Dear sirs,

I write to offer my feedback to the consultation document regarding the moving around assessment as part of the overall PIP applications by disabled and sick persons.

I am severely ill, coping with ***, *** and *** ***.  I am at the most severe end of the spectrum for all three conditions, which has detrimental affects on my physical and mental wellbeing.

Having read the consultation paper several times, I am confident that my own circumstances would entitle me to the enhanced rate of mobility.  But that would not have always been the case throughout a fairly rapid decline in my ability to get around safely, with and without aids or assistance.

It is with this hindsight as a background that I address the consultation.  Having moved from descriptor A.) through to E.) but mostly now would be F.) I am uniquely placed to offer insight using my own experiences as albeit anecdotal evidence.

Feedback:

I feel there is a need to clarify the distinction between aided and assisted.  Having filled in DLA applications several times, I can relate that I previously interpreted this to mean the need to have another person with you to provide physical support.

The descriptors do not take into account the intended activity, i.e.; will the applicant be carrying shopping?; after having moved any distance, do they then need to use a mobility scooter in a supermarket or town centre? ; having completed the intended activity, what affect does that have on their ability to repeat the same distance?

What risk assessments have been carried out to determine the likely behavioural changes a claimant will make if they fear they might lose their Motability vehicle?  Will they suddenly stop making that little extra 30 metre additional effort?  This can contribute  to a negative outcome for the health and wellbeing of those likely to do so,making them less socially or economically active.

Will claimants be asked to physically demonstrate their ability to move and rest and move again?  And how often is reasonable to repeat whatever distance, and how long a rest is too long before repeating the activity before the claimant can expect to move to a higher points scoring descriptor?

I personally feel that having a threshold differential of less than 50 metres is an arbitrary distance designed solely to save overall spending in this area or public funding, and does not help to distinguish the most severely disabled or sick people that need support.  Will I have to have someone with me to run a tape measure to where I need to move to when I park as close as I can to where I need to be, just to make sure I will be able to get that far without being accused of lying on my PIP assessment form?

Case study: - *** *** (myself) 

I would say that in most cases when I was able to move about independently, I pushed myself further than someone who is in good health would have to just to get from the nearest disabled parking bay at my local Tesco store to just inside the entrance to get a scooter to get some milk and bread.  After doing that short distance of about 25 metres I would be in so much pain and discomfort, I would have to keep a hand towel round my neck to mop the sweat from my head, face and eyes and sit still for five minutes to stop the store spinning round so I would not bump into anyone.  Then when shopping I would have to get up or off the scooter several times to reach items I needed.  Shopping finished I would then need assistance to carry bags to my vehicle and someone else to hold me steady as I walked using two sticks to get back to my vehicle myself.  Ten minutes rest and air con blasting to cool be down from feeling like I was on fire, short drive home, then a 10 metre walk using two sticks and help from a good neighbour who I would text to ask for help with bags and quite frequently a wheelchair push back indoors and into the bedroom.  Just that one trip outdoors would cause so much ongoing pain that I would not have been able to repeat that activity or any other for at least three days of total bed rest.   Because I was able to move more than 20 metres I would have ticked descriptor C.) because I managed to complete the distance twice within an hour.  No idea how long it took me to cover that ground, so I would not have been able to use that loophole to move up to descriptor D.)  I used two walking sticks to get inside the store before resting, but then used a scooter (not my wheelchair,) so is this using another aid?  Using the scooter is still very physical to control and I would often have to stop and shake feeling back into my arms to get round all the aisles.  So repeatedly resting and using aids would prevent me ticking descriptor D.)  Only at the final stage of my trip to the shop, when I get helped in via my wheelchair could I possibly think about ticking descriptor D.)  What I cannot get across using any descriptor is the overall effect of getting around caused me in terms of not being able to move for several days afterwards.  If I had only scored 8 points and was awarded standard rate and lost my W.A.V. Motability vehicle I would never have been able to use public transport to do the same trip.  I could not even get to a bus stop or afford the £20 each way wheelchair accessible taxi.  I would also not be able to visit family, as none of them live near enough to public transport connections and I live alone, so have no one to help me in and out with the wheelchair and I cannot carry the ramp and use the wheelchair  simultaneously.  Therefore, as I would be able to plan and carry out a journey in ideal circumstances I would move the enhanced rate, my vehicle, my ability to get outdoors, my social life and ability to get to and from work, all of which the enhanced rate of DLA allowed me to do, keeping me in work *** *** longer than I otherwise could have done.

Even 50 metres is not very far.  People will endure very high levels of pain to keep active for as long as possible.  We need to be able to get around as easily as able bodied people do.

The civil service needs to remember that very few places in the U.K. have as good access to wheelchair accessible transport as there is in the capital city.  Distances from residential estates to bus stops will inevitably be greater than 20; 50; 100 or even 250 metres.  Outdoor surfaces are not easy to wheel over or walk across.  Often no pathway alongside roads where "wobbly" people take great risks to walk along and cannot react to fast changing traffic situations.

That is all I can manage to write.  I have plenty more I could say, but have contributed the ones I felt were most pertinent to this consultation.  I urge the government to think carefully about all the feedback received.  I would also urge them to set up an inquiry to discover the cumulative affect of cuts to all funding sources that were available to disabled people before May of 2010 through to the expected 2018 period when we are expected to be in a stable place having re-assessed existing DLA and IB claimants and moved them to either ESA, JSA or PIP and numbers of disabled people effected by the so called Bedroom Tax, aka Spare Room Supplement as Mr Cameron refers to it.  What efforts have been made to inform disabled people that they can apply for exemption via there local council contingency funds?  And why does the contingency fund not cover the expected amount was estimated before conceding that disabled people are exempt from the charges?  Is it first come first served until the contingency fund is fully depleted?

I hope someone did manage to read my response.  I do not expect an individual reply.  You can use any of my comments publicly as you see fit.  If they are later reported contrary to the context in which I have expressed them I will make that fact known as widely as I can.

Yours faithfully, 

*** *** *** ***
*** *** ***
***
*** ***
*** ***
Skype Name : ***
Home Tel: ***. No calls before 10am or after 10pm please.

Mobile: ***
-----------------------------------------------------------------------------------------------------

NB: I am very disabled and may be unable to reply as soon as you would like.  Please leave answer-phone messages or emails if you need me to call you back.

-----------------------------------------------------------------------------------------------------
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