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Introduction
Mobilise welcomes the opportunity to comment on the above consultation.  The consultation document contains proposals for fundamental changes to Disability Living Allowance (DLA).   This document is our formal response to that consultation.  We would be pleased to expand our comments if required.  The consultation requested responses to specific questions and we enclose our response to that questionnaire.  This document provides additional background and information.

It is important to make clear that, because of its remit, this response from Mobilise confines itself mainly to the mobility component of DLA. Although many of our members receive the care component and have provided a number of views on the matter we have chosen not to go into this element in as much depth as this is not where our expertise lies. By not providing an in-depth response in relation to the care component must not be taken as supporting in any way the proposals in the document about it.   Nor does it signify any lack of interest or, indeed, concern about those proposals.  
Background

Mobilise is a national charity that works to improve access and mobility for all disabled drivers, passengers, Blue Badge holders, scooter and wheelchair users. We currently serve around 14,000 members and we work with businesses and government to improve the transport issues faced by people with disabilities. 

Mobilise was formed at the end of 2005 by the merger of the Disabled Drivers’ Motor Club (DDMC) and the Disabled Drivers’ Association (DDA). The Disabled Drivers’ Motor Club (DDMC) was founded in 1922, the world’s first motoring organisation for disabled people. The Disabled Drivers' Association was established in 1948 as The Invalid Tricycle Association, changing its name later to reflect changes in the vehicles members used.  

Mobilise publishes a monthly magazine that goes out to all of its members and is also distributed through various other voluntary organisations and healthcare providers. The magazine aims to empower its disabled readers and foster a sense of community as well as keeping people informed. We run regular features on road safety and updated legislation as well as more light-hearted features from our members on accessible holidays, disability sport and reviews of adapted vehicles. 

A large number of our members receive DLA and we sought their views on this consultation via our monthly magazine and website.
For further information, please contact:

Helen Dolphin
 
Director of Policy and Campaigns

Mobilise National Headquarters, Ashwellthorpe, Norwich, NR16 1EX

hdolphin@mobilise.info 

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

There are many different factors that prevent disabled people from participating in society but they can be broadly split into three separate categories – medical, social and economic. 

Medical

People who suffer from fatigue, pain, anxiety, stress and illness often find it difficult to play as active a role in society as those who do not have any of those medical problems. There is not really anything society can do to address these issues and for many disabled people this is just part of life that has to be “coped” with. 
Social

People with physical/mobility disabilities can have great difficulty getting out of their home.  They may be dependent upon using a wheelchair and if they do not have their own transport would be reliant upon public transport.  In many parts of the country local buses are not accessible to disabled people and the same applies to many taxis.  Local dial-a-ride schemes can be helpful but there are usually a number of restrictions on the times when they operate, the journeys they can undertake and they are quite expensive.  They also do not operate in all areas.  Not being able to take a mobility scooter on the bus was an issue which arose quite frequently.
Members who are in employment felt that it had taken them longer to find work and they cited employers attitudes as being a problem. 
One member wrote: “In the first half of 2000/2010 decade I applied for many jobs, and had a number of interviews all for jobs for which I was well qualified and able to do, but I gained the impression that people were not happy with my disability- almost a case of because I walked naff I also thought naff.”  

Another wrote: “Attitudinal issues can have a very negative impact on the lives of people with disabilities – especially with people who have learning difficulties.  It should not be assumed that the Equalities Act has put a stop to unlawful discrimination!”
Economic

Many members felt that their disability had prevented them from working (pain and tiredness were the main issues here) and so they had to rely on benefits. One person who had been disabled since birth had missed a lot of schooling due to illness and was now struggling to find any employment. Another member made the point that some disabled people’s partner is their main carer so they live in households where nobody works. A lack of employment and employment opportunities was seen as a major barrier to a full life. 
2. Is there anything else about Disability Living Allowance (DLA) that should stay the same?

Mobilise welcomes the assurance that DLA will continue to be non taxable, non-means tested allowance which is paid to people who have significant and a chronic disability. We would not want to see it reduced in value and it should be increased annually in line with the retail price index. 

The whole purpose of the allowance should remain as a means to ensure that disabled people can live as independently as possible. It is a recognition that living with a disability is much more expensive than life for non-disabled people.  With a disability your choices are often limited and if you want something you will very likely have to pay more.  

Members like the fact that DLA is split into a care and a mobility component and that they can spend the benefit  on what they like and this should not change. The fact that DLA is a passport to other benefits such as the Blue Badge was also something members thought should stay the same. 

There should be a system in place for fast tracking applications from people with terminal cancer.  

Mobilise also believes that DLA should continue to be paid to people living in publicly funded residential  care and urges the government to rethink this decision with a matter of urgency.

3.  What are the main extra costs that disabled people face? 

Although every disabled person is different and therefore has different costs associated with their disability for our members who are mainly motorist’s fuel for their vehicle was the extra cost most people cited. These are some of the comments our members made on the extra costs they face;
Fuel
“All of my mobility allowance each week is used to lease the vehicle which leaves nothing for fuel. I do far less mileage now than I used to, meaning I get out a lot less, due to the increased costs. I know that everyone is feeling the effects of the recession but whereas most people have a choice about which type of transport they use, many of us cannot use public transport or choose smaller cars which are more economical to run, so we are left with suitable cars which are rarely used.”
“I have had to visit the Nuffield Orthopaedic hospital in Oxford twice in the past month and will need to go at least another couple of times in the near future - a 50 mile round trip.”

“I do find that compared to about 2 years ago I cannot afford to drive as much as I would like because I cannot afford the cost of petrol. 

“I had 25 pounds out of my wallet at the petrol station yesterday, so no holiday for us again this year – but then we have not had a holiday for well over five years now. Petrol prices are a big part of our inability to travel.”

 

“As disabled students we are all struggling to pay the ever increasing fuel prices. We all felt that the cost of fuel was having a negative impact on our lives preventing us from undertaking certain journeys (particularly long journeys).  We also believe that due to money spent on fuel we have less of a disposable income than our non-disabled peers.”

Heating
“I have a condition which is made worse when I get cold, I am a wheelchair user and so the only way for me to keep warm is to put on the heating. My bills are more than I can afford but I have no choice”

Mobility aids

“I am only provided with a small power wheelchair from the NHS which I would not dare to take outside for fear of it breaking down or tipping over. I have no option but to fund my own powered wheelchair so I can at least go out on my own. These only last for a short time and I’m fed up with having to go begging to charity’s to get the equipment I need”

“I cannot use buses, but I can use overground trains with assistance from rail providers, but would need to use a taxi to get to the station.  In addition to these extra costs, I am dependent upon the use of a car, and a mobility scooter (2.5k) for day to day survival.”
 Food cost 

Some people had special diets and food allergies which meant they had to buy more expensive food.

Washing 

Incontinence problems and excessive sweating were reasons listed for people having to do far more clothes washing and use expensive tumble driers.

Clothes and shoes 

Fluctuating weight and prosthetics rubbing on clothes were listed as reasons for the need to buy new clothes more regularly. One member who drags their feet when they walk said they get through shoes very quickly. It was also noted that most High Street shops do not stock suitable styles.
Assistance dog costs 

Although some people are able to claim help with their dog costs from either charity or their local authority, other are not. Dog food and vet bills were listed as expenses as well as kennel costs for people going into hospital who had an assistance dog.  

Adapting the home

Chairlifts, bathing equipment, hoists and kitchen adaptations were all cited as extra costs. 

Treatment 
“My condition requires me to undergo weekly physiotherapy.  This is not available under the NHS.  I have travelling costs plus the cost of this treatment.  There are also opportunity costs when my wife has to accompany me to these sessions.  She chooses not to work so that she can care for me. My condition is unpredictable.  On some days it is more debilitating and I need more assistance.”
4.  The new benefit will have two rates for each component:

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

· What, if any, disadvantages or problems could having two rates per component cause?

Our members felt that having three care component rates did not make the current system difficult to understand and in many ways thought having three rates was better than two. The greatest number of respondents received middle rate care and there were concerns that they would fall into the lower band as many accepted their needs were not great enough to claim the higher rate unless the requirements are changed but felt they certainly needed more help than the lower band currently suggests.
The main concern for this change was that people who currently receive middle rate care are able to have a family member claim carers allowance. If they go into a lower band their family member would not be able to claim this which would mean a large drop in the family income. 
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? 
Mobilise believes that some health conditions or impairments should mean an automatic entitlement. These should include any long-term disabilities known to be untreatable such as amputation, paralysis, and disability proven by genetic testing (eg cystic fibrosis and muscular dystrophy). A statement from a specialist consultant should negate the need for an initial assessment at all. We see repeated tests for benefit eligibility as pointless and expensive and for many people being subjected to yet another test is potentially distressing. To reassess someone who has no limbs or is paralysed every few years sounds somewhat ridiculous and enormous waste of time and money. 

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?

Mobilise believes that mobility is the key to independence for disabled people.   The inability to walk, or extreme difficulty in doing so, needs to be replaced by other means and DLA mobility component provides the means to do so.    
7. How can we best ensure that the new assessment appropriately takes account of variable and fluctuating conditions? 
It was felt by people who have conditions such as MS that if they are having a good day on the day of their assessment they are likely to loose out. Some members felt that their GP would be able to provide medical reports as proof that they do have a disability. 

One member wrote: “My disability is mainly caused by a progressive and variable condition.  When I have had medical assessment in the past I have felt that the practitioner had no understanding about it, and did not perceive that I am probably more positive in life that most would be.  In June 1999 the CAB appealed against a negative response to my application, but the doctor on that panel did appear to have some understanding of the physical difficulties and awarded me higher level rate but this has since been withdrawn despite my worsening physical state.”
8.  Should the assessment of a disabled person’s ability take into account any aids and adaptations they use? 

· What aids and adaptations should be included? 

· 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?

Mobilise believes that in principle aids and adaptations could be taken into account but the overriding issue in an assessment must be the effects of the health conditions or impairments.  A wheelchair or a walking stick is only an aid and does not replace the lost function and someone should not lose benefit just because they have obtained a walking stick. Taking aids and adaptations into account could be problematic because even the most sophisticated and advanced prosthesis only works when it works.   When it doesn’t, or when any aid malfunctions, it is not a help at all. Therefore it is far more important to look at the impairments or health conditions themselves and their effects than the aid someone uses although aids certainly help an assessor to understand how someone is affected by their disability. 
One member wrote: “There are all sorts of misconceptions about what may or may not be available on the NHS.  This problem is exacerbated by the post code lottery of where you live.  In some localities there may be no problem in getting a manual NHS wheelchair – in other areas the waiting list and other obstacles may mean that patients have to purchase their own chairs.  Many disabled people prefer to buy their own because of the bureaucracy, waiting time and limited choice that is available within the NHS.  Wheelchairs are often either too heavy to transport or have other design limitations.  Most mobility aids are very expensive and it is a lottery if you can get such devices funded by the NHS.  I know of one person who took over 2 years to persuade the Health Authority to fund a £6000 wheelchair.  ‘Never again’, was her concluding view.  It was not worth the stress and aggravation.”
Another wrote: ”There is a suggestion in the consultation leaflet that where someone has already had the foresight to privately fund an aid to their disability that this should be held against them in their application for DLA.  Such a proposition would be manifestly unfair.  If a person has reduced the effects of their disability by privately purchasing a mobility aid then it is right and proper that this should be considered in a DLA application but any reduction of benefit should be compensated with a return of monies equal to the cost of purchasing and maintaining the device in question.  It would be wrong to assume that such a person is not in need of financial assistance because they have already bought the product.  The purchase may have been made as a result of a loan or from extending a mortgage or by suffering financial hardship as a consequence of this extra expense.  From a practical point of view it may be easier to disregard private purchases of mobility equipment.  This is especially the case when someone has converted their home to adapt for their disability.  Is the State going to punish those who have had the foresight to try to make their lives easier before they become more disabled?”
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?

Mobilise understands that having a form with a large number of questions is essential in order to understand the needs of people with a wide range of disabilities. There are already organisations which help people fill in these forms but maybe there could be an option to fill this form in over the phone. One member suggested that there should be more information on local groups in the area who can help with filling in the forms.

Another member suggested that it would be helpful is “everyday language” was used and examples were provided. They also asked for white paper with black print instead of coloured and wishy-washy font, bigger boxes to write in and more questions with tick box answers. 

Providing pre-application information on websites would help claimants to understand if they would qualify or not. 

GP surgeries are good places to put information in about disability benefits and it could be worthwhile sending information out to GP’s to alert them to people who may be eligible. Staff in prosthetic/orthotic departments, wheelchair services etc should have a basic knowledge of the benefits system so they can advise patients to investigate further. Some members though TV and radio advertising could be used more to get the message out.
10. What supporting evidence will help provide a clear assessment of ability and who is best placed to provide this?
Many members felt that they knew more how their disability affected them then anyone carrying out an assessment so they should provide the evidence. They felt they could provide supporting evidence from a GP or hospital consultant to back up their own evidence. A small number of people who had been disabled for a long time and therefore were no longer under hospital care felt they would have to rely to their GP to support their claim. 
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?

There was some concern as to what was meant by a healthcare professional. Some people thought this could mean people from private companies with only limited medical training. There was also concern that these companies may be set targets which are set to reduce the number of people receiving the benefit. One person wrote: ”I have been told by a reliable source that doctors involved in disability assessments are awarded about eighty pounds for each application/assessment turned down.  So a face-to-face discussion with a healthcare professional may not be a good approach”. 
For some people face-to-face interviews are very stressful especially for those with certain types of impairment. The person being assessed should be able to choose where they want the assessment as getting out of the house can be very difficult for some people. People who tire easily may need to be assessed in several stages or allowed breaks in between. 
One member wrote: “This is obviously necessary and beneficial with the proviso that the professional person has knowledge and understanding of the relevant condition.  It should not be automatically assumed that just because the person is a doctor that they will have an understanding of all illnesses.  I have met many doctors who don’t really have sufficient knowledge about MS!   If there is the slightest doubt about the veracity of a person’s application then a face to face interview will be essential.  If a person is unable to attend an ‘assessment interview’ then that person should be seen at their home.  There may be advantages in doing this because it may help to verify the legitimacy of the claim – especially where expensive adaptations have been made to make life easier for the person in question.”
Another member wrote :”I find the whole idea of interviews and confrontation, often from someone who lacks sympathy and has little or no medical qualifications, quite frightening and humiliating to say the least.”

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?

Where it has already been established that someone’s disability is never going to improve eg amputation or paralysis then there should be no requirement for them to be reviewed again unless there is a breakthrough in medical treatment! To reassess for the sake of it is a waste of time and resources. Where conditions are likely to improve or deteriorate a specialist in that condition should be asked to determine when it would be best to review the situation with an understanding that someone can asked to be reassessed before that date. 
As all disabilities/health conditions are different it would be wrong to impose the same review period for everyone.

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?

It remains to be seen whether the new benefit will be easier to understand but this assumption is not supported by the facts in this consultation paper which indicate that, on the contrary, PIP is likely to be complicated, confusing and difficult to understand. 

If there is to continue to be an annual benefit up-rating, the notice of it could contain a prominent reminder of the changes that need to be notified, and the means of notification should be as user-friendly and accessible as possible, eg telephone, email, text, etc. If a review time was suggested by a specialist on award of the benefit to someone’s whose condition was likely to improve this would resolve this problem. However, in some instances the improvement in health is a consequence of receiving the benefit and therefore having funds to meet needs and ease stress. 

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?

Advice and information should be given in plain English, Easy Read and other accessible formats.   There should be clear and simple guidance about what is available and what the criteria are for each level of award and this should be included in the claim pack.

15. Would 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?

Mobilise is not convinced that a requirement to access advice and support would be workable as it is a matter of personal choice. A number of claimants would also struggle to access anything due to the nature of their disability. However, the government should regularly mount awareness raising campaigns and encourage potential claimants to seek advice and support if they are unsure about whether to apply.

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?

From the large number of calls we receive at Mobilise from people seeking grants it seems most  local authority’s and the NHS do not fund aids and adaptations. Although people can get a wheelchair through the NHS they can not always get what they need and so fund it themselves. For aids such as chairlifts some local authority’s do pay but these are means tested. The problem with using PIP to meet a one off cost is that many people spend all of it on the extra costs of their disability, for example extra heating, fuel and clothing. If it was spent on a one off cost there would be nothing to pay for anything else. This is the problem people who use the Motability scheme have as they have no money left to put in petrol.  

17. What are the key differences that we should take into account when assessing children?

The government needs to support not only the child but the parents who may have other children to look after. They may need respite care or be able to employ a nanny to stay with the child at night. Children will need assessing more frequently as they grow.

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?

For many people DLA is a very useful passport which can be used to access any DWP disability-related benefit, local authority care services or educational funding. The Motability scheme, Blue Badge, Tax Credits, and hospital travel and parking costs are also affected. Access to Carers’ Allowance is especially important. Because  DLA leads to a number of other “benefits” when people lose it the impact on the disabled person is greater than if just this benefit is lost. 
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?

If PIP could not be used as a passport more staff would be needed to process the additional paperwork this would cause. The would impact on numerous departments within the local authority who would need to perform their own assessment of disability. From the applicants point of view having to fill out form after form is stressful and tiring and could lead to some people not bothering to claim what they are entitled too.   
Mobilise is concerned by what the impact will be of people losing higher rate mobility allowance as a large number of people will lose their automatic entitlement to a Blue Badge but are likely to quality under the discretionary criteria. They will all need individual assessment in the future which will be a cost to the Local authority. Losing this benefit will also mean that someone will lose their Motability vehicle.  Mobilise is concerned how the scheme will cope with thousands of customers losing their entitlement to be on the scheme.  

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?
This depends on the ability of DWP, NHS and local authorities to exchange information quickly and accurately. This is complicated by data protection issues and the fact that local authorities and the NHS do not function in the same way across Britain. Were it to work, combined assessments would reduce the number of forms that needed to be filled in as well as administrative costs. 
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?

Mobilise cannot see why there should be any differences between different equality groups in implementing the proposals, provided that information is disseminated with due regard to minority groups. 

22. Is there anything else you would like to tell us about the proposals in this public consultation?
Mobilise was concerned to read the statement that “DLA can also act as a barrier to work” as this is the complete opposite of reality.  DLA mobility component enables disabled people to be in 
employment by providing them with the means to get there. Without DLA many of our members would not be in education or employment.
The radical nature of the document and its implications for disabled people demand the fullest time for consideration and response, and yet DWP has shortened the consultation period and made no allowance for the festive season holiday. This can only add to the widespread conception that the government is merely “going through the motions” and is not open to discussion about its proposals.
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