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Dear Sir or Madam

Comments of the Thalidomide Trust’s National Advisory Council on the

DWP consultation - PIP assessment ‘Moving around’ activity

The National Advisory Council (NAC) of the Thalidomide Trust represents the 467 beneficiaries of the Thalidomide Trust.  This group of individuals, all aged between 48 and 54 are affected by a whole myriad of impairments as a result of the drug Thalidomide.  Many have upper limb impairments (either absence of upper limbs or shortening of limbs, missing digits), others have mobility problems as a result of lower limb and / or hips having been affected by the drug, or significant wear-and-tear damage - having used lower limbs throughout their lives to carry out everyday activities that would normally be accomplished with hands and arms.  Other disabilities caused by Thalidomide include hearing and visual impairment, facial disfigurement and palsy, and internal abnormalities affecting major organs.  A small number have learning disabilities affecting their cognitive function.  
All Thalidomide-affected people experience mobility problems as a consequence of their disabilities.  

The Thalidomide beneficiaries, all being around the same age, are now experiencing a very real and measurable decline in their health, their quality of life, their ability to remain independent as well as increasing and significant levels of pain.  These are well documented, and further sources of evidence about the current problems of thalidomide-affected people in the UK are referred to at the end of this letter.
The NAC recognises that a complete review of the main disability benefit (Disability Living Allowance) is necessary to ensure that those people who face the greatest barriers to independent living are targeted.  However, the NAC would like to ensure that the following factors are considered as part of the review and are adequately reflected in the criteria used to measure a person’s ability to get around safely.

Your consultation asks:
• What are your views on the Moving around activity within the current PIP?

The response of the National Advisory Council to the Thalidomide Trust is as follows:
We are concerned that the 'moving around' descriptors have not been set correctly (nor are they described clearly enough) to avoid a highly negative impact on Thalidomiders and their families, and other disabled peoples' lives and their ability to cope.

The current version of the PIP assessment criteria is too simplistic, being gauged on the distance that someone can walk.

This appears to hide or ignore that fact that someone may be able to put one foot in front of the other, but they may need a significant level of assistance to do that safely and to get over any restriction on where they can go.

This will result in significant changes to or restrictions of someone’s current quality of life, in particular for those people who presently receive the Higher Rate of Mobility DLA and who use this to lease or purchase a vehicle or wheelchair/ scooter on the Motability Scheme.
Removing this vital benefit to disabled people will have a devastating effect on many people's lives and their ability to access and be part of our communities.  We respectfully remind the secretary of state that he/she has a legal obligation to consider such impacts before deciding whether to limit access to this benefit.  
For many of the Thalidomide Trust’s beneficiaries receipt of the higher rate mobility benefit makes the difference between them being able to do everyday things others may take for granted, such as doing their own shopping, visiting friends and family, attending medical and other appointments or getting to and from work.  For the majority of our beneficiaries the nature of their impairments makes it impossible for them to use public transport.

The current assessment criteria omits any mention of the risk or frequency of falls.  The risk of falling is something that is of increasing concern to our Thalidomider beneficiaries and means that they need to have someone with them at all times, to keep them steady, to assist them on rough group, on steps and stairs, elevators, and to open doors etc.

Without this constant (and expensive) assistance, they do not have the confidence to go out and about – having the PIP payment is necessary to help pay for this assistance when ‘moving around’.

'Moving around' is a crucial aspect of keeping mobile and independent - without it, disabled people are discriminated against and find it impossible to maintain a proper quality of life, which not only affects them - but their families too.  We are concerned that this lack of clarity will result in inconsistencies, resulting in appeals – wasting the DWP’s financial resources and staff time, with severely disabled people losing out when they should (and probably will) get PIP support with “moving around”.
Many of our beneficiary group are prone to tripping and falling because of the manner in which they walk.  Their balance may be severely compromised by lack of upper limbs to aid balance or a discrepancy in the length of their lower limbs / use of prosthetic limbs which impairs gait.  This often results in serious consequences, as the lack of upper limbs or severe shortening means that a walking stick or elbow crutches are not of any use to the vast majority of Thalidomiders.  Due to shortened or missing upper limbs, they are also unable to break their fall or prevent their heads /faces / backs coming into contact with the ground in the event of a fall.  

Many Thalidomiders are unable to get up without assistance from another person, and given that a large percentage do not have arms or have severe shortening to their upper limbs means that even should they fall, another person will have practical problems in trying to get them back onto their feet.  A number of the Thalidomide beneficiaries have, as a result of falls, caused themselves further permanent injury (eg, shoulder or arm injury, whiplash of the neck, back injuries, etc). 

So, although a thalidomide-affected person may give the appearance of being able to move around by walking, they do need assistance at all times – for the reasons explained above arising from their unusual physical impairments, or because they are blind or have poor sight, or their hearing impairment means they must be accompanied at all times.

Activity 11, “moving around”, gives little recognition at all that many disabled people have difficulty moving around indoors, and may require someone to be with them due to risk of falling.  Someone may well be able to manage on their own whilst actually using the toilet, but still require someone with them on the journey to and from the toilet due to unsteadiness or poor balance. 
In conclusion, we ask the PIP Assessment Development Team to:

· Give serious consideration to the impact of removing an existing claimants Higher Rate DLA award upon their ability to access and be part of our communities and/or ability to carry out paid employment
· Consider including an assessment criterion on the risk and frequency of falls and the applicants ability to get up unaided, and/or their need for the constant attendance of someone to help them ‘move around’ for a whole range of reasons and impairments.
· Consider extending the assessment criteria to include an applicants ability to move around inside
· Reconsider the descriptors (a) to (f) to make them clear, fair and understandable in the spirit of allowing disabled people to receive PIP payments so that they can maintain a reasonable and fair level of ability to 'move around'. 

Further reading:
A report commissioned by the Thalidomide Trust, produced in July 2012 by Firefly research and consultancy which examined the current life circumstances of Thalidomide survivors reported:

“The evidence in this report sadly comes as no surprise; the Thalidomide Trust is fully aware of the complex nature of the disabilities affecting beneficiaries, their chronic and worsening health problems, and the difficulty many experience in getting adequate and effective treatment.”

The full report can be viewed on the Thalidomide Trust’s website:

http://www.thalidomidetrust.org/docs/HealthGrantFinalReportJuly2012.pdf
Section 5.2 of this report (page 42) deals specifically with “ Keeping Mobile” and provides some very clear examples of the difficulties Thalidomiders are experiencing as they age in relation to keeping mobile, as well as some examples of the significant costs involved in maintaining mobility.

Yours faithfully,
Liz Buckle

pp  Mikey Argy

Interim Chair, National Advisory Council
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