Consultation on the PIP assessment  Moving around activity – 5 August
 2013
Motor Neurone Disease (MND)
Motor Neurone Disease (MND) is a rapidly progressing, terminal neurological disease.  130 people in Scotland are diagnosed with MND each year, yet because of its poor prognosis, fewer than 400 people have the illness at any one time.  From diagnosis, average life expectancy with MND is 14 months.
During the course of the illness, people with MND will usually become severely disabled with symptoms including losing their ability to walk, speak, feed themselves and breathe unaided.  Their health will only deteriorate and they will not experience periods of improvement, as is potentially the case with other life limiting illnesses.
MND Scotland 
MND Scotland is the only Motor Neurone Disease charity in Scotland providing care, information and funding for research.  Our services include a Scotland wide Welfare and Benefits advice service for people with MND and their families.  In April this year we launched our welfare reform campaign ‘Time to benefit people with MND’ –
(http://www.mndscotland.org.uk/wp-content/uploads/2013/04/MND_Campaign_briefing.pdf)
Consultation on the PIP assessment Moving around activity June 2013
[bookmark: _GoBack]Appendix A of the consultation starts with the statement that ‘PIP, like DLA, provides a contribution to the additional costs faced by people with disabilities and long-term health conditions.’  Unfortunately for people with MND, the Moving around activity is yet another aspect of PIP that cannot accommodate people with a rapidly progressing terminal disease.  Once the lower limbs of people with MND start to be affected, they quickly lose their ability to walk.  Reducing the criteria of walking 50 metres safely (for higher rate mobility DLA) to 20 metres (for enhanced rate PIP) provides even less time to reassess someone with MND for the enhanced rate of benefit.  Reassessment for the enhanced rate of PIP would need to be incredibly regular (and therefore costly) to keep up with rate of deterioration a person with MND will experience.  Yet without this, people with MND will die before receiving the benefits (including passported benefits such as blue badge) they are eligible for.  For these reasons, we recommend that the government reverts to the 50 metres measure, which was used for higher rate mobility DLA, for enhanced rate PIP. 

Another concern we have is how the Moving around assessment criteria are being applied.  How someone with MND moves around is of great importance and relevance as the disease progresses and people with MND become increasingly at risk of falls, trips, pain and fatigue.  While it is stated that ‘consideration must be given to whether a claimant can carry out the activity, as described in the descriptor: safely, repeatedly, in a reasonable time period and to an acceptable standard’, no points are awarded for this.  In addition, each of these are very much open to interpretation, wholly subjective and could be extremely variable from one assessor to the next.  For example, ‘to an acceptable standard’ and ‘in a reasonable time period – no more than twice as long as the maximum period a person without a physical or mental condition which limits that person’s ability to carry out the activity would normally take to complete that activity’ – what is ‘acceptable’ and ‘normal’ could vary enormously from one person/assessor to the next.  

Our welfare reform campaign and PIP
Our welfare reform campaign, Time to benefit people with MND, highlights that under PIP, due to the loss of a lower rate of benefit, many people with MND in the early stages of their illness will lose out financially.  As MND is such a rapidly progressing illness, once the disease has reached the stage necessary to qualify for standard and then enhanced rate of PIP, a person may not have many months left to live.
People with MND who currently receive the higher rate mobility and care components of DLA will have to go through the full PIP assessment like everyone else.  However, reassessing them for this new benefit does not make sense as a person with MND can only get worse, not better.  The DWP has only exempted one group from the PIP assessment process – those who are terminally ill.  However, terminal illness has arbitrarily been described as having a progressive disease and death from that disease can be reasonably expected within 6 months.  
Case study: (REDACTED) has MND and lives in the East of Scotland with her husband (REDACTED).  (REDACTED)  was an electrician until he had to stop work to become (REDACTED)  full time carer.  (REDACTED)  relies on a powered wheelchair to get around and her voice is now affected too.  Her health has deteriorated to such a degree that she receives higher rate care and mobility components of DLA which were awarded indefinitely.  Even though (REDACTED)’s health will only become worse and she will only become more disabled, she will still have to undergo a full assessment for PIP when it replaces DLA.
MND Scotland calls on the DWP and UK Government to:
· automatically transfer, without assessment, those currently receiving higher rates of DLA mobility and care components to the enhanced rate of PIP.  It is medically impossible for people with MND to improve so assessing them for PIP in these circumstances is illogical and an unnecessary cost to the taxpayer.
· extend the timescale under special rules that death from terminal illness can be reasonably expected from 6 to 12 months.  Without this, reassessment for the enhanced rate of benefit would need to be incredibly regular (and therefore costly) to keep up with the rate of deterioration a person with MND will experience.  If not, many people with MND will die before receiving the benefit they are entitled to.  


  


