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Consultation on the PIP assessment Moving around activity, 
June – 5 August 2013
This submission is from Epilepsy Action, the UK’s leading charity for people with epilepsy. Following guidance from the DWP (provided at a meeting of the Disability Benefits Consortium) we quickly gathered evidence of mobility support needs from 175 people with epilepsy and carers to inform our submission. (Responses from people living outside the UK are excluded from this response). Epilepsy Action would welcome the opportunity to give evidence in person to any future Committee on this issue.

Epileptic seizures and their impact on mobility
There are more than 40 different types of epilepsy and 40 different types of seizure, and an individual can experience more than one type. Exactly what a person experiences just before, during and after a seizure can vary from person to person. 
The impact on mobility during a seizure will often depend on what type of seizure a person has. The majority of seizures impact on a persons awareness – and thus their ability to move around safely. Some seizures also impact on a persons muscle tone, this could cause a person to fall or struggle to stand or sit. 

A person’s ability and mobility might also be impaired after a seizure. Again the reason why impairment exists can differ from person to person, as can the length of impairment. 
Epilepsy Action’s general opinion on the regulations and descriptors used within the Moving around activity within the current PIP assessment criteria 
Epilepsy Action believes that the words ‘safely’ and in a ‘timely manner’ should be used within the actual descriptors and regulations. This is to ensure that the importance of safety is never overlooked by assessors or decision makers. (Please see our demonstration of how this could work in the example enclosed at the end of this consultation).
The majority of people with epilepsy may be physically mobile after a seizure, but many are unable to move safely or unaided, during or after an epileptic seizure. Of the 113 usable responses to our question (on Facebook) about mobility after a seizure, only two people said that they might be able to move without the help of another person 50 or more metres after a seizure – but the likelihood depends on the type of seizure they had.  
Two other respondents are unable to walk any distance because after a seizure they experience a period of paralysis. 
The remaining 109 respondents replied that they can physically move a short distance after a seizure but cannot safely move any distance. The length of impairment varied from person to person, with responses ranging between an hour post-seizure, up to three days (for poor balance etc). The reasons for limited mobility include:

· Impaired awareness, confusion or disorientation (indicated 52 times)

· Poor muscle-tone, poor balance or stiff aching muscles (indicated 55 times)

· Fatigue and urgent need to sleep (indicated 28 times)

NB the respondents were able to give multiple reasons to explain their limited mobility. 
Epilepsy Action’s views on using distance to assess mobility (the ability to walk 20 or 50 metres)
We believe that only using ‘distance’ as a measure of mobility is flawed. We also disagree with the arguments put forward to defend reducing the higher-rate descriptors from the ability to move 50 metres to 20 metres. For example the argument that a person who can move less than 20 metres is more likely to be confined to the house than a person who can walk up to 50 metres.  50 metres is an incredibly short distance, if a person doesn’t live directly on a bus route and within 50 metres of the bus stop, the individual won’t be able to more cheaply or easily, access services such as health centres, supermarkets and leisure centres, than a person who can only move 20 metres.  For this reason the distance criteria fails to ‘make it easy to differentiate between people who should be receiving the enhanced and standard rate’. The ethos of PIP is to provide additional financial support to individuals, to help towards the additional costs incurred due to illness or disability. 
The impact of the reduction from 50 to 20 metres is that many people who need higher rate mobility to finance a carer, personal assistant or alternatives to public transport in order to leave their home due to their severely restricted mobility, will now not receive an adequate level of support.  
The impact of the reduction from 50 to 20 metres is that many people who still depend on a carer, personal assistant or alternatives to public transport (owing to their severely restricted mobility) won’t  receive an adequate level of support to finance such services due to an arbitrary cut in distance.  

Epilepsy Action believes that the current draft of the ‘Moving around activity’ is flawed because it fails to take into consideration the actual additional mobility costs incurred by many people with disabilities (such as epilepsy). Many of these costs and impacts are not considered in planning and following journeys either.  
We do not believe that measuring mobility in terms of physical distance is a fair or adequate method for evaluating the additional cost incurred by disability. A fairer method is to ask people what additional spending is incurred on a weekly basis due to their impairments in mobility. Those who regularly spend and depend on carers or personal assistants within and outside the home due to impaired mobility clearly have a higher cost implication, than those who need an occasional taxi to get about.   Those who are prevented from accessing public transport due to their disability are clearly incurring additional costs when travelling, than a person who can access public transport. 
Of 62 responses to a question about travel and mobility after a seizure (posted on Facebook) only 4 people said that they could safely use a bus, train, tram or tube travel after a seizure. The other 58 people told us that public transport was not an option because of:
· Impaired awareness, confusion or disorientation (23 responses)
· Fatigue and an urgent need to sleep (21 responses)

· Feelings of vulnerability and/or embarrassment (19 responses)

· Five people were embarrassed or vulnerable because they experience incontinence during a seizure

NB some people gave multiple reasons to explain why public transport was not on option for their travel. 

Epilepsy Action is concerned that the regulations regarding the mobility component won’t meet the needs of people with fluctuating conditions.
It is unclear how the regulations and explanatory notes relate to people who experience fluctuating problems with mobility. The notes (2.2) state that “anyone who cannot stand and then walk 50 metres safely, to an acceptable standard, repeatedly and in a reasonable time period automatically receives at least the standard rate of the mobility component of PIP”. Epilepsy Action calls for an addition to be made to the explanatory notes, to clarify how the Moving around activity will be applied to people with fluctuating conditions. The current notes do not clarify whether a person who experiences severely restricted mobility on 50 per cent of days owing to a seizure might qualify for this component of PIP.   Please see our demonstration of how this could work in the example enclosed at the end of this consultation. 
An example of how the regulations and descriptors can be worded to be inclusive or individuals with fluctuating conditions and/or individuals who are unable to safely move a distance of 200 metres  
	a. Can stand and then move in a safe and timely manner, either aided or unaided more than 200 metres

	b. Can stand and then move more in a safe and timely manner, either aided or unaided more than 50 metres but no more than 200 metres

	c. Can stand and then move in a safe and timely manner unaided more than 20 metres but no more than 50 metres

	d. Can stand and then move in a safe and timely manner using an aid or appliance  more than 20 metres but no more than 50 metres

	e. Can stand and then move more in a safe and timely manner, either aided or unaided more than 1 metre but no more than 20 metres

	f. Cannot either aided or unaided in a safe and timely manner –

I. stand; or

II. move more than 1 metre

	Please note that individuals effected by a fluctuating condition, who on fifty per cent of days cannot stand and then walk 50 metres safely, to an acceptable standard, repeatedly and in a reasonable time period automatically receive at least the standard rate of the mobility component of PIP.




