Dear Sir/Madam,

 

I am responding as an individual to the consultation about the new PIP assessment Moving around activity.

 

My husband has *** *** Parkinson's, and was diagnosed *** years ago. He is in receipt of lifelong high rate mobility DLA. Parkinson's, as you may know, is a serious, progressive neurological condition, and his condition has deteriorated over the years. Remarkably, however, he is still working in full time employment, thanks to his determination and supportive employers.

 

We have written twice now to our MP, expressing our concern and anxiety about the changes from DLA to PIP, and, in particular, about the assessment process and the new criteria which has been introduced in order to receive the enhanced rate of the mobility component. We have received two responses from Esther McVey, Minister for Disabled People, and have not been reassured by either of them. We have been particularly concerned to learn that the the Govt changed to qualifying distance from 50m to 20m, i.e. that anyone able to move further than 20m would no longer qualify for the enhanced rate, without consultation. This is a really significant change which will have a major impact upon the lives of a huge number of disabled people, including, potentially, my husband. Without the enhanced rate, the disabled person no longer qualifies for a motability car. My husband, as do so many in similar circumstances, relies almost completely upon the motability car to  leave the house, to join in with family activities and to have any kind of a life. We really believe that the Govt has not fully considered the huge impact which this change is going to have upon the ability of very disabled people to access any opportunities outwith the home. Even if the person is able to use public transport, the vast majority of people don't live within 20m to a bus stop or train station. Anyone who is unable to walk 50m is seriously disabled and requires a range of support with mobility. To impose a new limit of 20m is completely unreasonable, uncaring and extremely unhelpful to those who are already coping with serious difficulties.

 

We are also very concerned about how the assessment will reflect the needs of people with fluctuating conditions, such as Parkinson's. Esther McVey, in a reply, suggested that guidance will help assessors to consider if 20 metres can be achieved "safely, to an acceptable standard, repeatedly and in a reasonable time period". She suggested that the assessment will consider the claimant's ability to carry out activities over a 12 month period , and will "consider impacts where they apply on over 50 per cent of days in this period. However, in order not to disadvantage individuals whose level of activity may fluctuate over a year, where one descriptor in an activity does not apply on on 50 per cent of days but a number of different descriptors added together would reach this threshold, the descriptor which applies for the highest proportion of the time will apply".

 

My husband's condition fluctuates from hour to hour every day. When his medication is working, he is fairly mobile and can walk reasonably well. However, within a few minutes, his medication can wear off, resulting in him being completely immobile and unable to walk across a room. In the mornings, he can barely move, and hirples around, at risk of falling, until his medication begins to work. The medication is itself powerful, with a range of side effects, including dyskinesia. This means that there are times each day when he is unable to walk, not because of rigidity, but because his movements are uncontrollable. It is impossible for him, or for us as a family, to plan to walk anywhere with any certainty that he will be able to walk at that time, or that he won't get stuck on the way, or that he will be able to return. He can't safely plan to walk to a bus, or to walk any distance safely at a certain time. 

 

We are not confident that there is adequate guidance, training or safeguards built in to the assessment process for people who have conditions such as Parkinson's. How can people be assured that the assessors will apply the guidance with an adequate understanding of the extreme and rapid fluctuations which Parkinson's gives rise to in the person's entire ability to function? Applying this over a year has little meaning where the condition fluctuates during a day may times as the medication kicks in and wears off. If a person happens to be "on" during an assessment, what safeguards will be built in to ensure that an assessor understands the complexities of the condition? We are not reassured by anything we have heard to date about the ATOS assessments, nor by the Govt's own estimates of the numbers who will no longer be entitled to benefits before the assessments have been carried out.

 

In short, we are extremely distressed and anxious about this change to the qualifying distance, which appears to be based upon nothing other than a desire to knock people who are already vulnerable off an entitlement to a benefit which enables them to have any opportunity to lead independent lives and to leave their homes at all. The Govt may not wish disabled people to be visible within society, but surely more opportunities for inclusion is a better way of achieving this than confining people to their homes?

 

We would suggest, too, that the assessment must be much more clear about how to assess people with fluctuating conditions, and about the need to take into account information from medical staff who have knowledge of the person's condition and medication, and how these affect mobility in the course of a day. In fact where a condition such as Parkinson's is degenerative, there is surely a case for not subjecting people where it is clear their condition will not have improved to the further stress of a face to face assessment?

 

Parkinson's is a complex neurological condition, and there are many reasons why the person may not be adequately able to express their difficulties. My husband's speech, for example, is frequently affected, and tremors, mood and cognitive ability may be affected, in addition to mobility. Assessors should be required in the regulations, not just guided, to reflect the factors which can affect the person's mobility in the course of a day. Medical evidence from those who know the person and the impact of the condition is crucial to this understanding and should also be required as part of the assessment process. 

 

I hope that this is of help. 

 

Regards

 

*** ***
*** *** ***, 

***,

*** ***
*** ***
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