Response to the Disability Living Allowance Consultation from the United Kingdom Disabled Peoples Council

The United Kingdom Disabled Peoples Council (UKDPC) has consulted with our members and is presenting this response as a reflection of the views expressed. Because of the nature of the questions asked some of the comments have been summarized or joined with others. The main point of reference for the UKDPCs responses has been our main policy documents, which have as a basis full human rights and civil liberties, and a commitment to independent living for all disabled people. The members direct quotes follow the text in italic font.

1. What are the problems or barriers that prevent disabled people participating in society and leading independent, full and active lives?

The difficulties that disabled people face within a social model are socially or environmentally constructed barriers that obstruct or prevent full inclusion and independent living. Our members have reported a range of direct experiences which can summarised as follows:

Lack of access to transport.
· Public transport.

Accessible trains, tubes and buses in the main have limited space for wheelchair users, which is often also used by children’s buggies, and shopping trolleys. One wheelchair user only is often the allocation. Not all railway or underground stations are accessible, so the travel links are often interrupted and/or not linked. Buses may not be accessible or have faulty ramp mechanisms, and the roadside height may not accommodate their use.
Further to this:

There is a potential conflict over priority for the use of limited available space.
“...if there is a mother with their buggy, they can harass me when I try to use the space....”

More than one wheelchair user cannot travel together.
“...my friend and I have to travel on our own if we want to go out together...we meet each other there...”

Independent travel may be problematic or impossible.
“..I can’t use the local station because it has steps down to the platform, so I’m a bit stuck...”
Battery assisted wheelchairs and scooters have a limited battery life and there is a risk of being unable to complete a journey, or return home if there is unexpected interruption.
“...my batteries cost £180 to replace, so they get a bit knackered before I can get new ones. The charger is very heavy so I can’t carry it around and I have to plan my journeys carefully otherwise I might not get home...”
Taxi-card provision has limitations on the geographical areas covered, in addition to the number of trips available. The costs are now prohibitive and users are struggling to use the service.
The charges are commenced from either the point of call or arrival to pick up the fair. A significant charge can be made before a journey commences while the person enters the vehicle and is able to secure the safety belt.
“...by the time I get into the car and get buckled up, there is £12 on the clock..”

These charges are often in excess of comparable taxi services.
“...if I could get my guide dog into the minicab it would cost me the same as anyone else, but the minicab won’t take us, so it costs me £15 for a trip that would cost £7.”
Dial-a-Ride Buses carry difficulties in their own right. Lack of immediacy and difficulty in precise booking times create imposed deadlines and restrictions in participation at events, both social and otherwise. Additional is the lack of direct travel, and the ‘day centre’ environment.
“..I was at the local joint partnership board meeting and they came for me an hour before the meeting finished. I had to leave straight away and was really embarrassed. I had to go by the bus because the taxi card wouldn’t take me out of the area...”

Blue Badge use is dependent upon the variances within local authority parking provision. The parking regulations are not consistent and it is difficult for drivers to know what the restrictions are in unfamiliar locations. 
“...I got a ticket for parking exactly as I would have if I had parked at home (in Lambeth)...”
The lack of recognition within the four central London Boroughs is outmoded and needs urgent review in light of the introduction of Congestion Charging. The original justification no longer holds true, and there must surely be a case for judicial review. The lack of consistency and available parking spaces restricts access to key areas of public living.

“...I always have to ask for parking when I go to Caxton House because the on-street parking is too difficult, it’s Westminster Council..”
Participation in daily living

· Support within the home/fair access to services.
There are increasing difficulties in accessing appropriate support through local authority cuts in services. The eligibility criteria is restrictive and limited, as are charges levied for social and personal care.  Many are unable to receive services needed to support truly independent living in the community.
“...the agency keeps sending carers who won’t listen to what I say. When I ask them to help me get my daughter ready for school, they make me feel like a bad mother. If I want them to move a bit faster so she won’t be late for the taxi, they say I am shouting at them. By the time they finish, I just don’t want them in the house any more. But I can’t afford to get in trouble with the agency...”
· Access to goods and services.

The DDA went a long way towards making shops and services more accessible but there remain inaccessible buildings and venues used for social events. Streets, pavements and the built environment continue to carry obstacles and difficulties. The lack of dropped curbs can restrict passage, alongside the unrestricted use of street furniture and advertising.
“...we had to go up the main street to get to the theatre, because we couldn’t get onto the pavement. The cars were hooting as if we were doing it for fun...”

Education

Over the last 20 years there has been real progress in terms of disabled students being included in mainstream education. However, despite this progress, disabled learners are the only group who can still be lawfully discriminated against, even with the Equality Act (2010) in place. This is because once a Special Educational Need is identified, the right to be educated within the mainstream school system is removed.

Evidence shows that Disabled children and young people in special schools are placed at an educational disadvantage because they have limited access to the national curriculum and examination standards. Disabled children and young people in special schools, particularly residential settings, are isolated not only from their families but also their communities which makes for a difficult transition when returning home.

The 2009 Cabinet Office’s “New Opportunities – Fair Chances for Future” White Paper highlighted a strong link between individual’s experience of education and his/her chance of social mobility and escaping poverty. Disabled people who have experienced mainstream education are more likely to realise their ambitions including paid employment than their peers who attended a special school. Such

individuals are more likely to engage in life-long learning have reported high well-being that comes from social contact and learning with others whilst developing new skills for employment and an important route out of poverty.

It is the experience of many of our members that early separation from family and community leads low self esteem in adult life and therefore limited life chances. Special schools are limiting children’s aspirations and increasing social isolation.
“...the best thing was when I transferred to a mainstream school and started studying algebra. It was great...because at the special school we could only do sums...”
Housing

The lack of accessible housing stock has been made worse by the restrictions placed on Local Authorites in building new properties. There is particularly a need for 4+ bedroomed wheelchair accessible housing. The housing and transfer lists for social housing are at such levels that they can only achieve any lessening through individuals failing adjusted reassessments or dying.
“...it took 16 years before my transfer came through to a ground floor flat. It’s a lot easier because I don’t have all of those stairs now, but I still can’t get my wheelchair in through the door. I have to keep in my car...”

This lack of housing also impacts on young disabled people who wish to live independently in the community, either following the completion of  their education or wishing to leave the family home. The revised Housing Benefit regulations have a prohibitive effect on not only young people with a range of impairments, but also those who may wish to not disclose their sexuality.
“...when she finished her degree, she had nowhere to live, so they put her into an old people’s home...”
Employment

There are many barriers to work, not least the lack of training, education, and most significantly opportunity. There is pressure on disabled people to apply for jobs that are not appropriate, and there remain prejudicial concepts that act as barriers to recruitment. There are concerns that the expertise and relationships established with the Access to Work Regional Offices will be lost through the proposed changes to the local offices. There is also a lack of skilled direct support for those actively seeking work and also newly employed.
“...I applied for this job. When they asked me to come in for an interview, I panicked with the questions they asked and started crying. The adviser at the Job Center had filled in the form. I couldn’t do the things they wanted me too, and ended up leaving before the end. I felt really stupid...”
Public hostility and disability hate crime.

· Social barriers

The media portrayal of disabled people as scroungers and frauds is further complicated by the underlying prejudice and discrimination that remains inherent within wider society. Social events can carry unique features of difficulty, including exclusion through lack of physical access, and prejudiced attitudes. This further increases isolation for many disabled people.
“...(they) cost too much for someone on a low income especially when I also have to pay for my PA/Carer to attend with me.”

“...We also face lots of hostility and hate crime, I have been attacked on high streets locally several times, told I should have been killed at birth, a burden on the state etc etc. I never go out alone as it’s not safe as a disabled person...”
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Is there anything else about the Disability Living Allowance (DLA) that should stay the same?
The responses from our members fall into three categories. There are concerns about the assessments/re-assessments, any possible changes to eligibility, and proposed changes to the components. All three combine to create significant unease and anxiety about future difficulties and alterations to the current awards. 
It is widely thought that the consultation and any proposed changes to the existing DLA awards are being introduced with too much speed and without due consideration to the consequences. The value of the DLA to those who receive it is incalculable in the pursuit of independent living. There are invariably additional costs to be met. Without the financial facility to do so it is likely that the negative impact will lead to significant deprivation to an already socially impoverished group. The changes proposed are judged to be of threat to the established stability of financial planning and management.
· Possible changes to elegibility

There are concerns that the commitment to the social model in assessing need is going to be compromised by using medical constructs inappropriately. The range of conditions and impairments that can impact variably on the individual experience of being disabled, need to be assessed at an individual level.
“...Any reform of DLA should genuinely and demonstrably take account of the social model of disability. It should continue to take account of individual circumstances in their varied and complex forms…”

There is serious concern that people who live in residential care will lose their eligibility to DLA. This has particular impact should the mobility component be removed. The government argument about ‘double accounting’ is proving to be without foundation. It had become clear that the amounts of DLA paid support a range of people to exercise the opportunity to leave the premises independently and/or in the company of friends and relatives. This is outside of any considerations that exist with the payments made to cover the costs of individual care. The evidence has become well documented on the negative impact this would have and we completely endorse any move to prohibit the removal of DLA for those who live in residential care. This has also been raised as a concern for LGBT disabled people. There is a lack of LGBT specific residential facilities, and those who live in generic placements will no longer be able to go independently to LGBT venues. 
“...it is important that access to LGBT venues is recognised as access to a social network and acceptance. Without that they are denied access to their culture and identity...”

· Concerns about assessment and re-assessment.
There appears to be a prominent misconception that the DLA award is widely open to abuse by those who are committing fraud. While there may be some who are doing so, the point needs to be made that the management of benefit fraud is a separate matter to the awarding of appropriate financial support to disabled people.

The common response has been very much emphasising the difficulties encountered when originally assessed, the frequent need for an appeal, the rigorous scrutiny such assessments engaged, and how difficult and exhausting this process has been.
“...There is an assumption those of us with lifetime awards gets this      just by a paper application, this is not the case. Many health professionals, social care professionals have to support all claims...”

“...Those who have already been assessed as having a lifetime or indefinite award should not have to go through new assessments...”

· Proposed changes to the DLA components.
The levels of award reflect the level of assessed need and that generally is agreed to be a favourable means of differentiating the range of support required. It is commonly thought that the proposals would create confusion about eligibility for the awards and the value of the amounts available.
There is major concern about the mobility component and possible impact this would have on the Motorbility Scheme. Members are absolutely adamant in emphasising the need to safeguard this and not to reduce the service.

3.  What are the main extra costs that disabled people face?  
The main costs faced by disabled people are recognised as essential in supporting independent living. This can be identified as personal, general and social, including transport. All respondents were able to create extensive lists, and demonstrated the range of complex need. It should be emphsised that any response should not be interpreted as limited or limiting.
“…This is a problematic question to answer. The DEMOS document entitled ‘Counting the Cost’ (December 2010) outlines how complex it is. It cannot be meaningfully answered in one paragraph…”
· Personal costs.

The domestic costs within the home are often increased because of additional need. Some people require additional heating or a constant temperature that can impact on the utility bills. Additionally, the requirement for a telephone, the use of the internet and additional electrical items or aids can also be costly.
“... Heating bills and many electrical accessibility gadgets for the home, such as through floor lift, recliner chair, door openers, intercom, and wheelchair charger cost a lot...”

Food and meals can be expensive. The choice of accessible shops maybe limited, and so also the opportunity to compare prices. Difficulties in mobility or accessible transport may render the opportunity to use larger or cut price shops, or multiple retail outlets. Many find ready prepared meals to be the only option, and these cost more than fresh food. If home shopping through the internet, there are additional costs involving delivery.
“...Extra  (costs include) personal washing toiletries, towels, bedding is required, and ready-made meals because PAs not available (I cannot cook food)...”

· Personal care and support

The costs of care and support are additional to those faced by non-disabled people. Most local authorities require charges for this care to be paid for, and this money comes from the DLA Care Component. There are other additional costs associated with this.   
“...Though these are provided for through Direct Payments from Social Services and the Independent Living Fund, it costs a lot of money to have them in my home all day. No extra money is provided to meet this extra cost via Direct Payments as this can only be used for my care needs...”

“...If I do manage to afford to go away on holiday I have to pay for a PA/carer to come with me which means an extra bedroom, this means I have only had three holidays of one week each in UK in 20 years...” 

“...You also have to pay for your PA(s) attending any social events. Costs include entrance fees, not all venues/events allow a carer to have free entry...”
“...These extra costs mean that I have not been able to afford to attend my son’s wedding...” 

“...Half of my DLA high rate care component is taken as charges for care from ILF or local authority. This should not be the case DLA is meant to cover extra cost of being a person who needs care not to pay towards the care itself...”

There are additional items that fall outside of NHS or local authority provision. There is concern that any reduction in the award will impact negatively on the ability to purchase essential aids and adaptations.
“...I have to buy equipment myself such as TEN’s machine and replacement pads (this is used for pain), Nebuliser for asthma medication, prescription glasses as I only get one lens covered by NHS yet I need glasses in car, living room and bedroom, I cannot carry one pair around with me...”

“...I have to buy heat pads, hot water bottles, specially adapted mattresses for my electric bed, memory foam mattress topper and pillow...”
There are concerns that the use of a wheelchair is not recognised as requiring upkeep or in some way creates a breach of conditions of the mobility component of the DLA. While there is a wheelchair provision at a local level, the economic constraints determine the style or standard of wheelchair supplied. This is frequently not of practical use for a significant number of those using the service.
“...For people using wheelchairs, assumptions are made that as a wheelchair helps mobility I need less help or DLA when this is not the case...”

The voucher system contributes to the purchase of a wheelchair independently. However the costs can be very high and the maintenance costs have to be met individually, as the purchase is deemed to be private. If an individual can walk at all, and/or has motor function in their upper body they are assessed as having an entitlement only to a manual wheelchair. Their ability to self-propel is not considered within the assessment.
“...I was given my electric wheelchair by a local charity, but I have to insure and maintain it myself. The batteries cost a lot of money and need replacing every eighteen months. Also it takes a bashing everytime I go out. The pavements locally are in a terrible state...”
“...I have to insure my NHS (electric) wheelchair; it is a requirement of having the chair. I have to buy special clothes suitable for sitting in wheelchair and not restrictive to my spine. Special rain covers and leg covers for my wheelchair which get damaged by the wheels on the chair and have to be replaced regularly and are very expensive...”
Accessible public transport is not widely available, or may not meet individual needs. Alternatives are more often than not more expensive than options available to non-disabled people. Black taxi costs are significantly higher than minicabs, accessibile vehicles often have a premium attached to them even before aids or adaptations are fitted, in the range of models suitable or available for use. The rise of fuel costs are not met by any VAT waiver or additional funds and is having a significant impact on the amount of travel undertaken by disabled people who are reliant upon their motor transport to complete journeys.
“...I had to settle for the Ford because the advance payment was half of what was needed for the Toyota, which was £4000. I’d had a Toyota before and it really worked well for me, this is causing me problems but I couldn’t justify the cost for just three years of use...”

“...It used to cost £30 to fill up my van with diesel but I filled it up last week and it was just over £60. I have to pay it because I use it for work, but I can’t keep managing this...”

There are extra costs not always immediately obvious, associated with accessing everyday items. While some LAs are allowing the purchase of computers as part of the SDS, there is still the matter of software or peripherals that need to be paid for. The costs of broadband are on-going and can be difficult to justify when balancing the household budget in favour of other more essential items. Not everyone has access to the local library or wifi hotspots.
“... I can only use a laptop computer as cannot sit at table as I have to recline so have it on my lap. I cannot read documents on screen, due to visual impairment, so have to print all papers including consultation documents like this one to read. Extra cost of printer ink and paper. I use computer to socialise online as cannot get out and about much, also for voluntary work, its essential to my life but no one will pay for adaptations I need so I have to pay for Speech software and related software...”
4.  The new benefit will have two rates for each component:

a) Will having two rates per component make the benefit easier to understand and administer, while ensuring appropriate levels of support?

There is concern that reducing the components from three to two will have a negative effect upon those who receive the lowest rates. The statistics indicate that this a smaller amount in the overall budget. However the people who have been assessed as having an entitlement are likely to be reliant upon it to provide essential monies at an already high level of relative poverty. The major complexity would appear to be in perceptions of the assessers.
“…3 rates as now would be preferable.  Moving to 2 could prevent people on the lower rate receiving the relatively small amount of support they need to carry out activities which are important to them and enable them to be independent of services for the most part…”
4b) What, if any, disadvantages or problems could having two rates of component cause?
 

As above, there are major concerns about the potential negative and possibly discriminatory impact on those currently receiving the lowest rate component for each award. 
“...Those with lower care and mobility needs may not qualify as bar may be too high for them. Remember it’s not dependent on what equipment or adaptations we have as these have extra cost included too...” 

There is a widespread scepticism about the proposed assessments capacity to recognise and differentiate the value of low levels of support needed, and a concern that it will foster a ‘one size fits all’ culture. This would allow for the slipping on standards back from a social model to a medical one. 
“...Each person’s impairment and its impact may be different, some may get good health care, support and equipment others may not it is a postcode lottery out here...” 

“...It should not be assumed that what is deemed as a lesser impairment means less extra costs...”
5.  Should some health conditions or impairments mean an automatic entitlement to the benefit, or should all claims be based on the needs and circumstances of the individual applying? 

Obviously, as stated above a social model approach would necessitate an individual approach for applicants. This is also logical when considering the range of differentiation of experience of medical conditions or impairments. However it is onerous to have to be re-assessed at length when there are clearly some access needs that will not resolve. 
“…It is claimed that the social model of disability forms the basis of the provision, but this question suggests the medical model is to be used…”  
An example being the experience of being an amputee may vary, according to the use or availability of prosthetics and the standard to which they are available. However, the underlying need for such will not alter, and there are other factors that may have an impact on the usefulness of such devices, eg pressure sores, the onset of arthritis, or the need to use a wheelchair in the event of device mechanical failure or health breakdown.
“…It would be ridiculous to conduct an assessment on someone's impairment if it were a genetic condition or life limiting condition. The needs and circumstances can be gauged from their GP's notes. It is a waste of money to put in place a further assessment when disabled people have already undergone an assessment through their GPs or other health professionals…”
Similarly there are a range of medical conditions or other impairments that will not remit and may increase in their impact. Surely there is a level of perceived folly in demanding a full medical re-assessment for these people. It would be more cost effective to ensure through a continuation questionnaire/assessment that they were indeed receiving the level of benefit appropriate to support their changing needs.
“...I think this should actually be widened as at the moment some severely disabled people are put through repeated assessments which are not necessary and not cost efficient. For instance Muscular Dystrophy does not go away or get better it gets worse over time so needs increase. A spine injury does not go away, nerve damage does not repair itself after a certain period of time...”

For those designated lower or middle rates of DLA, the prospect of having to engage with the arduous and stressful re-assessment poses a threat to their current awards. Especially if they have been awarded on appeal, as is true of a large number. The danger here is that they have been managing on a lesser amount than meets their need.
“…It could create ambiguity in terms of where a specific disabled person would fit…”
6.  How do we prioritise support to those people least able to live full and active lives? Which activities are most essential for everyday life? 

There is a significant failure in this question to value the wide range of human experience. The effort needed to live full and active lives is immeasurable in relation to the individual efforts needed to overcome the disabling barriers presented by society. The common perception of people with significant obvious impairment having a higher place on the hierarchical ladder of endeavour is stereotypical. It does nothing to support the wider efforts of disabled people for forty years to create a human rights based understanding of independent living. There is a no value in perpetuating the concept of the worthy recipient of benefits, for by default there will be those who will be judged as not worthy.

By asking what activities are most essential for everyday life, there is a limitation declared of those activities not deemed to be essential. How can this ever be justified within a fair and equitable society. 
Is it enough to help people out of bed in the morning and back to bed at night with a couple of meals possibly thrown in, and the bed changed for good measure. Some may choose to not want to go outside of their house, or otherwise engage, but what is endorsed is the death of aspiration and hope. Wider society will always be the poorer for the lack of diversity in all aspects of living. And to limit the opportunities for those who don’t tick the appropriate boxes in the right manner is obscene.
The question about what activities are most essential for everyday life should be asked in the context of the United Nations Convention on the Rights of People with Disabilities, and be considered in line with Equalities Legislation. To impose restrictions in the terms of what is considered to prioritise support for one person over another on the basis of what is considered essential for daily living is not just morally corrupt but of doubtful legality. It falls outside of any construct of human rights or civil liberties.
 “…I think you should be prioritising any disabled person who has extra cost related to being a disabled person, to do otherwise would flout Equality Act and Human Rights...”
“...I do not think applying ‘models’ should constrain an assessment process, it is human beings you are dealing with not machines, also a society that still perceives disabled people as something less then valid, best to be aborted, assisted to die or segregated or killed off, this is my, and our, reality...”

“…The eligibility criteria for DLA already prioritise support for disabled people to enable them to live full and active lives and participate in society.  Disabled people value the freedom DLA affords them to determine for themselves those activities they deem most essential for their lives…”  

7.  How can we best ensure that the new assessment appropriately takes account of variable and fluctuating conditions? 

There is clearly a recognition of the need to safeguard the interests of those with variable and fluctuating conditions. It would be logical to draw on the experience of previous assessment processes, and continue to develop insights into the range of disabled peoples experience of life.

An aspect of safeguarding would be met if there was a regular monitoring and evaluation of the assessment procedure, outcomes and appeals. A regular scrutiny by an external panel with powers of discovery and challenge, and influence to change may well be the only true invigilator of standards.
“…You make sure people tell you what barriers people face when their condition/impairment is at its highest position…”
“…We live in a society that does not easily accommodate variable or fluctuating conditions.  The assessment should acknowledge this by taking into account the disabled person's actual experience and needs over a period of time e.g. in the form of a diary augmented by health professionals and others who are familiar with the condition(s) and who know the person well…”
“…Assessments should be based on a ‘bad day’ and take into account an individual’s personal circumstances e.g. how it may affect their role as a parent, employee or community activist.  Most conditions do not ‘go away’ and when people are experiencing ‘episodes’ these can often be extremely debilitating and people lives come to a full stop throughout the duration (which may last months at a time)…”
8a. Should the assessment of a disabled person’s ability take into account any aids and adaptations they use? 

What reflection of an individual’s ability is there in their use of aids or adaptations? All that can be measured is surely the fact that they are competent to use aids or adaptations should they have access to that facility. The use of a wheelchair is just that, the use of a wheelchair. It has no meaning other than what it is given by the person using it, and serves only as an aid to mobility. 

The environmental and social barriers still remain. The lack of access continues to present difficulties, the cost of aids and adaptations continue to erode the income of those who need them, and the underlying needs of people with long term medical conditions or impairments continue be part of their daily experience.

The focus on aids and adaptations and the concept of measuring ability as a determiner of available financial support to promote independent living is a travesty of civil liberties. It demonstrates a cynical manipulation of social understanding and constructs to serve an agenda of cost saving.
“...Of course it does assist my mobility in my home and getting out but it does not overcome broken pavements, broken roads, steps to get in shops or other people’s homes, narrow doors and peoples negative attitudes towards wheelchair users due to derogatory media and government comments as well as deeply held stereotypical beliefs re disability...” 

“...I have adaptations to my shower it’s now a Wet Room, made safe for me to use but I cannot use it on my own, I need the help of a PA/carer to ensure safety and wash properly due to my limitations....
I have a through floor lift to get up to first floor of my home, this does not mean I need less help to go to the toilet or bed, it just means my wheelchair can get upstairs nothing more. Using it costs more in electricity...”
“...I have partial adaption to my kitchen so a work top is at wheelchair level, this does not mean I can prepare, cook and serve a meal it just means I can participate with help of my PA/Carer in saying what food I want, how to cook it and watch the process...”
“...I do not see how having a certain adaptation automatically means some need less support, this is just not the reality, often it makes it easier for the PA/carer to help us, means we can access parts of our home we could not before or be a bit more comfortable and safe...”
8b. What aids and adaptations should be included? 
The question must surely be why should any be included? The answer would then be there is no justification other than to increase the amount awarded to support the additional costs incurred. This can be assessed through catalogued reasonable costs and the quality of aids and adaptations to meet the standard of fit for purpose.
8c. Should the assessment only take into account aids and adaptations where the person already has them or should we consider those that the person might be eligible for and can easily obtain?

See above.

9.  How could we improve the process of applying for the benefit for individuals and make it a more positive experience? For example: How could we make the claim form easier to fill in? How can we improve information about the new benefit so that people are clear about what it is for and who is likely to qualify?

The government has standards of accessible information in place and carries the responsibility for ensuring that disabled people have access to information including in a range of formats. Complex assessments and questionnaires conflict with this responsibility. Advocacy support, help with filling in forms, and access to legal advice to challenge findings in an appeal would need to be factored into any proposed revisions to ensure fair access.

The revision of the DLA into the new benefit is a vehicle for saving money and is designed to exclude 20 percent of those in need of support. This question implies complicity in this process, by supporting the concept that some people will no longer be eligible, and there will need to be publicity to inform the newly qualified applicants. That will be determined by government.
10.  What supporting evidence will help provide a clear assessment of ability and who is best placed to provide this? 

The best placed person to identify what supporting evidence is of most use to endorse their claim is the disabled person themselves. There may be a range of professional involvement, or that may be limited to the GP, social worker or support worker. This will vary from person to person depending on their access to services. However, a professional opinion  can only provide an insight into one aspect of the person’s life and is not definitive. The only one who carries a more complete picture is the disabled person themselves. 

“...it’s impossible to get a correct assessment by a strange assessor who has no specialist knowledge of the ongoing impact of the persons medical conditions which are often multiple. For instance I have a GP, Neurosurgeon, Pain Clinic Consultant physiotherapist, occupational therapist, Asthma nurse practitioner, Social care manager, Incontinence Nurse Practitioner, Specialist bowel physiotherapist. All these know my illnesses and how they impact me medically. But they are focused on different aspects of my body/impairment... BUT they do not know how I manage my daily life for that you need to have the client describe how they do or don’t manage...”

11. An important part of the new process is likely to be a face-to-face discussion with a healthcare professional. What benefits or difficulties might this bring? Are there any circumstances in which it may be inappropriate to require a face-to-face meeting with a healthcare professional – either in an individual’s own home or another location?

The process of applying for any benefit has an inbuilt anxiety factor involved. It would be logical to minimize the stress by accepting testimonies of the healthcare and other professionals involved in the day to day management and support of the persons independent living skills, in addition to self assessment. This would increase the part to play by those who are familiar with the applicant, and reduce the impact of those who are contracted and unfamiliar. A healthcare professional will be in the employ of the government to ensure that the target reduction in budget and eligibility is achieved. This will be initiating agenda of antagonism and by definition will be stressful to the person being assessed. 
“...It can be very difficult as a severely disabled person to travel and get to appointments, if dependent on social care provision, health issues and accessibility of travel arrangements...”

“...I do not want my son to know all my incontinence issues for instance...”

“...If you used/commissioned/ paid one of the current clients health care providers to do the assessment it would relieve stress and ensure appropriate assessments take place...”

“…Who is meant by ‘healthcare professional’ (nb. Use of the term ‘professional’ brings a dimension of power to the relationship) By definition health workers use a medical approach to disability, rather than a social approach.  This may mean that many barriers faced by disabled people in society may not be understood or considered irrelevant.  DLA is about meeting the extra costs of living with an impairment and ongoing health condition, not about the impairment/condition itself…”  

12.  How should the reviews be carried out? For example what evidence and/or criteria should be used to set the frequency of reviews? Should there be different types of review depending on the needs of the individual and their impairment/condition? 

Self assessment with supporting confirmation by GP or other professional with a working knowledge of the individual and their daily living would be appropriate. A signature indicating the truth of this affirmation would confirm the accepting of the legally binding nature of this process. As before, having an advocate to support this process would be helpful. This would also reduce the cost of a meaningless exercise when for people who have un-remitting conditions or impairments.
“…Frequency? If they happen at all they should only happen once if a review then it is done with own GP or health worker or if an individual has long term condition then no need for a review - is there…”

“… carrying out reviews is unnecessary and a waste of public money, to say nothing of the stress caused to the individual. People who are quadriplegic, paraplegic, permanently deaf, blind of have a learning disability are not going to experience a change in circumstances unless it is a deterioration…”  
13. The system for Personal Independence Payment will be easier for individuals to understand, so we expect people to be able to identify and report changes in their needs. However, we know that some people do not currently keep the Department informed. How can we encourage people to report changes in circumstances? 

There is a wide spread belief that the relationship between the government and the disabled person is antagonistic rather than facilitative. It must fall onto the government to create and sustain a change to that of positive empowerment. A periodic review of circumstance can be initiated in a supportive manner, using existing networks, advocacy services, and open and accessible communication. Too frequent questioning is counter-productive, as such sustained contact is difficult to manage. Payments should not be suspended unless there is clear evidence of wrong-doing, and there should be a reduction in the climate of threat. As stated before there is a distinction between the matter of benefit fraud and the entitlement to support for independent living.
“...I would like to see the threatening stance we get from DWP change to one of constructive advice, support and assistance to help compliance...”

“...It’s hard enough being a severely disabled person without thinking what possible changes I have to report especially when most see this as automatically meaning payments will be cut or taken away...”
“…Some disabled people are fearful that if they report any changes they will be put on a lower rate of DLA or have the benefit withdrawn altogether.  If changes are reported which result in an individual’s rate being lowered or the benefit withdrawn, the reason for this should be fully explained.  Also, information should be given regarding how to appeal the decision, together with contact details of organizations able to support the individual.  An accessible complaints procedure should also be implemented and individuals provided with info…”
14.  What types of advice and information are people applying for Personal Independence Payment likely to need and would it be helpful to provide this as part of the benefit claiming process?

The process of applying for benefits is best supported by independent advocates, advice workers, and those with legal expertise on entitlement. Signposting to other services is not helpful when people are already committed to an application process. It can be an exercise in frustration and creates artificial obstacles. Having a clear, accessible and transparent system should create obvious pathways. 

“…Clear concise information regarding what the benefit is and who is eligible/ who isn’t.  Agencies who may be able to support applications should be listed, including CABs and disabled peoples orgs, stating that they are independent.  Eligibility criteria (with case studies) should be included for the different rates, as well as the rates themselves.  Information & advice should also be provided as part of the benefit claiming process and in alternative formats.  Info re. other relevant benefits, services etc would be useful for some people…”
15.  Could some form of requirement to access advice and support, where appropriate, help encourage the minority of claimants who might otherwise not take action? If so, what would be the key features of such a system, and what would need to be avoided?

The use of the term requirement is suggestive of enforcement. The availability of access advice and support is variable according to geographic and availability of services. Many disabled people would prefer to keep contact with service providers to a minimum and may not welcome such contact. If it is enforceable the question must asked, why?
“...An independent service provided by disabled organisations would be most appropriate, empowering, give employment opportunities for disabled people and assist networking and confidence...”
16.  How do disabled people currently fund their aids and adaptations? Should there be an option to use Personal Independence Payment to meet a one-off cost? 

As stated previously, disabled people use a range of funding options. The option of a ‘one off cost’ is unlikely to be adequate. The on-costs need to be factored to include insurance, maintenance and repair, replacement when needed and additional costs attributable, eg electricity etc.
There is also the specialist aspect of provision of aids/adaptations with the higher costs associated. There is also a potential bespoke aspect of design or tailoring to meet individual specifications.

Individual budgets and other local authority provision may contribute to or meet a need. Local occupational therapy and equipment services have a function, as does the disabled facilities grant in existing provision. However these are subject to local authority spending cuts.
“..In some instances through support from local authority. Maybe an additional PIP payment to individuals who are means tested out of support from local authority. 
The PIP must be support in addition to other support for equipment and adaptations or an increase in the amount  available to disabled people through PIP or an equipment and adaptations component in addition to mobility and care components?..”
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17.  What are the key differences that we should take into account when assessing children? 

The needs of children in this context must be represented by those who carry the expertise in this area. UKDPC strongly endorse the response from the Alliance for Inclusive Education (ALLFIE) and refer this section of our response to their submission.

From ALLFIE’s perspective the key area of concern for disabled children and young people and their families is the current lack of joined-up-ness either between education, health and childrens services or between children’s and adult services.

Despite the recommendations within the “Aiming for Disabled Children: Better Support for Families” the experience of families and disabled children remains one of confusion in terms of how to access the most appropriate services and when; coercion and bullying from ‘professionals’ to accept services that are based on resource allocation as opposed to need; the undermining of parents of disabled

children by constant and often insensitive and inappropriate statutory interventions.

As with disabled adults, assessments for support (including equipment) should take a Social Model of Disability approach and offer solutions that support participation and inclusion both within the disabled child’s family as well as the wider community.

Assessments for support (including equipment) should take a holistic approach and not compartmentalise a disabled child’s life between health, education and home. This is particularly important for disabled children and young people who require support around communication. The current situation where communication aid users have their equipment removed at the end of the school day – thus preventing the possibility of communicating with friends and family outside the school

environment, is unacceptable and damaging to the child.

Access to information at the correct time and in an appropriate format is necessary for disabled children and their families when making decisions in relation to education, transition and post 16 opportunities. The recent Equality & Human Rights Commisson “Staying On” report highlights the lack of appropriate advice and information for young disabled people.
As stated in Article 7 of the UNCRPD, account must be given to the evolving capacities of disabled children and young people and this is important in terms of supporting their increasing independence from their families. Families must be supported to empower their disabled children to become their own decision makers (with support if required). It should not be assumed, as it often the case currently, that families must remain part of the decision making process as the young person

moves into adulthood. This can be addressed with better transition focussed training for children’s services professionals and for family members in how to support choice and control for disabled children and young people.

18.  How important or useful has DLA been at getting disabled people access to other services or entitlements? Are there things we can do to improve these passporting arrangements?

The mobility component of the DLA is a critical link to the Motorbility scheme. This has provided disabled people with a lifeline to independent transport and the associated opportunities. The concept of ‘passporting’ would warrant further research if it was as satisfactory. There should however be no hint of coercion in enforcement, especially in the context of charging for care services.
“...Giving with one hand and taking away with another is bewildering and distressing...”

“...Due to charges for care half my DLA care component is taken away, so I am left with very little to meet a small portion of my extra costs...”

“...I DO NOT think DLA or PIP should be a qualifying factor for social care as it has been for Independent Living Funds. This should be assessed and met as required...”

19.  What would be the implications for disabled people and service providers if it was not possible for Personal Independence Payment to be used as a passport to other benefits and services? 

As above, the link between the mobility component of the DLA and the Motorbility Scheme is a critical link that would cause great deprivation if withdrawn. There would be an increased burden on advocacy and rights advice services. This would be compounded by cuts to local services.
“...It has to be recognised that disabled peoples lives can be extremely complex, like a tower of cards, remove one form of support and the rest falls down...”
 “...the reality is there is no extra funds given to LA’s so the impact is care will be cut to severely disabled people possibly by half. This will mean the person has to find help from family or volunteers or go into residential care a much more expensive option. Stress of family carers will increase, they may have to stop working so they can care for the disabled person, the independence of the disabled person is then affected...”
20.  What different assessments for disability benefits or services could be combined and what information about the disabled person could be shared to minimise bureaucracy and duplication? 

The assessment for local authority provision has a distinct function that does not overlap with the assessment for DLA. The provision of personal care is subject to a different set of criteria and fulfils a separate justification. DLA was designed to help meet the additional costs associated with the experience of being disabled to support independent living. There is no advantage to the proposed ‘sharing of information’ other than to police the level of benefit paid, and identify potential savings. While supporting the wise use of public funds, there needs to be recognition that disabled people are disproportionally disadvantaged by potential cuts to public fnds and experience relatively high levels of poverty. 
“...I do not agree with DLA or PIP being used or linked to social care entitlement...”
“...An assessment for PIP could not possibly assess the complicated health and personal care needs of an individual, it would be intrusive and invade privacy. This also applies to sharing information; I do not want my personal health and care needs shared across so many departments and people...”
21.  What impact could our proposals have on the different equality groups (our initial assessment of which is on page 28) and what else should be considered in developing the policy?

The impact on older people will need to be reconsidered in line with proposed legislative changes to retirement age, particularly in view of the upper age limit for Access to Work.

Disabled lesbians, gay men, bisexuals and transgendered people (LGBT) have distinct and discrete cultural needs and difficulties which need to be considered when constructing an impact assessment. The impact assessment is not an accurate reflection. The level of social isolation may be compounded by homophobia and prejudice. Traditionally they are less likely to experience family support or be part of a family unit. 

There are no LGBT specific supported or residential homes available and many residents are not ‘out’ about their sexuality. If unable to access transport or social events independently they will be forced into separation from their cultural support. The proposed withdrawal of the mobility component from people in residential care could have a profound negative impact on their lives.
“…The flexibility of non-means testing of DLA has made it an invaluable form of support and the PIP should continue to enable disabled people in all equality groups to access support in ways which are appropriate to them…”
22.  Is there anything else you would like to tell us about the proposals in this public consultation? 

'
· “DLA Mobility for people in residential care should not be stopped.”
· “This has been a heartless and discriminatory decision based on assumptions about the local authority’s provision of equipment, and mobility assistance in care homes that is totally false. The reality is very little is provided by inexperienced staff.”

· “Budgets are less and less and the individual needs become less then important.”
· “Electric wheelchair and mobility scooters are NOT supplied to residents, nor are accessible vehicles so the person can drive, or family member can drive to do social visit and activities.”
· “I am very concerned about the assumptions and implications of some implied decisions that have been made without considering the impact.”
· “Repeatedly in this document you refer to only meeting the needs of severely disabled people, and then only partially. Yet the impact of an impairment or illness cannot be categorised this way if you really do wish to use the Social Model of disability.”
· “A person who can walk with assistance of crutches faces the same barriers that a wheelchair user does, their impairment may be what on the outside appear less but the pain, difficulty trying to travel, shop, care for themselves may be just as severe. They will certainly face discrimination, prejudice and hostility.”
· “The assumptions that equipment, adaptations and changes in society over last 17 year has improved disabled peoples lives so much they have less extra costs or ‘barriers’ to face is ridiculous.”

· “The cost of living has gone up for everyone, the cost of maintaining and running disability equipment is extremely high, utility costs are huge escalating every day.” 
· “Renting or buying an accessible home is costly, choices are very limited.”
· “Social care has become harder and harder to access and get due to local authorities cutting the eligibility for care leaving those with low and moderate care needs to struggle by themselves till they get sicker or have an accident due to lack of care.”
· “Attitudes which were beginning to become more positive towards disabled people has swung now to perceiving us as fraudsters, a cost too far as this document says ‘unsustainable’ certainly encouraging others to think our lives are less valuable to society, too costly to maintain.”
· “Whilst legislation is slowly improving re equality it is not backed up by the full redress in law for disabled people that it should be.”
· “Access to legal aid is to be so limited no disabled person in poverty will be able to challenge discrimination when they experience it.”
· “I believe this consultation is inherently flawed based upon assumptions and beliefs which have no basis in fact or the reality of sick and disabled people’s lives. I struggle every day to keep out of debt, budget well, contribute to society, assist other disabled people, support my children, keep my faith, have a life.”
· “I am disheartened by this so called ‘consultation’, its basis in a flawed philosophy that makes assumptions and treats disabled and ill people as faceless robots rather then human beings with complex needs and lives.”
· “As a visually impaired person with a Civil partner who has schizophrenia, Social phobia and Ankylosing spondylitis the loss of any part of DLA would have a negative and profound impact on our daily life. We would be happy to be part of any campaigning group or liaison group in relation to this issue.”
· “Inaccessible for many people and too long – not designed to encourage disabled people to respond.”
· “Many disabled people are not aware of the consultation – why hasn’t information been circulated to DLA and other benefit claimants?”
· “There is no definition of ‘assessment’.”
· “Short consultation period and over Christmas/winter – not given disabled people sufficient time to consult members.”
· “Breadth of knowledge is required to respond in a meaningful way. Unrealistic.”
· “I am very fearful with the announcement of this consultation and the effect it may have on my
·  Life.”Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
· Leave your formal response

· Cancel reply.
· You must be logged in to post a comment.

· Hide response form
