WHAT ARE YOUR VIEWS ON THE MOVING AROUND ACTIVITY WITHIN THE CURRENT PIP ASSESSMENT CRITERIA ?

· The criteria suggest that if a person can physically propel themselves then they will not qualify for the Enhanced Rate.  However, physically propelling themselves could in some people with dystonia be detrimental and unadvisable from a medical point of view.  For example, the accumulative effect of the spasms and jerks and torsions on the muscles and skeleton can lead to a scoliosis or malformation of the spine, neck and shoulders.  This, together with the increased muscle spasms that result from exertion would mean that a person with dystonia pushes themselves beyond their limitations and exacerbates their condition.

· As a result, application of this rule would mean that the physical exertion of walking this distance once or several times in a day could then exacerbate their symptoms to such an extent that they could be rendered bedridden or housebound for up to a week due to ensuing chronic pain and fatigue.  People with dystonia would in many cases  not be able to carry out these distances safely, or to an acceptable standard, or as often as needed to and in a reasonable time.  They would also not be able to carry out the distances in a safe and sustainable manner.

· The focus should not be solely on distance moved because this does not take into account the physical context of movement for people with dystonia.  For example, some people with cervical dystonia which affects the neck are unable to look forward in order to see objects or hazards in their way, because they are in effect blindsided; or people with eye dystonia are in effect functionally blind because their eye muscles clamp shut.  Therefore the criteria needs to take into account the  support and mobility necessary to do these things in safe and sustained way rather than an arbitrary test of distance.

· The activities should not arbitrarily distinguish between manually propelled and electrically propelled wheelchairs without taking into account the needs of the person.  Aids don’t always work and it is very dependent on the physical circumstances where travel is concerned.  For example many stations are still not disabled accessible and disabled assistance is not automatically available, especially in peak travel periods.

· The distance criteria are not particularly relevant if the added criteria of terraine and being able to repeat distance in a safe and sustainable manner are considered.  Also, as stated above, the effect on the physical wellbeing of a person with dystonia of the sheer exertion needed to travel a distance and then repeat that distance in a safe and sustainable manner are not taken into account under the existing criteria.

ASSESSMENT PROCESS

· People with dystonia who ring our helpline regarding assessments report that the assessments are in most cases carried out in a tick box manner without in a lot of cases, even asking to see people’s movements and certainly with no dialogue as to the short and long term effects of such movements.  This opens the wider difficulty which is that the people carrying out the assessments do not have knowledge of complicated chronic long-term conditions such as dystonia.  

· Some people upon receiving a copy of the assessment paperwork, report that what they said at the assessment was not accurately reflected in the paperwork to the point where they wonder whether they have received the right paperwork.

· Others will report that ‘they never looked at me’ or that the assessment centre was not ‘accessible’ to them.

· People tell us that paperwork is constantly ‘lost’ to the point where we now advise callers to take along a duplicate set of paperwork.

My point in raising these points on assessment is that even if the criteria are made more user friendly, they are only as good and effective if the assessment process is carried out fairly and in accordance with the guidelines.

I hope this is helpful 
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