights and duties of citizenship via their full and equal participation in the civic and economic life of Scotland and the UK – thereby changing the public misperception of them as being a drain on society’s resources rather than an active contributor. 
2.4 The principles of independent living; freedom, choice, dignity and control, do not only relate to specific services and provisions for disabled people, but to the whole of disabled people’s interactions with society; its organisations, facilities and structures; and every aspect of their quality and equality of life. These principles are underpinned by the following basic rights:

· Full access to our environment 

· Fully accessible transport

· Technical aids and equipment

· Accessible and adapted housing
· Personal assistance 
· Inclusive education and training 
· An income, including income within the state-benefit system for those unable to work 
· Equal opportunities for employment 
· Accessible and readily available information 
· Advocacy and working towards self-advocacy 
· Counselling, including peer counselling 
· Accessible and inclusive healthcare provision
· Communication and appropriate support for communication
· Civic participation  
2.5 All of the human rights protected by the European Convention on Human Rights (ECHR), in the Human Rights Act and in subsequent ratified Conventions, belong to disabled people.  The United Nations Convention on the Rights of People with Disabilities (UNCRPD) strengthens and contextualises these rights for disabled people and recognises the role of community care in doing so. Article 19 of the UNCRPD highlights that in order to ensure disabled people equally enjoy the rights laid out in the ECHR; states must ensure that “disabled people have a right to live in the community, with the support they need and can make choices like other people do”. These international obligations do not diminish – indeed they become even more important – in a period of financial downturn.
2.6 The ILF recognises the essential role of such practical assistance – social care provided as a Direct Payment, in this instance – to support independent living, by deploying resource allocation policies that support more than simple ‘life and limb’ provision, are preventative and thus more supportive of the human rights of disabled people to participate fully in the community
.
2.7 This is in sharp contrast to disabled people’s experiences with local authorities.  
	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 any impacts be mitigated?


2.8 The experience of disabled people in Scotland’s interaction with local authorities shows the proposed dispersal of ILF funding via local authorities will have a significant detrimental effect on disabled people. 

2.9 In our consultation events, many disabled people highlighted substantial problems with local authorities and application for social care funding, including a lack of:

· Transparency

· Eligibility criteria

· Portability of care packages

· Equity in decision making

· Person centred planning

· Information to choose a support provider

2.9
This has implications for disabled people and independent living. We believe this will act as a barrier to the take up of social care funding which disabled people are entitled to.

Eligibility and prevention
2.10
Independent living promotes a preventative approach with the focus on empowerment and inclusive citizenship essential to protecting the human rights of disabled people and to reducing demand in the system. 
2.11
As a nationally administered resource intended to support independent living, the current ILF assessment and eligibility criteria take such a preventative approach, supporting disabled people to participate fully in society by paying for support over and above the initial (often “life and limb”) support, offered by social work. 

2.12
In today’s economic climate, in order to meet demand, LAs are not taking this approach, instead, they often fund only a minimal level of support to meet the basic needs of those people who the authority think are in the most critical “life and limb” situations. 

2.13 
By devolving resources to LAs, it is unclear whether or not the money from the ILF; administered through its current, national eligibility criteria and assessment systems, distributed in a preventative way and supporting independent living; will be subject to the higher threshold of life and limb provision. Thus, without the support of the ILF, many disabled people may only receive this inadequate level of support, or even be taken into residential care; their enjoyment of independent living and human rights restricted. 

Ring fencing
2.14 
The removal of ring fencing and the concordat between the Local and the Scottish Government means that it is unlikely that the UK Government will allocate resources from the ILF and ring fence its use. This could mean that – particularly in a climate of reducing resources – when the money is devolved to LAs, it is not directed to social care. A similar concern was raised around the £34 million allocated to Scotland in 2007, as part of the “Aiming Higher for Disabled Children”. Being un-ring-fenced, the total was divided between each LA, making it extremely difficult to determine how the funding was used to achieve the overall aim of creating more short-break opportunities for disabled children and their families. 
2.15 
This could also mean, that even where it is directed to social care, it is not used to protect the current level of support for existing users, but instead is pulled into the larger LA social care budget and redistributed, using the higher and more restrictive eligibility criteria and assessment systems. 

2.16 
Regardless of level of ring fencing, it is not clear in the consultation how much money or for how long, will be devolved. It is important to note that whether the money is distributed via the ILF or by LAs, the amount of money needed to meet demand will be more than projections in the consultation, because; demand is set to increase and, by devolving the budget, the administration of processing it will be multiplied in the short term. 

2.17 
Such a focus then, on redistribution of money in the system, will not only threaten the enjoyment of human rights of people who rely on their current level of support from the ILF, but will divert attention from the real issue; that there is not enough money in the current system to support demand. 

2.18 
It is essential that as a country and against the backdrop of human rights and our legal and moral obligations, we get the issue of funding for social care and support right.  This situation needs innovation, diversity and coproduced solutions.  It will not just disappear by closing the ILF. A commission on the future of funding for social care in Scotland could usefully address this. 

Consistency 
2.19 
Without ring fencing, it is not possible to guarantee consistency across LA areas, in terms of the way in which decisions are taken and services are provided.  This has implications for the national consistency needed for effective delivery of this money.

2.20 
Localism can result in approaches to provision that mean disabled people’s human rights are inconsistently met or even denied.  This is highlighted, for example, in the issues around portability of care and support. The ILF, as a nationally administered resource, benefits from the consistent application of eligibility, charging and assessments.  Some LAs access more ILF money than others, this shows that the ways in which LAs draw down on the resource is inconsistent, rather than, as the rationale to close the ILF suggests, that the ILF policy and practise itself is inconsistent.
2.21 
In addition, many disabled people have commented on the lack of consistency in local authority allocation of social workers to disabled people in their assessment and review of social care. A number of disabled people highlighted to us that they had been working with the same ILF allocated social worker since inception of the fund. This model of consistency is not replicated by local authorities. Many respondents to our consultation noted the lack of constancy in allocated social workers, from initial interview, assessment through to final awarding/allocation of funding.

2.22
Furthermore, disabled people stated how ILF awards allowed them take their social care with them, wherever they choose to live in a way that lack of consistency across LA’s doesn’t. Respondents stated their frustration with the lack of portability of care packages between local authority areas in Scotland. Disabled people are generally want the same social care outcomes when they move into a new local authority area. The variation in how outcomes are assessed, provided and charged for between local authority areas can cause considerable barriers for disabled people in the portability of their care needs; and ultimately a barrier to the take-up of social care.
Individual budgets
2.22 
It has been suggested that the attraction of the ILF is that it is provided as a direct payment and that since LAs administer social care and direct payments, they should be responsible for users of ILF, from 2015. Whilst the flexibility and control associated with the ILF as a direct payment is a major benefit of it, many value the fact that it is nationally administered, flexible, assessed independently and supports independent living – all of which, as noted above, are not necessarily the case in terms of how LAs administer direct payments.  

Impact on social workers

	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 any impacts be mitigated?


	ILF Consultation participant - “Social workers are already concerned about dealing with self-directed support budgets, having to become ‘accountants’.”

ILF Consultation participant – Fear of social workers being encouraged to cut budgets and not encourage users to access funds.


3. Securing enough money for Scotland

3.1
It is important that the amount of money that comes to Scotland for ILF users reflects the current and future demand for its use.  The money that comes through the “Block Grant” is decided on a formula called the “Barnett Formula”.  This looks at the number of people in Scotland, compared to the number of people in the UK altogether. Scotland make up approx. 8.5% of the UK population but 17.5% of the ILF money is used in Scotland. This means that if the UK Government work out how much of the ILF money should come to Scotland, based on the “Barnett Formula” of approx. 8.5%, we will not have enough additional money in Scotland to cover even existing users. 

4. Recommendations on the future of the ILF

The ILF should not close
4.1   As outlined above, the closure of the ILF does not support or promote independent living, citizenship or the equality and human rights of disabled people. Furthermore, we disagree with the Government’s rationale to do so, which is based on the flawed assumptions that; the main attraction to the ILF is it’s payment method – i.e. as a direct Payment, LA’s are able to manage this resource better and in a way that will continue to support disabled people’s independent living.
	ILF Consultation participant - ‘My daughter can live a truly independent life, her life is the same as any other 25 year old girl’.


	Case Study for ILF

A is 23, has cerebral palsy and scoliosis, is a wheelchair user and needs 24 hour support in order to live independently.

A’s local authority package does not cover sleepovers.  ILF money pays for sleepovers and gives her another 21 hours of support on top.  

The extra support provided by ILF allows A to live an ordinary, independent life by providing flexibility – this flexibility has been and continues to be very important to her.

A left home when she was 18 and lives on her own – without ILF funding she would still be with her parents, or worse still in residential care.  Instead, she went to university and gained an honours degree in social sciences.  
A says, ‘Having the level of flexibility that 24 hour support gives me is very important to me – it IS me – it goes a long way to shaping who I am – because I’m not stuck, I can do whatever I like’.




Local authorities should not distribute ILF funds
4.2
There are concerns that if the ILF closes and the money goes to LAs, this portable, flexible, preventative approach that supports independent living and human rights will be lost.  
Decisions affecting disabled people should be taken in coproduction with disabled people

	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 if the decision to close the ILF is taken?


4.3
Disabled people are best placed to make decisions about their life.  Many disabled people are members of Disabled People’s Organisations (DPO’s).  These are organisations setup by and for disabled people, of whom 51% of their boards are disabled people.  You can read more about these in the ILiS publication ‘Its our world too’ (2010).  These organisations can work with policy and decision makers to support policy and practise that draws on the views of disabled people as users of services. The Government should resource and support their involvement in policy making ushc as that around the future of the ILF, from the very beginning.

The future of the funding
4.4
Whatever the successor arrangements for ILF, it is important that money devolved to LAs/Scottish Government is:

· enough to continue to meet the current needs of existing users as per section 3 above
· ring fenced to provide care and support and that the current level of 97p of every £1 spent reaches the end user

· delivered on a national eligibility criteria focussed on supporting and delivering independent living

· portable and flexible

· provided after a co-produced assessment with the end user and by someone who is not the budget holder; therefore, ensuring decisions to offer funding are based on need not on budget

· provided as a Direct Payment

· monitored in a way that supports accountability whilst being flexible and non-intrusive
For more information please contact:
Pam Duncan:  Policy Officer, Independent Living in Scotland 

pam@ilis.co.uk 0141 248 1943

James Blair: Personalisation & SDS Coordinator, SDS Scotland

james@sdsscotland.org.uk 0131 516 4196
Appendix:  Case Study for ILF consultation response September 2012

‘A’ is 23, has cerebral palsy and scoliosis, is a wheelchair user and needs 24 hour support in order to live independently.

‘A’s’ local authority package does not cover sleepovers.  ILF money pays for sleepovers and gives her another 21 hours of support on top.  

The extra support provided by ILF allows A to live an ordinary, independent life by providing flexibility – this flexibility has been and continues to be very important to her.

‘A’ left home when she was 18 and lives on her own – without ILF funding she would still be with her parents, or worse still in residential care.  She went to university and gained an honours degree in social sciences.  

‘A’ says:
“Having the level of flexibility that 24 hour support gives me is very important to me – it IS me – it goes a long way to shaping who I am – because I’m not stuck, I can do whatever I like:
•
if a friend phones and needs to see me I can just get up and go

•
I can go to the cinema or stay out at the pub, rather than being put to bed at 7pm

•
I can decide what I want to eat and go shopping for food at short notice, rather than having to plan

•
I can get up and go to bed at the times I choose, and I can get up to go to the toilet during the night, rather than having to sleep in a wet incontinence pad

•
I don’t have to go to the toilet to a schedule, or be fed at a time I haven’t chosen

•
when I volunteer at Lothian Centre for Inclusive Living I can stay on if I want to, or come in at short notice if I’m asked to

All of this makes me feel valued and has increased the number of people in my support network – I have people I can talk to if I’m having a rough day – it can be a lonely world, the disability world.  Without ILF I would have to plan everything in advance, I would get out less and my friendships would break down.  I think I would slip into depression if I didn’t have the flexibility that I have now – there would be big consequences to my mental state ‘Survival is fine, but can I not live too?’”
� ILiS project “Essential Guide to Independent Living”, 2009


� Article 19, the UNCRPD, as ratified in the UK in 2009 





PAGE  
1

