[image: image1.jpg]IIH oﬂ
National Cenire for
Independent Living




Proposal to replace DLA with Personal Independence Payment

Response to the Work and Pensions Committee, 2nd September 2011
workpencom@parliament.uk 
Contact:

Bernd Sass, Policy & External Relations Manager

National Centre for Independent Living (NCIL)

Tel. 020 7587 3983

policy@ncil.org.uk
Please note that our comments are limited to two questions which we feel particularly important: the need for DLA reform; extent of overlaps. Otherwise, we wish to rely on our joint response submitted with the Disability Benefits Consortium (2nd September 2011) and on our previous response to the Government’s Green Paper of February 2011
. 

The National Centre for Independent Living (NCIL) is a national support, advice and consultancy organisation that aims to enable disabled people to be equal citizens with choice, control, rights and full economic, social and cultural lives. See: www.ncil.org.uk
The need for DLA reforms

We would have expected and acknowledged the need for DLA reforms, albeit along the lines of reducing bureaucracy (eg repeat assessments, premature referrals into acute care), increasing equality and building on the expertise of (individual) disabled people. An objective or independent assessment does not seem to be indicated given the very low rate of 0.5% fraudulent claims, and the current system already allows for reviewing existing claims even if they had been granted ‘indefinitely’ on paper. Neither is there an indication of a reduction in the ‘higher costs’ arising from disability which the DLA is supposed to meet, and it seems very short-sighted to focus the new Personal Independence Payment (PIP) instead on the ‘highest levels of needs’. 

The increase in DLA claims in previous years does not suggest that access (criteria) have been weakened but rather that more people find out about DLA and claim to what they are entitled. The increase in awareness and claims of DLA is reflected in other benefits such as ‘Access to Work’ which has been called the ‘best kept secret in the DWP
’. It should be welcomed when more disabled people are helped with extra costs for daily living which enables many to work or contribute to society in other ways.   

A personalised approach to the DLA reforms could have taken into account the positive link between involvement and health outcomes, as stated by reference to a research study
 in the NHS White Paper
 - irrespective of the stage of a progressive condition or disability. This refers to the fact that the more someone is directly involved in managing their own condition the greater the impact on positive health outcomes (or at least the slower / more delayed a deterioration). The proposed ‘objective’ assessment may remove this link as there is no provision for a co-produced assessment or at least a user-defined focus on outcomes, ie what people want/need to achieve with their lives and how they themselves can control a condition to an extent. For some people this may mean that they need 2 hours or so in fresh air per day in order to get going and cope with a health condition. 
The need for flexible support for disabled people to contextualise a condition or treatment within their life domains will also be an important outcome in the forthcoming overview report of the Research Initiative on Long Term Neurological Conditions
.  
Case study from NCIL’s helpline

Instead of building on such strong personal initiatives, the reformed PIP would only consider ‘individual circumstances’ when this serves to justify reductions in the payment (eg through aids and adaptations that are theoretically available) rather than genuinely supporting disabled people to get on with life. In effect, the proposals may create the very same traps which the Government otherwise seeks to tackle in welfare reform. People will be made to focus on what they cannot do rather than what they want to and could do with the support of DLA.
The extent of overlaps 
The cumulative impact of cuts on disabled people since the Comprehensive Spending Review is well documented, which concerns – to name but a few – Employment and Support Allowance, housing benefits, closure of the Independent Living Fund to new applicants, etc.. This is exacerbated by the ‘passporting’ nature of DLA which means that DLA assessments impact on the eligibility for other benefits as well. The think tank DEMOS has estimated that of the proposed £90bn cuts, £9bn will fall on disabled people
. Now that 10% of councils may have breached their duty to give due regard to the impact of enacted cuts (investigated by Community Care on 31st August 2011
), it may also become clear how often such decision-making is absolutely non-transparent. 
On the backdrop of these fundamental cuts the question arises how this shortfall in support should ever be made up by any of the assumed overlaps of spending on support of which we have no evidence. If there are any such intentions – eg of local councils – to start providing support for disability-related expenditure in the future, we would remind the Committee of the difference between fact and intentions.
On our helpline we often hear of disabled people’s anxieties about DLA being reduced or cut entirely – almost always does the daily pressure of increasing costs and reduced support lead to a loss of confidence and sense of self worth. This seems to reflect the results of a Papworth Trust survey
 according to which some 74% of those surveyed said they would be unable to afford basic living costs (such as extra costs for food) and 63% said this reduction would make them more dependent. 
We fear that the confusion around the purpose of DLA contributes to the difficulties suffered by disabled people. It is incorrect that the Disability Discrimination Act (now Equality Act) would have made ‘higher costs’ arising from disability largely redundant. Accessible transport, services and workplace aids and adaptations are often still not available, and the costs for prepared vegetables and ready meals are still higher with utility and heating bills rising rather than falling.

The true costs of the proposed DLA reforms need to be analysed not only in terms of disabled people, i.e. the higher costs to the NHS through avoidable hospitalisation, councils and HMRC due to disabled people being unable to manage their own care or keep taxable employment.
A caller with a progressive neurological condition pointed out how she would be affected by the expected cuts to DLA and how wrong the Government’s assumptions were. Rather than ‘exaggerating her needs’ in order to qualify for a service, this caller talked about how she made a deliberate choice to understate her needs so that she could still do without a wheelchair as long as possible. She also opted against medication which she has been prescribed but which would not at all mitigate her pain – had she given in, she felt she would be sedated in a wheelchair. Like a personal budget or direct payment, the existing DLA has enabled her to make active choices as to how to meet her needs, accruing other than the prescribed costs.    





She concluded that with the proposed ‘objective’ PIP assessment there will be no scope for such active choices to further independent living on the borderline between controllable and progressive parts of a condition. Instead, people will have to fit into standardised assessment categories even though their true needs and aspirations cannot be standardised.





















































� � HYPERLINK "http://www.ncil.org.uk/categoryid1.html" �http://www.ncil.org.uk/categoryid1.html� 


� � HYPERLINK "http://www.publications.parliament.uk/pa/cm200809/cmselect/cmworpen/158/15807.htm#n204" �http://www.publications.parliament.uk/pa/cm200809/cmselect/cmworpen/158/15807.htm#n204� 


� � HYPERLINK "http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1495308/" �http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1495308/�  


� � HYPERLINK "http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_117353" ��www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_117353� 


� � HYPERLINK "http://www.ltnc.org.uk/" �http://www.ltnc.org.uk/�  


� � HYPERLINK "http://www.demos.co.uk/publications/destinationunknowndisability" �http://www.demos.co.uk/publications/destinationunknowndisability� 


� � HYPERLINK "http://www.communitycare.co.uk/Articles/2011/08/31/117366/one-in-10-council-adult-social-care-budgets-may-be-illegal.htm" �http://www.communitycare.co.uk/Articles/2011/08/31/117366/one-in-10-council-adult-social-care-budgets-may-be-illegal.htm� 


� � HYPERLINK "http://www.papworth.org.uk/downloads/dlasurveyresultssummary_110830174513.pdf" �http://www.papworth.org.uk/downloads/dlasurveyresultssummary_110830174513.pdf� 
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