I have ***-*** Syndrome *** Type (also known as *** *** Syndrome) and *** *** Syndrome. These conditions cause me significant disability due to constant pain, fatigue, weakness, dizziness and poor balance amongst other symtoms. My independence is very limited as I have many difficulties with Activities of Daily Living. I currently receive the higher rate DLA for both care and mobility. I am very concerned about the 'Moving Around' component of the PIP for the following reasons:
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1.3 How do you define "an acceptable standard"? What one assessor considers acceptable could be very different from that which another would consider "acceptable". Is walking in pain considered unacceptable? It is certainly not acceptable to me!

 

2.1 How do you take into account people whose mobility varies from day-day (moment-to-moment in my case)? For example, all of those criteria could apply to me at various times throughout just one day. In addition, even on a day when I could meet criterion a or b, I would be so exhausted and in so much pain afterwards that I wouldn't be able to engage in other ADLs that day. So that level of mobility would be of limited usefulness.

 

	Current version of Moving around activity criteria 

	a. Can stand and then move more than 200 metres, either aided or unaided. 
	0 pts 

	b. Can stand and then move more than 50 metres but no more than 200 metres, either aided or unaided. 
	4 pts 

	c. Can stand and then move unaided more than 20 metres but no more than 50 metres. 
	8 pts 

	d. Can stand and then move using an aid or appliance more than 20 metres but no more than 50 metres. 
	10 pts 

	e. Can stand and then move more than 1 metre but no more than 20 metres, either aided or unaided. 
	12 pts 

	f. Cannot, either aided or unaided, – 

(i) stand; or 

(ii) move more than 1 metre. 
	12 pts 


 

2.4 The problem with using distance as a measure of mobility is that it provides no information about function. Mobility is about being able to get to where you need to be. If I were to walk 200m from my house I would be nowhere of any functional value - I'd just be further down the road. Also, I wouldn't be able to get back home as I would be exhausted and in agony. Even if 200m took me to a shop, I wouldn't be able to walk around it once I got there. Mobility is much more complex than these criteria suggest and there is a serious danger that those facing the "greatest barriers" will not receive what they need.

 

3.2 The thresholds appear arbitrary; how were they identified and who did so? A points-based criteria system will not work fairly as it does not take into account the needs of those whose abilities fluctuate. Fluctuating needs are particularly hard to live with as you never know when you are going to suddenly lose skills and get 'stuck' somewhere or in the middle of a task. This happens to me very frequently. There is no substitute for assessment by suitably knowledgeable and skilled professionals (Occupational Therapists and Physiotherapists in my opinion; doctors are generally not experts in functioning). Practitioners (not just the GP, who does not see patients going about their daily life) already involved with the patient should be consulted routinely as they know best how a claimant is affected by their medical conditions. Any assessment that is carried out should involve observation of the claimant walking in a realistic context; I was once assessed for DLA by *** by a doctor who did not ask to see me walk and then wrote a report commenting on my *** and *** - clearly ludicrous.

 

3.8 I am very glad that fairer account is now being taken of mental, intellectual and cognitive disability. Do you include communication disability in this terminology? As a former *** *** *** *** (I had to retire because of my health needs), I am only too aware of just how disabling limited communication skills can be.

 

I understand that ensuring fair administration of benefits is a very difficult challenge, but please don't make it so hard for those of us who are genuinely in need to access financial support to maintain our independence. That would be a false economy in the long-run as more support from Health and Social Care would be required.

 

Thank you for reading.

 

 

 

 

 

