7" February 2011

DLA Reform Team g L
1st Floor Al
Caxton House .
Tothill Street 5
London SW1H 9NA

DLA Reform — Response to Consultation

Dear Sir/Madam,

| wish to express my concerns about the proposed reform of the DLA system. My child has multiple
and complex disabilities including 1) Autism Spectrum disorder affecting social, indepedence,
communication, and organisational diffiuclties, 2) Marfan Syndrome which results in severe eye
problems and partial sight, structural heart problems which carry risk or aortal rupture

(fatal), excesssive skeletal growth leading to physical and occupational therapy problems, 3) Speech
and Language needs.

He currently receives DLA at the mid-rate for Care and the lower rate for Mobility. This support is
invaluable to us and is used in the ways outlined below with estimated annual costs.
a) Transport Costs to and from medical appointments in London and Chertsey :

- Moorfields Eye Hospital, London, 3 x per year by train and taxiftube

- Royal Brompton Hospital, London, 1-2 x per year by train and taxi/tube

- St Peters Hospital, Chertsey, 2-3 x per year for Opthalmology and Peadiatric Cardiology by car
b) Nutrition and Supplementation :

- Professionally advised nutritional supplement program essential to improving health and function

- High quality nutrition which is significantly more costly than standard food items
c) Recreational Activities Financing (many sports and pastimes are unsuitable so we focus on those
he can do) :

- Piano tuition, 30min lessons weekly during term time

- Physical activity training, weekly year round

- Bicycle, lightweight design and materials so mare easily handled than most
d) Therapy Support from independent sources :

- Relationship Development Intervention (RDI) program, ongoing by parents with biweekly
consultant support

- HANDLE program. ongoing by parents with 6-weekly consultant support

- Homeopathic advice and provision
e) Educational Support from independent sources :

- Kumon maths program, ongoing by parents with weekly consultant support

In addition to these costs we undertake a range of home-based support systems to help with progress
at school and to help with independence, mobility, arganisation and social skills development. These
are a huge drain on time within the family and on the emotional health of everyone involved. Activities
include: '
i) Additional homework and support from parents to develop skills and confidence needed at school :

- Touch typing practise to support visual impairment needs

- additional numeracy and literacy work to support progress at school
i) Non-academic work and support :

- RDIl and HANDLE program activities daily to work on the many defecits of autism

- ongoing independence and behaviour development
i) Secondary education preferences :

- with such a complex case it will be a huge task to research and select an appropriate secondary
education placement for my child, one which will be able to cope with his needs and will enable him to



succeed educationally and socially. | have already visited 12 possible schools incurring considerable
travel cost and time, and am likely to add to this greatly in the coming months.

The costs incurred in respect of these activities greatly exceeds the value of the DLA received {by two
and a half times). Even with the addition of the Child Benefit for bth my children it is still more than the
costs we bear resulting from the disabilities and difficulties (by one and two-thirds times).

Proposed changes to both these systems (DLA and Child Benefit) put at risk the ability of families like
ours to do the best for our children. | am fortunate in being articulate enough and emotionally strong
enough to cope with most things. Many others are less fortunate than ourselves and will suffer much
more as a result. The end result of inadequate provision in childhood and especially through the
critical and much neglected transition to adult life will be a vastly increased cost to the public sector in
later years which is a worse outcome for individuals with disability, their families and society as a
whole.

| urge you to reconsider the proposed changes to both systems, and to consider the real impact on
families who are so dependent on this support and the financial stability that comes with it to cope
with the needs of their children and their disabilities.

Yours faithfully,






