Dear Sir or Madam

Please find attached my submission on the PIP 'Moving Around' 

criteria consultation.

Yours faithfully

*** *** ***

 “What are your views on the “Moving around” activity within the current PIP assessment criteria?”. 
Dear Sir or Madam

I write in response to the Government’s request for feedback on its proposal to limit the enhanced rate of the new PIP benefit to disabled people who can walk a maximum of 20 metres.

I have *** *** ***, which affects my control and co-ordination of all my limbs. As a result, and following a medical examination in *** by an independent government-approved doctor I was given an indefinite award of what was then the Mobility Allowance. In the decades since then my mobility has further worsened significantly, due to the effects of age, fatigue and pain. Even so, I have several concerns about the proposed new PIP criteria.
First, I am concerned that an ability to walk the very limited distance of 20 metres will be seen as evidence that people with mobility impairment do not have additional access needs, or face additional barriers to equal access compared to non-disabled people, and so do not need PIP. Independent mobility is rarely just about someone’s functional ability in complete isolation to social and environmental factors. All sorts of things impact on our ability to get around, and it is unclear that the PIP criteria sufficiently recognise this. 

For myself, nowadays I use a wheelchair sometimes, but as I’m not really strong enough to be able to self-propel on uneven paving, and I only have a limited care package (so I don’t have someone who can push my chair in the daytime), that’s not a realistic option most of the time when I need to go out. Instead I use a walker to get around out of doors, and even with this I can now manage lesser distances, and less often, than I could when given the original mobility allowance award. 
As for a wheelchair user, when using the walker I encounter significant access difficulties due to a lack of consistent dropped kerbs and high steps into some shops in the town where I live, and so I would not say that my walker gives me the same level of access to goods and services as is possible for a non-disabled person. Several times when my balance is bad I have been left stranded in the road as I haven’t been able to weight-bear enough to be able to stop leaning on my frame for long enough to be able to lift it up or down a kerb. Therefore I would not say that using a walking aid is the same as being able to walk unaided. Indeed, in those situations I feel less safe than I would if I could use my wheelchair out of doors. However, like many other disabled people, in the absence of a flexible care package I have to make do as best I can. It will be the final straw if my ongoing attempts to stay independently mobile, however shakily, result in me being penalised by losing my allowance.   
Second, I am concerned about how the PIP assessment will treat evidence of fluctuating impairment effects in relation to mobility. Although I do have good days when I can walk more than 20 metres when using my walker, increasingly nowadays I also experience more illness, often exacerbated by bad reactions to prescription medication, which can irritate my brain and cause my *** to become far more extreme. Last time this happened I could no longer feed or dress myself, get up and down any stairs, or even walk across my front room, let alone go out of the house independently. The effects took several months to wear off completely. This was just the most extreme example of an increasing pattern of illness and drug-related mobility loss which is making it harder for me to get out and about on my own in the way I would want. 
Despite such setbacks, when I am well I do still try to go out and about independently as much as I can, and on these occasions I would say that I can walk up to 50 metres – though not more than twice a week, and I probably take 3-4 times as long to do so as would a non-disabled person. As mentioned above however, even on good days there are places I can’t get into due to high steps, and if my balance deserts me I can be left stranded in difficult situations. Nevertheless, despite the pain – and sometimes the fear – I feel it is important to keep walking for as long as I can. Both my GP and a physio have advised me to keep doing this, as the effects of sustained weight-bearing on my back (where I have significant *** just above my ***) are positive in terms of maintaining function. However, I am concerned that any evidence that disabled people can walk more than 20 metres at all, under any limited circumstances, will disqualify us from the PIP award.   
For me, the social and economic effects of losing the award would be pretty catastrophic. Most immediately, I would have to give up my leased Motability car, which is my only means of staying independent. As I cannot walk to the nearest bus stop or get on a bus (see also paragraph below), this would effectively render me housebound, and entirely dependent on my limited care package for essential activities like shopping and getting to the doctor’s surgery, if I can afford to pay the carer’s mileage. All social activities – seen as non-essential to a care package – will end, as I will be unable to afford to take a taxi. 

As with other disabled people who live in rural areas, I also face more barriers to accessing public transport than do disabled people in urban areas – an additional factor which is apparently not recognised in the PIP assessment criteria. I live in ***, where there is only very limited public transport provision, and hardly any of it is accessible, so even if I could walk as far as the bus stop there’s no guarantee that I could get onto the bus. Currently I use my car to travel regularly to see my elderly mother, who like me lives alone, some *** miles away. Whilst there I take her to the shops to stock up on groceries in my car, which is in that sense an independence lifeline for both of us. If I lose my allowance I could never undertake the *** hour, *** bus journey involved in going to see her, and I dread to think what the consequences of no longer being able to see each other would do to us both.  Overall I can only see my own health, and that of my mother, deteriorating – and in the medium to long term that is only going to make us both much more dependent on costly health and social care than we are at present.
I do understand that the Government needs to cut costs, and that reducing the mobility limit is one way of achieving this. However, I am concerned that the current  proposal does not take sufficient account of:
a) the environmental barriers (high kerbs, steps into shops, lack  of accessible transport in rural areas) that make access to the outside environment very difficult even for those disabled people who can at a push walk up to 50 metres, but only with lots of effort and at great cost in terms of pain and fatigue; 
b)  the effects of fluctuating impairments, so that those of us who at times can barely walk across the front room, but who can at other times walk further, might still lose the award; 
c) the positive health and social benefits that disabled people and our dependent family members enjoy from being enabled to get out and about in a self-supporting way as a result of DLA; and 

d) the fact that 20 metres really isn’t far enough to allow disabled people to get from car or bus into and around a shop, and thus to stay functionally independent. If building regulations and Blue Badge eligibility are based on an assumption of a 50 metre walking range for severely disabled people, I don’t understand why the Government has suddenly dropped this to 20 metres for PIP without offering any supporting medical evidence for such a reduction.     

I hope that this submission can be taken into account in the ongoing discussions around PIP.

Yours faithfully 
*** *** ***
30 July 2013
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