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I am a ***-year-old mother of two diagnosed with MS in ***. Within 2 years of diagnosis my career as a *** *** was over and I found myself unemployed for the first time in my life - and in a very dark place. I have learnt the hard way about living with my disability and am trying to build a new career working part-time from home as a *** ***. Without the mobility element of PIP this would be a physical impossibility for me.

I believe that the Moving Around activity within the current PIP assessment criteria is seriously flawed and will result in many people with MS missing out on fundamental support. 

My reasons are as follows:

The extent to which I can ‘Move Around’ varies considerably from hour to hour, day to day, week to week and so on. To pluck an arbitrary figure out of the air as a measurement of eligibility for support – whether 2 meters, 20 meters or 200 meters – is to misunderstand the reality of living with MS.

Most people with MS become experts at pacing themselves according to the various demands placed on them in their home and work life. By factoring in rest days before and after, it might be possible for me to walk further than 20 meters. But with MS, everything you do is a trade off against something else.

As a result of my disability, every day has to be planned meticulously. Time spent getting from A to B is a huge consideration. Using public transport not only takes longer than driving or getting a taxi, but also depletes my energy levels before I reach my destination let alone achieve the purpose of my journey. Without help towards to the costs of getting around I would lose my independence and likely become a greater burden on the state.

The Moving Around activity within the current PIP assessment criteria is based on a ‘one size fits all’ scenario. It favours people with static disability resulting from either birth defect or acquired injury. I believe that people with a formal diagnosis of MS should be assessed in a more appropriate manner befitting their unpredictable and often progressive condition.

In people with MS, the ability to ‘move around’ is not only affected by an individual’s pain threshold, age and overall physical fitness, but by the damage to nerve fibres and any resulting impact on: muscle tone, joints, pain levels, energy levels, vision, balance, cognition, mood and many other physiological aspects.

Asking someone with MS to prove the impact of their disability through ‘moving around… repeatedly…to an acceptable standard…in a reasonable time period…’ is inhumane and tantamount to asking someone with a broken leg to walk on it to ‘prove’ it is broken. In terms of its impact on day-to-day life, living with MS is like having a ‘broken’ body that will never completely heal until a cure is found.

Yours sincerely,

*** ***

*** ***
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