
DWP ‘Consultation on the PIP assessment Moving around activity’ – June 2013
 The National Rheumatoid Arthritis Society (NRAS) 
NRAS was launched in October 2001 and in a relatively short time has become established as the voice in the UK for people with rheumatoid arthritis (RA). NRAS provides a one-stop-shop offering support, information, advocacy and peer to peer support for all people in the UK with RA, their carers and families. We campaign in England and the Devolved Nations to raise awareness of the disease and ensure fair treatment for all.
RA is a chronic, progressive and disabling auto-immune disease, affecting 580,000 people in England, and over 690,000 adults in the UK.  It is a painful condition, can cause severe disability (this varies between individuals and depends on how severe/aggressive the disease is) and ultimately affects a person’s ability to carry out everyday tasks. The disease can progress very rapidly (again the speed of progression varies widely between individuals), causing swelling and damaging cartilage and bone around the joints. Any joint may be affected but it is commonly the hands, feet and wrists. It is a systemic disease which means that it can affect the whole body and internal organs (although this is not the case for everyone with RA) such as the lungs, heart and eyes.
Despite the time constraints involved with the consultation, we have managed to get numerous case studies from members of the charity and others who have RA, as well as 266 responses to a survey we commissioned, clearly demonstrating the strength of feeling on the issue.
As a member of the Disability Benefits Consortium (DBC), a national coalition of over 50 different charities committed to working towards a fair benefits system, we welcome the opportunity to respond to this consultation. As with the DBC, NRAS believes the 20 metre rule is flawed because: 
· those who can walk 20 and 50 metres respectively face the same cost;
· the mobility needs of those who lose out on their access to the Motability scheme will not disappear and their costs will be pushed to other government departments; 
· the policy is inconsistent with previous government guidelines on measuring significant mobility impairment; and 
· the impact on those who will lose their Motability vehicle will be physically and mentally devastating
It will always be extremely challenging to use a set distance to assess the impact of different individuals’ ability to mobilise. Factors such as where people live have a substantial bearing on the extra costs they face to maintain a reasonable level of independence.
However, 50 metres has been embedded for many years in guidance on access to the built environment and has been widely used in relation to disability benefits. For example in the Department for Transport’s ‘Inclusive Mobility’ document (2005) it is recommended that those with mobility impairments ‘seats should be provided at intervals of no more 50 metres’ in commonly used pedestrian areas, and transport interchanges and stations. Furthermore, parking for Blue Badge holders should preferably be provided within 50 metres of the facilities they serve. 50 metres is also the qualifying distance for entitlement to Employment and Support Allowance (ESA) and eligibility for a Blue Badge.
Having requested to see written evidence from DWP regarding why the distance was set at 20 metres, NRAS was verbally told by an official: ‘There is no clear cut and dry reason or scientific measure as to why the distance is 20 metres’. From this response and our evidence below, it is clear the 20 metres threshold is an arbitrary figure that lacks an evidence base will automatically discount thousands of people with RA who rely on the benefit to lead independent lives. 
A membership survey carried out by NRAS in response to this consultation reveals that 83% of respondents disagree that 20 metres is a sufficient walking distance to be able to practically get from one place to another and access public transport. In fact, 69% strongly disagreed with this statement and only 5% believed it was a sufficient distance. For this reason, we urge the Government to reinstate the use of 50 metres to identify those in the greatest need.  
Furthermore NRAS continues to be concerned that the Moving around activity takes no specific account of hand, wrist elbow and shoulder pain. These are significant barriers to mobility for people with RA and other musculoskeletal diseases and we urge the Government to include this as part of mobility assessment (see section 8). 
What are your views on the Moving around activity within the current PIP assessment criteria?
NRAS concerns about these changes and the likely impacts on people with RA fall into six broad categories: a reduction in independence due to loss of access to Mobility vehicles; enhanced barriers to staying in work; increased problems associated with deficiencies with public transport and the Access to Work scheme; negative impacts on mental health; and increased burden on informal caring.   
1. Loss of Mobility vehicles for people
1.1	The tightening of criteria from 50 to 20 metres to qualify for the enhanced rate of PIP under the Moving around activity will mean 428,000 people who currently receive the higher rate of the mobility component of DLA will no longer be eligible for the enhanced rate of mobility under PIP and the Motability scheme. Losing a Motability vehicle will have a devastating effect on people with RA, who rely on the scheme to live independent lives.
1.2	The NRAS survey found just under a third (31%) of respondents said they had access to a Motability vehicle through receiving the higher rate mobility component of DLA and of these 69% said they are not confident of receiving the equivalent award under PIP. Just 6% said they were confident.
	All of the respondents (100%) said that losing their car would mean they become more isolated from society, while 96% believed their Motability vehicle gave them independence. The same proportion rated their higher rate payments as improving their mobility (91% classed their payments as ‘very important’).
Additionally, 87% agreed or strongly agreed that their requirement to access a Motability vehicle will not change over time. To emphasise this statistic, 81% of these strongly agreed with this statement. Also, 92% agreed or strongly agreed that access a Motability vehicle enables me to carry out routine daily activities. Once again, those that strongly agreed made up the vast majority of that group at 85%.
A survey respondent who is unconfident of receiving the enhanced rate of PIP owing to the 20 metre criteria said: “My Motability is my legs, if I lose it, then I will lose my independence and be isolated... I will also be unable to take my child to school as I wouldn’t be able to walk her or take her to her school activities like a normal mum.”
1.3	According to DWP figures (found in the DLA online tabulation tool), ‘arthritis’ makes up the highest caseload for DLA mobility component and particularly the higher rate award as there are over four times as many people with ‘arthritis’ who are awarded this than any other disabling condition. This means the 20 metre rule is far more likely to negatively affect people with ‘arthritis’ compared to any other disease area. However, we are unable to give definitive figures for the number of people with RA who are likely to be affected as the DWP does not publish more detailed breakdowns of the different types of ‘arthritis’ claimants, which includes RA. NRAS is extremely concerned at the absence of this data and urges the Government to do so within future PIP monitoring, especially because the prevalence of RA is larger than many other conditions where data is collected, such as Multiple Sclerosis. NRAS is currently waiting for the response from DWP to an FOI request to see if such data is available for RA.
 (
Case study responses:
“I need my Motability vehicle because it gets me from home to work, door-to-door. I use my car for work, shopping, travel to other parts of the country and visit people.  Without it my social life would be choked off completely. I wouldn’t be able to meet any of my friends, which alongside losing my car would be an enormous blow, almost indescribable.” 
“Without a Motability car I would just stay at home all the time and be cut off from society. As an athlete who took part in the Paralympics last summer it would be devastating as I wouldn’t be able to do my sport, I would just have to give up. It would mean having to pay for a taxi to compete and I just can’t afford to do that. I would have nothing without my sport. It would cut off all my social links, it would destroy me.”
)







 (
Case study responses continued:
“Having a car means you can participate in society as much as you can. Being able to work is part of who I am and it means everything to me, it gives me pride in myself and means I can contribute to society through paying taxes and national insurance.”
 “The motability vehicle gives you the freedom to get out of the house. Without a car I am isolated... having a car means you can participate in society as much as you can.”
“I live in the middle of nowhere, so without a car, where would I be? How on earth am I supposed to get to the doctors and all my hospital appointments, which there are loads of... it would be a nightmare. I will just give up, stuck in the house in the middle of nowhere and more than likely kill myself.”
)








2. Access to employment
2.1	One of our chief concerns with the Moving around activity within the current PIP assessment criteria is that a large number of those who lose access to a Motability vehicle because of the change from 50 to 20 metres will be forced to give up work considering they already face very significant barriers to remaining in employment.
2.2	In the DWP’s Disability Living Allowance reform consultation (2010), it is stated there is evidence which ‘suggests that DLA can also act as a barrier to work’ and that particularly those who receiver higher rate awards have lower work expectations because fear they may have less money if they enter work.
2.3	NRAS completely rejects these findings. We have evidence to show that those currently in receipt of a Motability car through their DLA award heavily rely on access to their vehicle to remain in employment. DWP’s assertion that DLA acts as a ‘barrier to work’ is rejected by our case study subjects (see below) and research by Oxford Economics:
“A Motability car can impact the employment outcomes these people [those aged 25-64] can obtain. It potentially can also affect the decision of whether to participate in the labour market. It may increase the numbers seeking work by lowering the percentage of people who have withdrawn from the labour market, either via early retirement... or looking after the family.” (Oxford Economics: The Economic and Social Impact of the Motability Car Scheme, 2010)
2.4	As mentioned above, people with RA already face significant barriers to staying in work. The ‘RA and Work’ (2010) survey, conducted by NRAS, revealed that over half of those who gave up work because of their RA stopped working within one year of diagnosis, and 80% had stopped within six years. Restricting access to Motability vehicles is likely to increase worklessness amongst people with RA. Over one-third (34%) of our survey respondents who used their DLA award to access the Motability scheme said they would have to give up work if they lost their right to a car. Typical case study responses are illustrated below.

 (
Case study responses:
“I live on my own and pay my own mortgage so going to work is absolutely paramount. Without my Motability car I cannot get to work so I will be unable to do any of these things.”
 “I work full-time in a legal department in a local authority and manage a team of people and have worked continuously for over 20 years. If I lost my access to the Motability scheme and subsequently my car 
I would have to give up my job meaning I would lose my house in a heartbeat and the consequences of this on my condition would be absolutely disastrous. I know I don’t have a long time left at work and I need all the help I can get.
”
“I currently work as a primary school teacher but without my DLA payments I would simply have to retire. I couldn’t get public transport, carry books or walk the distance from the school to bus stop.”
“I am unemployed with a Motability car. If I am struggling now to get a job, without my car I will have absolutely no chance. I will just have to retire and claim ESA.”
)








3. Accessing public transport
3.1	Changes to the Moving around activity do not sufficiently recognise the mobility needs of people with RA and other disabilities when attempting to use public transport. It is clear that a large proportion of people with RA will be unable to physically or financially access public transport if they are forced to find an alternative to their Motability vehicle.
3.2	RA affects the hands, wrists, elbows and shoulders. Deformities can occur and function of these joints can (and often do) decline with disease duration. It can cause pain, stiffness, swelling and functional limits that affect mobility. In the early stages of the disease,  pain, swelling and soft tissue involvement tend to be responsible for hand problems, whereas in chronic and long-standing RA this is more likely to be secondary to hand joint erosions, abnormal hand biomechanics, deformity and possible ruptured tendons.
3.3	Difficulties in gripping objects such hand-rails can be very problematic and manipulating small objects such as coins is often difficult. This, combined with difficulties walking, standing for long periods and sitting in cramped spaces, makes accessing public transport extremely hard, and often impossible (for our suggested solution to this issue, please refer to section 8). 

3.4	Findings from the following research confirm this:
“Lack of suitable public or private transport great reduces the independence, choice and control experience by motability allowance suffers.” (Oxford Economics: The Economic and Social Impact of the Motability Car Scheme, 2010)
3.5	The Transport Select Committee’s current inquiry on access to transport for people with disabilities, has been investigating the range of challenges that disabled people face. Oral evidence given on 3 June 2013 by the Minister for Transport, Norman Baker MP, indicated that no overall assessment has been made of disabled people’s ability access to public transport in respect of the PIP mobility policy. The knock on impact and costs to transport services from loss associated with DLA mobility are therefore unknown.
3.6	NRAS therefore believes the Moving around criteria contradicts Article 20 of the UN’s ‘Convention on the rights of Persons with Disabilities’, which states:
“All parties shall take effective measures to ensure personal mobility for the greatest possible independence for persons with disabilities.”
Our case study responses below highlight the problem.

 (
Case study responses:
“
I have not been on a bus for about 20 years because I had a really bad experience when
 I
 got stuck on one because I couldn’t
 get out of my seat.”
“M
y wrists have been replaced so I can’t get 
money
 out for the bus driver
 and 
my elbows and shoulders have been replaced so 
I 
can’t hold myself up on the bus either.
”
“
Public transport is an absolute no-go for me these days 
because of the damage to my hands and elbows, but 
to get to my work I would have to get two buses and walk a long distance from 
the 
bus stop. I would have no energy by the time I got 
there
; I
 wouldn’t be able to do my job.”
“People who can walk over 20 metres will have to travel much further than that to get to a bus stop, go shopping, anything.  Even if I lost my higher rate entitlement, the standard rate payment of £21 under PIP would not even fund my public transport to get to work.”
“Sometimes you get on a bus and there is nowhere to sit, which means I have to get off and wait for another one. Also, I can’t deal with the brakes and shaking because I can’t use my hands to stabilise myself and I obviously couldn’t manage the stairs. At rush hour it was absolutely unmanageable.”
)











4. Losing DLA payments only shifts costs onto other areas
4.1	Evidence from our survey and case studies shows that many people with RA are sure that if they lost their DLA payments, or had them downgraded, they would have to seek financial help from the state in other areas. This means the savings accrued from reducing the number of people eligible for the higher rate of PIP will be offset by these people claiming out of work benefits (see section 2) or from health and/or social care.
4.2 	NRAS is deeply concerned that the sudden and immediate withdrawal of reliable travel cost support for disabled people has had not been taken sufficiently into account in government impact assessments on disabled peoples’ lives or other areas of public expenditure.
4.2	The report ‘Emergency Stop’ conducted by the campaign group ‘We are Spartacus’ estimates it could cost the public purse about £8 million in hospital transport and other services such as Dial-a-Ride to get disabled people who lose their Motability cars to doctor and hospital appointments. When extra demands on health and social care changes are also taken into account, the report estimates it could cost a further £800 million.
The DWP’s own research (The impact of DLA and AA: findings from exploratory qualitative research, DWP, 2010) revealed disabled people were using their DLA to pay for mobility items they could not wait for on the NHS, or for taxi fares to hospital appointments.
 (
Case study responses:
“I might have to apply for a social carer 10 years earlier than I might have had done. It is so short sighted.”
“
It is like taking a loan from Wonga. 
In
 the short-term everything seems fine, but then you get hammered by the extortionate interest rate. Just as taking my DLA payments and Mobility car away from me would, it just puts off, hides and shifts the problem that you will have to face later and at greater expense.”
“If I was forced to stop working I would also have to sell my house as I couldn’t afford it, then I would no money when I retire and 
consequently rely on the state.” 
“I would lose
 my job
 if I couldn’t get access to a Motability car, which looks likely under the new rules, then
 I wou
ld rely on the state completely.
 It would just be transferring the DLA payment to job seekers and/or social care
.
 Then the state would not get the added bonus of my tax and national insurance contributions which shows how absolutely pointless the whole process is.”
“
I will need the NHS earlier in the life of my disease is they take my higher mobility rate away as I will just have to walk more and do more damage to myself. These ‘savings’
 being made by the DWP
 from reducing the mobility criteria are actually a false economy.
”
)












 (
Case study continues:
“Of course you can force people with degenerative illnesses
 (like RA)
 to do more, but ultimately that is just going to make the person worse in the long-term. Once my joints are damaged that’s irreversible and if I’m pushed too hard I am just going to deteriorate much faster. This is going to push the burden on the NHS as I will demand extra social care or treatment that I could have delayed or never had.”
)





5. Informal carers
5.1 	Restricting access to mobility component will cause people with RA to rely more on their family, friends and neighbours for help to perform informal caring duties, which will place further emotional stresses on families already struggling to cope with the day-to-day impacts of the disease.
5.2	The NRAS survey ‘Family Matters’ (2012) highlights the significant burden faced by the families of people with RA. For instance, 57% of survey respondents reported that having a family member with RA had a negative effect on their household income, 92% said the disease caused changes in their household responsibilities and 93% reported that their partner’s RA affected their own mood or mental wellbeing. Additionally, 60% said their social life was restricted because of their partner’s RA and 41% said they had had difficulties in their relationship as a result of RA. 
5.3	One NRAS survey respondent who was ‘very unconfident’ they would receive the enhanced rate of PIP (despite receiving the higher rate mobility component of DLA) commented: “I would have to give up my job and would become dependent on others. I would be isolated and my mental health would suffer. I would become a prisoner in my home.” 
 (
Case study responses:
“I
f 
friends or family 
need me I can 
be of some use if I have my car.
 I can keep my parents company and be there for my friends. I feel like I am a useful member of my family just for being mobile. All this makes me feel more positive and confident which has a hugely positive effect on my condition.
”
“I don’t have children, my Mum and D
ad are dead and I don’t have a husband; what can I do? I think DWP think that families are going to pick up the slack and in my case that certainly isn’t the case.”
“
If I lose my car there is nobody on-hand to help me. I live alone, don’t have a family and by boyfriend lives too far away to help. There is no informal carer to help me. I would be completely alienated from society and left to rot in my own home.
”
)







6. Depression and suicidal ideation
6.1	People with RA who lose their DLA payments (particularly the higher rate and entitlement to a Motability vehicle), because of the introduction of the 20m rule, are likely to suffer increased mental health problems due to the increased chance of them losing their car, job and home (see section 2). 
6.2 	People with RA are already more likely to be depressed than the general population (The Impact of Rheumatoid Arthritis Co-morbidities, NRAS, 2012). Studies also indicate that 19% of people with RA are formally diagnosed with depression and those diagnosed with RA and depression can have suicidal ideation (Timonen M et al, Suicides in persons suffering from rheumatoid arthritis, 2003). Depression in RA patients often arises from living with a long-term condition that can be painful and debilitating, which can be aggravated by stress and negative experiences. Furthermore, studies indicate that depression can increase healthcare costs by 33% to 169% over a range of long term conditions (Kings Fund, Long term conditions and mental health: the cost of co-morbidities, 2012).
6.3	Evidence from our member case studies indicates that those with RA believe losing access to mobility support under PIP is a significant event to trigger bouts of depression or, in the severest cases, suicidal tendencies. In many cases current uncertainties over the assessment process means that people with RA are already suffering ill affects to their mental health. All of this is likely to further increase emotional stresses on families (see section 5) and further increase demands for health and social care services. 
 (
Case Study responses:
“
Although I do not have to apply for PIP for 2 years, I am extremely stressed because of the changes hanging over my head. This has made my condition worse and, recognising this, my GP has offered anti-depressants as a direct result.”
“[If I lost access to the Motability scheme] I would be left without any independence and in the periods of my life when I have lost my independence I have become suicidal. I don’t think I will get PIP now they have reduced the criteria and I really think this could make it happen again.”
“I have had to have counselling because I have been suicidal in the past and once you have been hit with a bout of depression, you never fully recover mentally. If I lost my higher rate DLA mobility payment and Motability car, this would make my life so much harder physically, to the point where I don’t know if I would be able to go on. I have genuinely considered taking my life.”
“
I
 live
 in constant fear, thinking ‘are they going to take everything away from me and t
rap me in a life a loneliness?’
 That unknown is already affecting me physically and mentally and this is only going to build up as time passes.
”
)










 (
Case study responses continued:
“Not 
be
ing
 able to meet any of my friends
, 
alongside 
the devastating associated with 
losing my car
,
 would be 
a huge
 ad
dition to my
 depression. I would be left without any independence and in the periods of my life when I have lost my independence I have become suicidal.
”
)



7. Access to Work scheme
7.1	As mentioned in section 2, for those people with RA that are in work or striving to return to work, losing the higher rate mobility payment of DLA when it transfers to PIP will significantly impact on their ability to access employment. NRAS believe that alternative support offered through the Access to Work scheme is wholly inadequate.
7.2	Although the Access to Work scheme can provide disabled people with monetary grants to cover the costs of fares to work if they are unable to use public transport and special adaptations in the work place, NRAS believe it is not a sufficient replacement for a Motability vehicle. Many people with RA are out of work owing to the effects of their condition (see section 2.4) and use of their Motability car to attend medical appointments, go shopping or see friends and family. These people would have their independence taken away from them should they lose their vehicle and are likely to experience a deterioration in their condition through the damaging effects to their mental and physical health because they will find it more difficult to visit the pharmacy to pick up prescriptions or attend hospital appointments.
7.3	NRAS member survey reveals that not a single respondent believes the Access to Work scheme to be a suitable replacement should they lose their access to the Motability vehicle. Over two-thirds (67%) thought it definitely would not and one survey respondent commented: “It only covers getting to work. What about having to do food shopping or any other part of a normal life, like visit friends and family?”
7.4 	Even survey respondents who are in work do not see the Access to Work scheme as any kind of substitute for their Motability car. Furthermore, respondents pointed out that the cost to the Access to Work scheme of providing transport to and from work, for example by taxi, is likely to be considerably higher than the enhanced rate mobility component.  
 (
Case study responses:
“The Access to Work Scheme just doesn’t work in the way the Government think it does.  
I’ve had experience of both Access to Work and Motability and can say they aren’t even in the same football ground; they aren’t even playing the same sport. 
To suggest this as an alternative to a Motability car is the most ridiculous thing I’ve ever heard.”
 
)



 (
Case study responses continued:
“Having my own car, I can be completely self-reliant. I can turn up to work on my own timescale and can come and go as I please, but if I have a taxi at a certain time then it’s likely they will have to sit outside and wait for me for a long time on a regular basis. Surely the cost of the taxi every day is going to be far greater, so why the Government they pay for it?”
 “You can’t rely on taxis because if you are trying to get to work cabs don’t always turn up on time and I can’t afford to be late – eventually I will be sacked.” 
“If you’ve gone shopping by taxi you might have to wait for 5 minutes and I can’t stand for that long. Because of my RA I just don’t have the energy or time to wait for cabs.”
“If I was on the Access to Work scheme without my own car, I could no longer just pop into the chemist on the way home which hugely improves my medicine adherence, keeping me out of hospital and other forms of healthcare.”
 “The message from this to me is clear: ‘you are not allowed to have any friends or any fun, you can just go to work and the hospital’. Well that is just great! What a fantastic reminder to us that we are ill. This would have a horribly detrimental effect on my condition both mentally and physically.”
“If the hospital to tell you they have time to accommodate you because there has been a cancelled appointment and asks whether you can you get there in an hour, without easy access to a car it would be near impossible. Access to Work just does not compare with having a Motability vehicle.”
)
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8. Suggested changes to the Moving around activity
8.1 	On the strength of the survey results and case studies presented in this submission, we urge the Government to reinstate the use of 50 metres to identify those with ‘the greatest need’.
8.2	Furthermore, we urge the Government to introduce descriptors in relation to hand, wrist, elbow and shoulder pain into the Moving around activity to ensure the PIP assessment gives a fairer reflection of the mobility challenges that people with RA and other musculoskeletal diseases encounter during their daily lives.
8.3	Hand, wrist, elbow and shoulder pain are a significant barrier to the mobility needs of someone with RA and many other conditions. DWP’s failure to take account of these factors contradicts the findings of its earlier consultation results:
“The definitions [under DLA] currently used are subjective and reflect views of disability from the 1990s, not the modern day. For example, ‘mobility’ as currently defined concentrates on an individual’s ability to walk, not their ability to get around more generally.” (Disability Living Allowance reform consultation, DWP, 2010)
 (
Case study responses:
“I have RA pretty much everywhere. All my fingers and thumbs are affected. I get a lot of shoulder pain and my elbows have begun to become deformed. The DWP haven’t taken into account problems with your hands, wrists, elbows and shoulders when it comes to getting around. It makes public transport impossible and carrying things too. Any PIP mobility assessment must needs to take account.”
“I am in pain from my jaw right down to my feet and I am in pain whenever I move. I have pain all over including my hands and shoulder which stops me moving around.”
“My arms are very badly effect and my elbow in particular. Public transport is extremely difficult so I am hugely grateful for a mobility car.”
“My RA not only effects my ankles, which are now fused, I also have severe shoulder and wrist problems so can’t use public transport or push a wheelchair.”
)
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Leo Watson, Government Affairs Officer, National Rheumatoid Arthritis Society 
Tel: 01628 823524 
Email: leo@nras.org.uk
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