From Roehampton Limb User Group
 

Dear PIP Assessment Team
PIP Moving Around Activity within the current PIP assessment criteria.
 

Thank you for the opportunity to respond to the above consultation as an organisation. We a constituted voluntary patient user group for amputees, Roehampton Limb User Group (RLUG) founded in its current form in 1999.  As patients of the Douglas Bader Centre Queen Mary’s Hospital, (St.Georges’ NHS Healthcare Trust) we are about 1800 prosthetic outpatients in number with 12 inpatient beds for amputees admissions.  The purpose of RLUG is to organise open meetings with speakers on prosthetic topics, health and wellbeing subjects and welfare issues as a disability group and we attract large audiences to these events. Further information to members are made by postal reports and by our website and email.
 

In this consultation we have assembled our responses to the question posed in the consultation from the emails, postal letters and telephone messages from outpatients that have been copied to the RLUG Chairman.  We convey some of the response by providing extracts as evidence for the group opinions.  From our membership registrations we do believe that we can claim to represent the prosthetic users of ‘Roehampton Limb Fitting Centre’ and the majority of input received for this consultation has been from working age people.
 

You ask the following: 
 

3.1   The consultation question we are asking is:  What are your views on the Moving around activity within the current PIP assessment criteria?

3.2   We would like to know what you think about the Moving around activity assessment criteria set out in the current Regulations, including the current thresholds of 20 and 50 metres. As part of this we would like to know what you think the impact of the current criteria will be and whether you think we need to make any changes to them or assess physical mobility in a different way altogether.

 

RLUG has answered the three parts to this questions as follows:
 

“Views on the impact of the current criteria” 
 

1. Current Activity descriptor ‘D’ Can stand and then move using an aid or appliance more than 20 metres but no more than 50 metres will mean a downgrade in independence of £33.25 per week without the use of a Motability vehicle that was provided under the DLA Higher Rate and given not for “the condition” but because of “need” granted under DLA scrutiny. I note that Government projections show that over 428,000 people will no longer qualify for the enhanced rate of the mobility component of PIP by 2018. Is this consultation and my effort to respond therefore a waste of time if the Government has already done its projection to save money regardless of impact for the disabled.  (REDACTED)
2. I interpret this to mean that walking ability is restricted to being able to get out of the wheelchair around the house, or maybe outside in the immediate vicinity of your home, in order to qualify for PIP at the highest rate.  Motability: People currently using their higher rate DLA to fund their Motability car to get to work who can walk more than 20m will lose their entitlement to Motability, and probably have to give up their employment and rely on benefits. This could be devastating for the disabled person, and unlikely to benefit the economy. (REDACTED)
3. The crux of the matter seems to be saving money by reducing the number of people who will be entitled to the enhanced rate and therefore a motability car but has this really been properly thought through? By removing someone’s car you are in danger of removing their ability to access work safely i.e. just because someone can walk more than 20m does not mean they are also capable of using crowded public transport in rush hour, negotiating steps onto buses/ trains etc. The costly knock-on effect on benefits of this could be a greater number of disabled people on unemployment benefits something I thought the current government was trying to avoid! The costly knock-on personal impact of removing a motability car could lead to social isolation for many or feelings of worthlessness by others because of inability to support family because of unemployment and ultimately having to rely on anti-depressants/ NHS counselling to deal with the psychological consequences. Other areas affected will be the impact on the hospital transport system or social services budget. ......    Disabled people on direct payments would need more PA hours and therefore an increase in their direct payment budget because they would no longer be able to access community because of removal of motability car.  (REDACTED)
4. As a single through-knee amputee that is unable to wear a prosthetic limb, I use a self propelling wheelchair instead. So naturally I would cover 20 metres fairly easily. Yet arm and shoulder problems associated with continual wheelchair use are always a problem and cause discomfort whilst out and about. As a person receiving the higher rate for mobility from the DWP which in turn I use for a crucial motability vehicle, I would indeed foresee me losing that part of the allowance under these new guidelines. Rendering me Car-less this would render me almost housebound unable to continue to be fully able to be an active parent in my children's lives, this would be detrimental to myself and my children. (REDACTED)
5. I know the rule of 20m has been the deciding factor with deciding if someone is disabled or not and this is what concerns me. 20m some days will be harder than other days. If I’m on my crutches I can do 20m but not comfortably. If I’m having a bad day with my leg that might be the pain I’m experiencing but over all of these distances I suffer chronic back pain which every specialist has put down to my prosthetic leg.... I just wanted to share my view on this new ruling and benefit because without the use of the car and the means to make a better treatment plan for myself, I would’ve been so much worse off, it doesn’t bear thinking about. I am someone who has only ever claimed DLA and had my precious blue badge for parking near the place I need to get to plus gives me a big enough bay to swing my door open wide...... I can honestly say since becoming an amputee at the age of 16, life has been so difficult and being young and coping with the associated problems does become a grind of life. I live on anti-inflammatories which once give slight relief plus I also buy supplements to help my overall outcome but these are all costs that come down to having a disability. If on your new criteria I am found to be not disabled enough to qualify for enough points, then I will lose the benefit I’ve had to assist me, I will lose my car which I use to get around and get to my appointments. (REDACTED)
6. I think the impact of the 20 mtrs criteria will be a loss of independence and deterioration of health for many disabled people by their being unable to leave their homes and use a car to be independent. By changing the distance criteria to 20 mtrs PIP allows for mobility in the home but no further. How then is one expected to get to their own car or Motability car on the drive or road which is possibly a further 5 to 10 mtrs away?.... A car/Motability car allows one to carry a wheelchair and therefore one’s mobility is even further expanded. By taking this away from an individual it is taking away their mobility. Anon 

7. As a BK amputee I would have been greatly affected if the threshold was just 20m for the walking distance to qualify for the Higher Rate PIP. I am a polio survivor and as such my right leg is partially paralysed and my other leg has had a replacement knee because of damage caused over compensating for the right leg. I have to use a stick all the time and an electric scooter for any distance at all.
If I was just 21 months younger I would have to justify not being able to walk more than 20m and if not I would lose my Motability car and my total mobility. I would not have been able to work as a teacher or get out of the house at all. (REDACTED)
8. I was awarded DLA for life after (transfemoral) amputation of my left leg following NHS clinical negligence. I was awarded some compensation, but the amount paid in respect of my lost mobility was reduced because I have DLA - supposedly for life. No provision for any car was made - 
because I am currently entitled to a Motability car; it was at the time assumed that my DLA "lifetime award" would be honoured - FOR LIFE. The main purpose of PIP seems to be to enable the DWP to renege on DLA "lifetime awards". It is however going to result in massive other costs and loss of tax revenue as a result of making thousands of people house-bound, and in many cases they will now be unable to work. (REDACTED)
9. Some days I can walk 50 metres or more (but not unaided) and some days I cannot. There are a myriad of reasons why amputees cannot walk on some days, including: 1. infection preventing the donning of a prosthesis (which has prevented me wearing a leg for 6 weeks at a time. 2. poor fit of a prosthetic leg. 3. bone growth and/or swelling of the residual limb / weight gain and loss, preventing the donning of the limb. 4. pregnancy preventing the use of a prosthetic due to the risk of falling and miscarrying a baby (which happened to someone I met) as well as the swelling and then rapid weight loss following birth preventing the use of a prosthesis. (REDACTED)
10. I fail to see where any savings to you come in, as if they have to give up their jobs, they will have claim unemployment benefit plus other benefit for their needs  This would still not make up their loss of income, which would lose them their independence.  They would taxis to get them around, which would not be affordable.  They would stand a big chance of falling into depression. (REDACTED)
11. There is no reprieve, from the disaster of lost limbs and this remains for the duration of the imprisoned life, without the added burden we are subjected to, by abled bodied. Political advantages is created at the demise of the vulnerable, rather than perhaps keeping people in work and helping by reducing the deficit burden. (REDACTED)
12. The impact of the policy will result in: 

 Disabled people dropping out of work, education or volunteering activities, and becoming housebound.
 Increased poverty and isolation of disabled people, with the associated risk of worsening health
 Rising costs elsewhere, such as unemployment benefits, the Access to Work Scheme, social care and NHS     (REDACTED)
 

“Views on current thresholds of 20 and 50 metres”
 

1. I have a strong objection to the 20m threshold that was introduced arbitrarily without reference to consultation to assess its impact before a Judicial Review has been taken out and now this mini consultation that has not gone to each DLA and PIP Claimant in a letter but just posted on the DWP internet site. 20m is too short a distance to be practical for any journey outside the home. In every case that I know single lower limb patients tell me of the rigorous assessment for DLA that they had undergone to be awarded Mobility Higher Rate as virtually unable to walk when 50m was reached. That distance seems practical for accessing services as the blue badge disabled parking bays are usually on 50m distance to office, community car parks, petrol stations, high street shops, out of town supermarket, schools, swimming pool, gym, and place of worship to name a few weekly trips. (REDACTED)
2. We should all remember that disabled people spend many years gaining independence and confidence in themselves to be able to be active members of society. This proposed 20m rule will revert us back to being reliant and restricted. This is clearly detrimental to our human rights of independence. (REDACTED)
3. This should not determine whether you suffer with a disability and need help or not. 20m is such a short distance that most can manage, but over 50 they wouldn’t. So therefore they would not get the enhanced rate needed for the Motability car. The Motability scheme was the way I got the right treatment to get myself better again. This will now be a thing of the past as 20m is not the make or break of if you are disabled or not. (REDACTED)
4. It is even worse if the same amputee has to carry say a box in front of them any distance would also result in kissing the pavement. These are the types of tests that should be carried out to decide if a person is able to do without the car that they qualify for at present, as pushing a trolley loaded with groceries or say a box with a printer to a car can be done with relative ease, but walking to the nearest bus stop, even if it is only 20m away, becomes almost impossible to any amputee with an above knee prosthesis.  (REDACTED)
5. Getting back to the main point: the PIP assessment proposal assumes that a prosthesis replaces a natural limb - completely ridiculous. The change of criteria for "getting around" (from 50m to 20m) which the Government attempted to "slip through" is also ridiculous. A prosthesis is an aid, and only a limited one, but not by any means a replacement. (REDACTED)
6. My response to the above question, due to my experience working with people with difficulties with mobility for Portsmouth City Council is that the distance should be returned to 50m to match with DLA and Blue Badges ranges for practical reasons of living. (REDACTED)
7. As a 63 year old amputee with a diagnosed heart condition. The above proposal to the able bodied bears little significance. To those that live their lives with health and mobility issues, becomes a very threatening barrier. Access to chemists, food stores, recreation, hospitals and community activities, all too often, greatly exceed the current 50M rule.To reduce that any further as a new criteria will be seriously detrimental to those that need help and support in their already restrictive lives.Please rethink the proposal. (REDACTED)
8. To change the threshold rule from 50m to 20m will leave many housebound. Being confined myself to a wheelchair, life is very limited and a carer is needed to help one leave the house. (REDACTED)
9. First question is why have you suddenly reduced the walking distance from 50m to 20m and why not put the distance in feet so that older people can understand easily? (REDACTED)
10. I am appalled at the idea of reducing the 50 meter to 20 meter distance under the “moving around activity assessment” proposals. 20m is barely enough to move from one room to another and totally inadequate to walk from your car (even if a disabled place is available) to a shop. Please re-consider this distance.PS I am not in receipt of any benefit so this comment does not apply to myself.  (REDACTED)
11. The original distance of 50 metres as per DLA and Blue Badge criteria would be a fairer distance to appl.   (REDACTED)
12. Four reliability qualifiers of Moving Around are Safely, Repeatedly, In a reasonable time period, To an acceptable standard. These qualifiers will be the only means test that amputee claimant will have to rely on when being assessed against these distance thresholds and the walking surface conditions. Again 1 – 20m may not be a sufficient distance to judge these incapacities when the distance threshold does not even conform to distances of a disabled parking space and planning stating 50m in Gov.t Guides. (REDACTED)
 

“Views on need to make any changes to them or assess physical mobility in a different way altogether”
 

1. I have no confidence that there will be sufficient time left in the assessment interview of sixty minute plan with the 4 reliability checks being applied to every descriptor on the form to explain what is possible and what is not by the time the final Activity 12 Moving Around is reached. A hurried opinion by the assessor leading to an unsatisfactory report leading to an incorrect judgement by the DWP case manager will only lead to the claimant recourse to referral to the Tribunal court at great cost to the public purse and with the volume of appeals anticipated cause only further hardship and considerable more cost to the Government to put right this incorrect present descriptor criteria later. Therefore my views are to remedy the position be the following redesign below: 
Remove the descriptor ‘E’ the 1 – 20m distance and amend descriptor ‘D’ from the 20 – 50m to now read 1 – 50m. Let this score 12 points Enhanced Rate. Descriptor ‘F’ drops back one letter of the alphabet. There is a reform of points for B and C as shown in red ink enabling Standard Rate PIP. This now means that they are two descriptors for standard rate as before and two descriptors for Enhanced Rate as before. (REDACTED)
2. I am writing as an artificial limb user. As every artificial limb user’s situation is individual and many factors effect daily limb wearing, I believe it is wrong and unfair to increase the thresholds of the moving around activity assessment criteria, without taking into account an individuals age, sex, natural strength, type of amputation, etc. No reason has been given for the halving of the distance criteria. I strongly object to the proposal and suggest an urgent reappraisal of the criteria. (REDACTED)
3. I think a better way of assessing people would be to determine what they can achieve in life, i.e. what work they can do, what travel and mobility issues they have and ask them what help they actually need.It is a shame that all claimants have not been sent information by post as many amputees do not have access to the internet and will not reply. It seems underhand to me that you have not made this consultation more open to all, in the interests of equality and justice. I have voted Conservative all my life and am seriously wondering if I can bring myself to do so again, given that I feel disabled people are being seen to be a drain on society, as opposed to a potential benefit. So much for Cameron's 'Big Society'. (REDACTED)
4. I strongly oppose the 20m threshold and ask that you reconsider to draw it in line with the Blue Badge rules. This would seem to be much fairer for those of us who struggle to keep active with our disabilities. (REDACTED)
5. The government has supported disabled people for years and this is what makes this country so great because whereas in other countries disabled people aren’t seen, in the UK we have received a better service and this is why so many people with disabilities can give back to the system and work. (REDACTED)
In conclusion
It must not be presumed that every amputee who attends a limb clinic of working age claims DLA or PIP.  We wonder if this non claimant figure ever features as a saving against expenditure? That percentage represents for the present time, workers and sportsman who are in a stronger health state and wonderfully are able to walk longer distances even run on particular prosthetics because of a surgeons good work and skill of the clinicians, all that ability can be turned upside down by an accident rending the person in greater need.   So the majority of amputees who do appreciate what the DLA has provides want PIP to continue to support and enable amputees to work and return the ‘investment in them’ not be regarded as a cost and if prevented from working because of health not to make it impossible to live independently. 
 

Finally we note the briefing of Disability Benefits Consortium on The PIP 20 Metre Rule and quote ‘in the notes to the second draft of the PIP criteria, dated November 2011, the DWP admits on page 61: “50 metres is considered to be the distance that an individual is required to be able to walk in order to achieve a basic level of independence...”  The introduction of  the 20 metre measure has not been made as a result of any new research and directly contradicts the previously well embedded distance of 50 metres.’ 
 

We thank you for this opportunity to be in consultation and wish all the above points to be carefully considered in your deliberations. We look forward to receiving your conclusion by email to chair@rlug.org.uk 
 

For on and on behalf of the committee (RLUG Hub)
Yours faithfully
 

Christopher Harwood

C. Harwood
Roehampton Limb User Group Chairperson
The Douglas Bader Centre 
Queen Mary’s Hospital SGH NHS Trust
Roehampton Lane SW15 5PN
chair@rlug.org.uk
http://rlug.org.uk
