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The newsletter of Leger ME/CFS  Supporting Myalgic Encephalopathy or Encephalomyelitis (ME), Chronic 
Fatigue Syndrome (CFS), Post Viral Fatigue Syndrome (PVFS), Fibromyalgia Syndrome (FMS), Patients & Carers.   

Welcome to Pathways No. 49 (Autumn 2016) 

The Ethel entering Kirk Bramwith Lock taken on the 2016 Leger ME Summer Canal Boat Trip in mid 
July.  Photograph with thanks to Peter. 
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You write in 
 
Garry writes: Many thanks for sorting out my DLA to PIP changeover form.  After the medical 
examination in Doncaster I only had to wait for several days before I got the results of my application.  
Itôs good news and bad news.  Iôve got the standard rate of care for PIP which is worth Ã55.10 a week.  
Previously I was getting the low rate of care DLA which was worth Ã21.80 per week.  So Iôve got an 
increase of Ã33.3 a week.  However, things are not so good for mobility.  I used to get high rate mobility 
Ã57.45, but now Iôm only getting the Standard rate of Ã21.80.  So from Ã79.25 my total weekly payments 
have dropped to Ã76.90 so in fact Iôve lost Ã2.35 a week.  Considering the difficulties, Iôve had with the 
DWP before in the past. I prefer not to challenge the decision and to stick with this because the loss is 
so small. 
 
However, there is a sting in the tail.  I have a Motability car, and Iôm now told that I canôt keep it.  I think 
that the car is greatðdo I have any options? 
 
OK, letôs do the easy bit first.  Because of the difference with the way PIP is assed it is unrealistic to 
expect that you would be awarded the equivalent levels as with DLA.  Most Leger ME members should 
get the standard rate of care PIP, so I wouldn't query that award.  However, the mobility side is different.  
PIP was deliberately set up so that most of the people who got Motability cars through DLA would lose 
them.  Itôs politics which I donôt want to go into at this point in time.  For the past few years Iôve been 
advising Leger ME members NOT to take out Motability contract hire agreements.  This was for two 
reasonsï firstly because of the stress of unexpected loss of the car and secondly because it is cheaper 
to run and own your own car using your mobility money.  The only justification for the average Leger ME 
member to get a Motability car would be because of 
insurance difficulties through disability and adaptations 
being needed. 
 
According to the information I have the DWP will write 
to Motability who will then in turn write to you asking 
for the car back.  As the Motability contract has to 
terminate, and it is not your fault, there will be an 
option for you to purchase the car should you so wish.  
As far as I know you are the first person that this has 
happened to so I donôt have any cases I can refer back 
to.  When your contract terminates through PIP changeover, there are special golden exit arrangements.  
There is a statement on the Motability website from the chair about this situation.  It will be well worth 
reading. 
 
The problem for Motability is that they have a car they have to do something with it because it can't be 
hired out again.  Usually such cars are auctioned through the motor trade.  This usually means that it 
costs them money to transport, and pay auctioneers commission.  However, they could sell you the car, 
and if you had the money upfront you could buy it if the deal was viable.  Iôve no idea what your car 
would be worth or at what they would offer it to you.  But look at it this way.  Motability buy cars from 
manufacturers as a massive discount, and there is some way they can recover back the VAT and other 
taxes.  The usual result is the cars are offered at óôfair market priceò.  There is also a special exit ógolden 
handshakeô plus a rebate and any deposit would be returned.  Just remember as well you have your 
mobility money from the PIP and extra money from care component ï so if you bought the car, you 
should able to run it on what you are receiving.  You would obviously have to buy your own insurance, 
but the Motability insurers have a deal on offer for this situation.  Obviously you would have to tax it and 
pay for maintenance and repairs.  Overall if you play your cards right you could save money in the long 
term.  You would own the car, and you can sell or use it as a deposit for your next car. 
 
What I would do is wait until you hear from Motability and then look at your options.  I would suggest 
that you check the value of your car through Glasses guide or the motoring magazines or the prices of 
similar models advertised by the motor trade.  If the offer on the table seems a good one, then by all 
means go and buy the car.  Please remember that there is no scheme for finance through Motability, so 
youôll have to find the money yourself either from a bank or from your own savings or resources.  The 
other thing to remember is that if you have standard rate mobility PIP you are still entitled to a blue 
parking badge and there is a scheme for reduced car tax.  

 From the Motability website  
 
... As soon as the DWP confirms that you are 
no longer eligible for the Scheme, we will write 
to you giving you more information specific to 
your situation. This will include a personalised 
letter which outlines the transitional support 
package that may be available to you, as well 
as the purchase price of your vehicle...    
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A Case of Employment and Support Allowance Refusal 
 
When someone claims ESA, eventually they are sent an ESA 50 form 
to fill out.  It contains 18 sections, asking you for detailed information 
about your illness and health.  In past editions of Pathways, we have 
covered the various issues around this form-fill.  Most people need 
help to fill it out and generally this aspect of an ESA claim presents no 
problems. 
 
Once the form is submitted to the DWP, they contact your doctor and 
ask for further information.  This is where the problems could start.  
Unless your doctor has first-hand knowledge of your case, it is 
unlikely that he or she will be able to give the DWP the information 
they need.  In this case the member was newly diagnosed, and was 
waiting for an appointment with the Sheffield ME/CFS clinic.  The 
member also had anxiety and asthma (omitted by the doctor from the 
first page).  The second page briefly requests more detailed 
information about the memberôs condition.  The relevant tick boxes 
have been left blank as has the narrative.  While the member had 
taken considerable care to detail all her problems very concisely, the 
GP has really done nothing to help.  This form was submitted to the DWP and the GP was paid a 
substantial fee (around Ã80) for his/her signature at the bottom of the form. 
  
So what happens when the decision maker reviews this form and 
assesses the claimðit just goes on to the reject pile.  What happens 
next is the member receives a summons to the local DWP medical 
examination centre.  In all cases like this they will examine the person 
just to confirm that they are not making a mistake.  In this specific 
case, the person who examined the member possibly didnôt know 
about ME/CFS and so tagged along with the GPôs lead.  As a result, a 
refusal letter was received. This is usually the time we become 
involved in a case, usually from a distressed member on the helpline. 
 
The problem is that you can appeal against the decision, but you are 
appealing blind because you canôt get access to these forms.  You 
only get to see the óevidenceô when the case is going to tribunalðand 
usually that is after a 12-month wait.  
 
In this particular case, the GP didnôt do his job and probably was 
negligent.  The DWP medical examiners arenôt really much helpðjust 
donôt trust them.  When I see the case paper many of the reports 
contain many errors and accuracies which are easily disputed.  But it 
is only at tribunal you get a chance to state your case.  Fortunately, 
many cases are won and the pay is backdated.  Like many things in life, prevention is better than cure.  
The golden rules are: - 
 

DO NOT FILLOUT A DWP FORM BY YOURSELF.   
SEEK HELP FROM A WELFARE RIGHTS ADVISOR. 

 
The is no one way to avoid things like this happening, but the following points are helpful.   
 

¶ Keep in regular contact with your GP, it doesnôt matter what for, and at least once a year. 

¶ Submit additional evidence with your ESA 50.  Contact us for guidance of what to submit. 

¶ If you are a Leger ME member, ask us for a copy of Work and Benefit guides. 
 
Many months later this case was eventually won.  This was only after a lot of letters, further evidence 
being submitted and a tribunal being held. 


