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DRAFT PIP CONSULTATION INFORMATION.

We would like to comment on the Department of Work & Pensions' PIP Assessment Development Team document:

‘Consultation on the PIP assessment ‘Moving Around’ activity’.

We work with people who have Cystic Fibrosis. This life limiting condition impacts on the respiratory system but also usually affects the digestion, the functions of the pancreas, liver and the joints and bones of individuals, due to a gene defect which allows too much salt and water into the cells causing abnormally thick mucus to impair various organs. A principal effect of the condition is acute respiratory exacerbation which gradually destroys the lung function. Extensive medicines and therapies are required from a young age to combat infection and treat malfunctioning systems.  An ‘average’ person with CF is now likely to live to around 38 years of age and lung transplant can increase this further, as respiratory failure is the usual cause of death.   

Our patients:

Despite their condition and treatment 35% are in regular work and 18% are students; a further 14% are too ill to work at all in any situation (awaiting or recently received lung transplant, at end of life or have a huge daily treatment burden) and of the others many do some work, volunteering or are homemakers/parents/carers.

The vast majority receive some level of DLA and will receive some level of PIP. However at present those with regular severe chest infections necessitating 2-3 weeks of intravenous hospital antibiotic treatment several times a year and a lung function of less that 50% of ‘normal’ are likely, through breathlessness, mobility difficulties and acute respiratory discomfort, to meet the criteria for DLA high rate mobility and have a car. These are people who will not get better and whose conditions will lead to respiratory failure, sometimes even now, for those still in their teenage years, and often for those in their twenties and thirties. 

Under the new guidance it is likely that none of our patients with breathing and related mobility difficulties would receive the higher mobility allowance:

Why? Because sometimes they will be able to go outside and walk 20 metres without using an aid.

Is this fair? No, because: 

They are so used to breathing difficulties, they fight through the pain barrier of struggling to breathe; 

They build themselves up to going from A to B; and deal with the consequences afterwards.

Many do not use oxygen regularly, just when unwell, or use it at night only;

Severe breathlessness and discomfort is ‘normal life’

They want to be independent and live a ‘normal’ life, so will push themselves so much further than a well peer;

They do not have the resources to be taken around in a wheelchair by someone else if they need to move around;

What does this mean?

Having the mobility component of DLA means:

· On a good day a person with CF can go shopping – they can park in a disability bay, lean on a trolley and take their time to go round the store, calling in the café and toilets, as necessary, and their shopping can be loaded into their car.

· They can work – if they are too unwell to work full time they can work part time on lower wages because their disability benefits and car mean they are still able to get around, even if their breathing is a problem.

· If they are too unwell to work they can volunteer, go out with their family, be involved in the community – because their disability benefits and car mean this remains possible, even if they have no other income.

· They can participate in their children’s lives – take them to school and attend school and out of school events – because they have disability benefits and a car even if they have no other income.

Not having the higher mobility award of PIP would mean that, for people without independent financial means, who are in poor health, such as numbers of our Cystic Fibrosis patients:

· Struggling to leave the house, for instance to attend clinic, or collect medication (unless another person is available to assist/transport);

· Struggling to hold down work, especially when not working full time (due to the difficulty of getting to a job regularly if you are unable to afford a car and cannot get around easily without one)

· Being unable to fulfil the role of parent or carer independently (due to the difficulty of getting around or accompanying children when the parent involved does not have a car or the means to run one)

· Being unable to participate independently in community activities.

Looking at the examples in your document, it is unrealistic to think that someone would not be able to walk 50 metres because of severe breathlessness but would be able to ‘repeatedly be able to walk more than 20 metres after a short break’ in such a way that it doesn’t take a lot out of them and cause them severe discomfort. It appears that breathlessness and severe discomfort  are not seen in the same light as obvious physical disability and pain in that someone like Juliet could walk 100 metres and then have to slow and stop because of comparable factors, but would be entitled to the higher rate.  People with CF have always struggled with their ‘appearance of normality’ despite severe health problems and disability and the fact that they may not appear to have mobility difficulties, or ‘use aids’ seems to be a factor in the new criteria. 

