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9 February 2011

DLA Reform Team §
1st Floor :
Caxton House . [ |
Tothill Street ;b"; !. by i
London f
SW1H 9NA By

Dear Sir
Disability Living Allowance Consultation

I'am responding to this consultation as an individual, | felt it would be helpful to give you a resume of
my life so far, showing how the current benefits have helpad me and then to show you why the
assumptions and conclusions of the report are in my view inaccurate.

Resume

1949  Born ~ 3 months premature with CP' — parents told by doctors | would be mentally deficient
and should be placed into a home. They didn't do that, | was subjected to years of physiotherapy which
was done by my mother on the Dining Room table (around 2 hours per day) — such cruelty eh? Went to
the Gateway School in Great Missenden then

1957  Started walking went lo Prestwood Lodge got through the 11+ (Can't remember how!). | was
hoping that one day | would be able to “Get up, take up your bed, and walk®." but | had tried saying my
prayers in so many different ways, | concluded that it wasn't going to happen to me.

1960 My Mum wanted me to go to RN R o special school run by the “Spastics
Society” (now SCOPE). The chief education officer in Bucks told her "you do realise that it costs us
more to send [l there than it does to go to Eton.™

1968  Started working in Aylesbury as an apprentice’. | was medically assessed and used my
Mobility Allowance to help to run a car so that | could get to work.

1976  Married [ — who also had CP. Two children. Minimal help offered by Buckinghamshire CC —
2 hours per week.

1987 [ forms "IN Company’ in Aylesbury. This group is run by and is for anyone with
a disability.

You never ‘get better’ from CP. This is a life long condition.

John 5:8 English Standard Version (©2001) — | was walking with a stick and wanted to be “normal.”

The school has now closed and | do not think that BCC would fund a similar school now.

* | registered as “Registered Person” to comply with Disabled Persons (Employment) Act 1944 — (An
Act to make further and better provision for enabling persons handicapped by disablement to secure
employment, or work on their own account, and for purposes connected therewith). This helped me
attaining a job.
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1990  Early 1990s recession’. | was out of work and had to go on the dole. In that time | was
applying for loads of jobs, went on a “Pascal programming and Accounting” training course. There were
no jobs gaing. In the end the Job Cenfre suggested | apply for the Carers Allowance, to care for [
This took me off the unemployment register.

1992  The Mobility Allowance got converted to the Mobility component of DLA®
2000 [N was diagnosed with Muitiple sclerosis - primary progressive — now entitled to SDA and ILF’

2007  Jigsaw Theatre celebrates "20 years of Fun!” A number of our actors have “leamning difficulties”
and their carers and parents have just been amazed at what they have achieved.

2008 Eldies — her benefits, ILF and my Carers Allowance are withdrawn.

2008  Applied for IB® and care compoenent of DLA, so that | could function without the “live-in carer.”
Incorrect Assumptions

For example, many people incorrectly believe that Disability Living Allowance (DLA) is an income-
replacement benefit for people who are unable to work due to dlsabmty

I have a number of disabled friends (as well as ordinary ones) and we have never understood DLA to
be like this. We have always understood it to be help us against the increased costs of being disabled.
Just because there is a common assumption with people who have not even read the requirements
does not mean that the benefit should be changed. It means that people need to be educated.

Although® i was educated to degree level, she never got paid employment. This was not because she
did not apply for any posts, it was the logistics of getting to and from work. This was why she setup
Jigsaw to help other people. She would not have been able to do this had she had not received DLA to
help her get out and about.

Disability Living Allowance and wark: Exploratory research and evidence review by Andrew Thomas
and Rita Griffiths is an interesting piece of work which gives the Government reasens to change DLA, If
you read it through, it bases its conclusions on a very small sample of clients, with no actual collated
data from the DWP as this is not collected or known. For example:

Regardiess of whether or not they are in receipt of other beneﬂts DLA customers are an important
group of disabled people about whom relatively little is known'® compares people on IB as well (these
are people who are unable to work) and concludes that there are low employment rates among DLA
recipients. This should not be a surprise.

DLA entitlement
in this world where having a job for life is no longer an option, when you have a disability for life, and
you receive from your country a benefit for an ‘indefinite period’ knowing this helps to plan and get on

* Over 1M people were unemployed then. The current figure is over 2M. Does the Government really
expect disabled people to find gainful employment in this climate, when a large number of civil servants
are being laid off?

® This also allows claimants to apply for a car through the Motorbility scheme. | still buy my car and use
the mobility portion to run the car —i.e. Fuel and Service. On its own, it does not meet this cost.

Endependent Living Fund gave us a 'Live-in’ carer. That allowed o continue her passion running
J IGSAW Theatre Company”

¥ My eyesight has also suffered since then with a detached retina. This has not fully recovered and | am
not seeing in 3D anymore.
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with your life. Removing this certainty will impact on the Motorbility scheme as the leasehold contracts
rely on the DLA component to ensure payment.

ILF

was a life saver for both of us whenllll was going downhill. | welcome the statement from the
Government to keep this fund running, however it should not be dependant on whether the client is in
work or not as without this help, the client may not be able to apply for paid or voluntary work.

DLA is no longer necessary when in Gare Home or Hospital

I'was proud to see our War Veterans out with their mobility scooters visiting The Cenotaph. | wonder
how many of them were in care homes and would see their mobility component removed. Do you want
Disabled People in care hames to be prisoners — out of sight — out of mind?

When@  was in hospital, the nursing staff were very busy. They had no extra time allocated to help a
severely disabled person in the ward for eating, turning. As a family, we had to continue to help her with
her needs whilst at Stoke Mandeville.

The removal of benefits whilst in these places is wrong.
Good Points

Social Model v Medical Model

This is a good move, but you will find that it will be a more expensive way to implement. In a society
that rewards people on what they CAN do, it is difficult to come up with consistent rules that can grade
people against what they can't do. You will also find that it will increase the scope of DLA rather than
decrease it. You will not get the savings you wish for going down this route.

Bad Points

Terminally Il People - Example

Abdelbaset al-Megrahi (re Lockerbie disaster) was diagnosed with Prostrate Cancer in on 10 August
2008 that he had terminal prostate cancer and was expected to have about three months to live, but
could live longer. He is still currently living in west Tripoli in Libya.

To have a terminally ill people clause, to allew people to be fast tracked through the system if they have
less than six months to live is a bad idea because it cannot be enforced and you do not know how long
they have left.

Why not have a separate benefit for people who have been diagnosed with a terminal iliness of a lump
sum for 6 months? That way, if they live longer, the state will not need to pay any more.

Recomendations

» Please keep DLA and IB as it is. It is better to build on what you have got rather than start
again. The Conservative manifesto for example, stated that they would leave it alone. We
voted in the election using party manifestos as guides. If paliticians are now unable to fulfil their
promises, due fo let's say the National Debt — Parliament should be dissolved, manifestoes re-
written and a new Government formed. Changing everything, using the National Debt as the
reason, is immoral. To check all DLA people is a costly exercise. At best, you will find 5% rate
which will be less than the cost of the exercise. Why are you using a French company Altos
QOrigin to do this work rather than the DWP? | do not believe that a cost benefit analysis has
been done effectively, especially as £2 billion pounds of benefits have not been claimed. You
may find more people are eligible than you bargained for.
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| 'am very disappointed in the conclusions of this report. What is needed for Disabled People in this
country is a stable income, so that lives can be built working in either the voluntary or employment
sector. The increased costs of being Disabled, both in getting aids, or paid help has never been fully
protected or accepted. Supporting this group will help the economy grow as these exira services
needed are used. Removing them will increase poverty and misery to @ group that is mainly unable to
stand up and be counted.

Yours faithfully






