Department for Work and Pensions

Consultation on the PIP assessment Moving around activity

Response from the Multiple Sclerosis Trust
The Multiple Sclerosis Trust is a national organisation for people with MS in the UK, their family, friends and carers. We provide information for anyone affected by multiple sclerosis, education programmes for health professionals, funding for practical research and campaigning for specialist multiple sclerosis services. Our vision is to enable people with MS to live their lives to the full. 
There are currently estimated to be around 100,000 people with MS in the UK, and incidence of MS is rising. 
Multiple sclerosis is a disease of the central nervous system that can be fluctuating and unpredictable. Most people with MS are initially diagnosed with a relapsing/remitting course of the condition, which is likely to move into a progressive phase after a number of years. Approximately half the MS population has primary or secondary progressive MS. These individuals are more likely to experience difficulties with moving around. There is no typical picture of progressive MS, and people with the condition will range from individuals with complete mobility to people who are wheelchair dependent, or even unable to move and confined to bed. 
MS typically affects people of working age. The median age at diagnosis is around 30, although individuals are diagnosed at younger ages. Therefore, their ability to move around affects their ability to stay in work and to participate in everyday family and social life. 
This new consultation focuses only on the Moving around activity, and asks the question:

What are your views on the Moving around activity within the current PIP assessment criteria?
The current PIP assessment criteria for the moving around activity are as follows: 

	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


The threshold for the enhanced rate of PIP is 12 points, which can be gathered entirely from the ‘Moving around’ activity, or from a mixture of the ‘Moving around’ activity and the ‘planning and following journeys’ activity.

Whether or not MS affects mobility depends on what part of the central nervous system is attacked by the condition. Around one-third of people with progressive forms of MS become wheelchair dependent, and when this happens they will fall into descriptors e or f and be eligible for the enhanced rate of PIP. 

However, around 45% of people with progressive forms of MS experience some form of reduced mobility.  Many may be able to walk approximately 50 metres with assistance such as sticks or a frame, but no further. Under the current rules, this will entitle them to enhanced rate of DLA which is also the threshold for the Motability adapted car scheme.  Under the new PIP rules, this will place them in descriptors b or c, so ineligible for the enhanced rate of PIP.
It is worth noting that the rate at which any individual progresses with MS will vary considerably. It may take ten years or more to lose so much mobility that they move from descriptor b in PIP to descriptor e, the threshold for enhanced rate. 

The reason this change to the ‘moving around’ category of PIP from the previous regulations governing DLA is causing such concern and distress among people with MS is three-fold:

i) being able to walk only up to 50 metres, but not to access PIP will, in practice, mean that they require access to an indoor and/or outdoor wheelchair most of the time. The realities of accessing such equipment may mean in practice that many of these people are confined to their houses for much of the time, reducing or eliminating their ability to work and to participate in most day-to-day activities. Significantly, this is likely to increase the risk of depression in many of these people. We know that depression creates significant economic costs, not just to the NHS, but to the local authority funded social care and access to services. 
ii) Access to blue badge schemes is likely to decrease. Many local council Blue Badge schemes closely follow the rules for DLA and we anticipate that these are being amended to follow the regulations for PIP.  We are aware that this is the situation in at least one local authority and very probably many more.

Without a Blue Badge, individuals who can use a normal car will become ineligible to park in a disabled car parking space (eg anyone who fits into descriptors a to d, above). We anticipate that this will force most people who fit into descriptors b to d, above, to use a wheelchair for even fairly minor journeys such as moving from the car to a GP appointment. 
iii) the threat to their access to the Motability scheme, for which they are eligible only with the enhanced rate of PIP.  In the new regulations, Motability cars will only be available to people who are wheelchair users for much of the time.

For many people with MS, an adapted car represents their link to a normal quality of life. This has an impact not only on the person with MS, but also on their immediate family, as many have children of school age. Motability cars may also enable an individual with MS to continue working, which most want to and are capable of doing, either in a paid or voluntary capacity; and to participate in normal everyday out of the house activities, such as going to the shops, or socialising.  Participating in day-to-day life may have significant benefits to the wider economy, eg in shopping, leisure and tourism.  The alternatives, public transport or taxis, may be difficult to access or financially out of reach, particularly in rural areas. Flexible, home-based working may not be a realistic option for many. 
In all these ways, the new regulations emphasise disability over an individual’s ability. 

Since the purpose of the change to these regulations is to reduce the benefits burden on the taxpayer, we wonder whether the opposite effects have been taken into account? For example, we wonder whether the effect on the motor trade of reducing access to the Motability scheme has been costed into the Government’s economic model of reducing access to the enhanced rate of PIP? Motability cars generally run on a three year lease, and if demand dries up because of a reduction in access through benefit, then there will be a knock-on effect on sales of new cars, with consequent effects on the economy. Similar parallels can be drawn in petrol sales, and with car insurance.

Additionally, there is the risk that reducing access to the Motability scheme will reduce individuals’ ability to get to work. While this could result in individual hardship and distress, there is also a knock-on effect in tax receipts and National Insurance contributions.  

The MS Trust would prefer to see the enhanced rate of PIP assessed at the same level as it is for DLA. We do not believe that this would make any sizeable difference to the cost of providing PIP when taken as a whole with the economic benefits that result from providing it.  We do believe that this could make a very significant difference to the average person with MS’s ability to make a financial contribution to the economy, through work and participating in normal social activities.  

