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Dear Sirs, g 5 =

I am respondlng to’ the Department for Works and Pensnons Publlc Consu[tat:on concermng the
Disability Living Allowance Reform.

| am giving a response in my éapacity of mother and full time carer of three disabled children. One
has Aspergers, Dyspraxia, Dyslexia and Dyscalculia. Another child has Aspergers, Developmental Co-
ordination Delay Disorder, and severe Dyslexia. The other child is incontinent and is currently
undergoing an assessment for Aspergers 1 am also responding as a part time care for my sister-in-
law who is paralysed from the chest down.

Question 1 — What are the problems or barriers that prevent disabled people participating in society
and leading independent, full and active lives?

The main problem for my children is because their disability is not obvious - i. e. they are not in a
wheel chair, they are thought of as not disabled and have to tolerate extreme ignorance even from
professionals who should know better. The other problem is the “reasonable adjustments” clause in
the Diéability Discrimination Act. This is used as a “get out” clause for most organisations. You can
legislate against discrimination, but with that clause in there you have provided people with an
excuse to discriminate both in thought and deed.

Question 2 — /s there anything else about DLA that should stay the same?

The cafe rates should stay the same. Different disabilities have different needs and these different
needs an demonstrate themselves in the cost of adaptations and aids. For example the cost of
decent whéel chair is obviously higher than the cost of incontinence pad. A two tier system. sumply_
does not allow for the flexibility in payments to meet the needs that disabled people have. Moblltty_
allowance also gives people freedom and independence. That should remain the same.
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Question 3 - What are the main extra costs that disabled people face?

This is of course dependent upon your disability. For my children the extra costs are: aids and
adaptations for everyday living, replacing broken/damaged items including ranging from cups,
glasses plates to clothing and flooring, educational needs that are not fulfilled by the education
authority i.e. The cost of home educating due to lack of support in mainstream education, specialist
dyslexia lessons, costs for private diagnosis as other professionals will not do it due to cost
implications, specialist optician tests, coloured glasses, special diets, transport costs to and from
medical appointments, costs for specialist youth groups/clubs/activities. Costs for respite care for
both the children and me as carer. These are the costs for giving the children the opportunity to
develop and be “normal”.

For my sister-in-law these costs include hugely expensive aids and adaptations that cannot be
obtained by the NHS or any other way. Why are aids so expensive?

Question 4 — The new benefits will have two rates for each component

As stated before, a two tier system simply does not allow for the flexibility in payments to meet the
needs that disabled people have. Whilst having two rates may simplify the system for its recipients,
the recognition of the complexities of people’s needs will be lost.

Question 5 - Should some health conditions or impairments mean an automatic entitlement to the
benefit, or all should all claims be based on the needs and circumstances of the individual applying?

My children are disabled. Their disabilities are not going to go away and they will continue to affect
them for the rest of their lives. Currently we are in the unfortunate position of having to re-apply for
DLA every 3 to 5 years dependent upon the last assessment for DLA. It would be wonderful if we
knew that my children would get DLA continually. This would allow us far greater use of the money
as we could rely upon it and budget for their evolving needs more realistically. | would argue that
more thought should be given to how long it given for certain disabilities and whether a review or
even an audit of how the money is spent every so often is more useful so the onus of accountable is
on the recipient rather than only having the benefit for a short period. You already have
organizations to help with direct payments that help with audits — why not extend those?

Question 6 —how do we prioritise support to those people least able to live full and active lives?
What activities are essential for everyday life?

This is an able bodied question that shows a complete lack of understanding of the needs of disabled
people. My children’s disabilities affect how they think, how they organise and how they complete
tasks for everyday life. They have wholly and completely different needs to my sister in law, who
can think, can organise, but needs specialist care and adaptations to carry out the most everyday
task. How is any system going to prioritise? Mental Health disabilities are just as crippling as
physical ones! Ho w about money for extra heating costs or extra water usage? The question should
read how can we prioritise support for disabled people to ensure they have quality of life? My
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answer to that question would be assess each case individually, ask people individually and ensure
that in the asking you don’t patronise or assume

Question 7 ~ How can we best ensure that the new assessment appropriately takes account of
variable and fluctuating conditions?

This is one question | cannot answer as | have no experience of caring for some-one with variable
and fluctuating conditions. On a practical note though, any assessment that takes into account
variable and fluctuating conditions must have as a priority, a fast track re-assessment process for a
rapid deterioration of that condition or a crisis event. Also, | repeat my reply to question 5 - My
children are disabled. Their disabilities are not going to go away and they will continue to affect
them for the rest of their lives. Currently we are in the unfortunate position of having to re-apply for
DLA every 3 to 5 years dependent upon the last assessment for DLA, It would be wonderful if we
knew that my children would get DLA continually. This would allow us far greater use of the money
as we could rely upon it and budget for their evolving needs more realistically.

Question 8 — Should the assessment of a disabled person’s ability take into account any aids and
adaptations they use? What aids and adaptations should be included? Should the assessment only
take into account aids and adaptations where the person already has them or should we consider
those that the person might be eligible for and can easily be obtained?

No it should not into account any aids and adaptations they use. Quite often a compromise has to
be reached when buying aids and adaptations between price and usability. Even the most simplest
of aids is ridiculously priced i.e. £26 for a can and bottle opener that a person with dyspraxia can
use. These aids break, get broken, worn down and need replacing. Also advances in technology
mean that aids and adaptations become quickly outdated. Needs are also constantly evolving
dependant on disability, age and care packages in place. Quite often the person who needs the aids
is best suited to know what is best for them.

Question 9 — How can we improve the process of applying for the benefit for individuals and make it
a more positive experience?

The current form is too bulky and way too much to fill in. Also it is weighted towards those with a
straight forward, uncomplicated physical disability. In some ways it would help to have different
forms for different disabilities; however this would add even more confusion into the system.
Appearing in front of a health professional would bring in stress and be problematic for people with
Autistic spectrum disorders.

Question 10 — What supporting evidence will help provide a clear assessment of ability and who is
best placed to provide this?

In providing supportive evidence to the condition you are assuming that there is a bank of
professionals who are able to provide this evidence. This is not the case for my children. My eldest
son has not seen his GP for at least 3 years. He has just been discharged from Children and
Adolescent Mental Health Services as he is not in a crisis situation and the current cuts means he is
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unable to access this service. He is currently self harming again but is not suicidal. He has a social
worker who has not even seen him physically at all and who has told us that after setting up direct
payments we will not be on her current caseload, he is not at school because even though he was
self harming in the class room they didn’t see there was a problem as he wasn’t disrupting lessons
whilst doing it. Basically we are left to deal with this on our own. My youngest son has also been
diagnosed and then discharged with the Consultant saying there is nothing more they can do for
him, he is going to have to learn to live with it. Who are you going to ask for supporting evidence for
them? There is nobody but me and | am not a professional. What happens when | die? This is
common for mental health patients and needs to be taken into account. For supporting evidence §
usually provide receipts for what we have already brought for the children — a kind of audit of how
we have spent the DLA already given us.

Question 11 - An important part of the new process is likely to be a face to face discussion with a
healthcare professional. What benefits might this bring? Are there any circumstances in which It
may be inappropriate to require a face to face meeting?

A face to face meeting brings a whole lot of stress to the disabled person and this will have a
detrimental effect on people with Aspergers or mental heaith conditions. Also the health
professional needs to be a person who has an intimate knowledge of that particular disability and
the effects it can have on a person’s life. A GP will be no good as they will not have the knowledge
of how to phrase the questions to a person with Aspergers, or how to interpret the answers. My
sons will need somebody in the room to speak for them whose knows them and their daily life very
well, as they will not be able to understand the questions or understand the implications of their
answers. This is just not suitable for people with Aspergers or mental health problems. No, ng, no!

Question 12 - How should the reviews be carried out? What evidence and/or criteria should be used
to set the frequency of reviews? Should there be different types of reviews depending on the needs
of the individual and their impairment/condition?

I have no problems with the idea of a review to make sure the benefit is relevant and meeting the
persons needs. However as stated before, my children are disabled. Their disabilities are not going
to go away and they will continue to affect them for the rest of their lives. Currently we are in the
unfortunate position of having to re-apply for DLA every 3 to 5 years dependent upon the last
assessment for DLA, It would be wonderful if we knew that my children would get DLA continually.
This would allow us far greater use of the money as we coulid rely upon it and budget for their
evolving needs more realistically.

Question 13 — How can we encourage people to report changes in circumstances?

Whatever system you use to report a change in circumstance it must be a fast response one and
must have as a priority, a fast track re-assessment process for a rapid deterioration of that condition
or a crisis event. One of the problems with the working family’s tax credit system has been how long
it takes for the system to recognise those changes in circumstance even though they have been
reported. This has resulted in over payments and then problems in paying back those



overpayments. The system must be flexible enough to take those changes into account quickly and
efficiently.

Question 14 — What types of advice and information are people applying for Personal Independence
Payment likely to need and would it be helpful to provide this as part of their benefit system?

I think here that you are confusing professional roles. Due to wide extent of disabilities and the
varying needs that people have, providing a wider range of advice other what the benefit is for, how
to apply for it, how to appeal etc is going to prove problematic and confusing and add to the
bureaucracy of the system.

Question 15- Could some form of requirement to access advice and support, where appropriate, help
encourage the minority of claimants who might otherwise not take action? If so, what would be the
key features of such a system, and what would need to be avoided?

This is all about getting disabled people to work. Some simply cannot work whilst there is a severe
lack of suitable work for others. My sons both look as though they could work when they get older.
In reality this will be extremely difficult for them and detrimental to their mental health. However,
they could do volunteer work or work part time and this should be recognised within the system.
Putting undue stress on claimants, especially those with mental health difficulties would need to be
avoided.

Question 16 — How to disabled people currently fund their aids and adaptations? Should there be an
option to use Personal Independent Payment to meet a one off cost?

Again here | think there is a confusion of roles. Using Personal Independent Payments to meet a one
off cost will add confusion and bureaucracy to the system. However if grants currently available
could be extended and more widely advertised so we can get more use out of them, that would be
very helpful. For example the Daily Living Grant will provide access for wheel chairs users in a house,
however | cannot get it to replace my carpets to wooden flooring to help mop up after an
incontinent child or get it to provide a downstairs toilet.

Question 17 — What are the key differences that we should take into account when assessing
children?

Weight should be given to the carer’s opinions and statements when dealing with children or people
with a learning disability. We are the people who have to care 24 hours a day, 7 days a week, and
365 days a year. What we don’t know about our children or our children’s conditions and needs
you can guarantee a healthcare professional won’t know. Give us the respect we deserve. Also not
all disabled children attend special school or even a mainstream school. Mainstream schools are not
equipped and teachers are not trained in disability and it’s issues. Teachers are there to teach, not
make assessments of chitdren whom they do not know well and do not understand the implications
of the child’s disability.
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Question 18 ~ How important or useful has DLA been at getting disabled people access to other
services or entitlements? Are there things we can do to improve these pass porting arrangements?

For us it has been vitall We have used DLA as proof of disability to get us numerous help and
discounts on a near daily basis. Information on what we are eligible for when we are awarded DLA
would be useful.

Question 19 ~ What would be the implications for disabled people and service providers if it was not
possible for Personal Independent Payment to be used as a passport to other benefits and services?

It would be devastating. | have given up a good job and career to look after my disabled children.
Without carers allowance | would not have been able to do that and ultimately this would end up
with the state having to pay a lot more for my children’s care than they do now.

Question 20 — What different assessments for disability benefits or services could be combined ond
what information about the disabled person should be shared to minimise bureaucracy and
duplication?

Again care has to be taken here as to confusion about roles and responsibilities. Is the state trying to
side step social services, or combine with social services or say that a disabled person’s access to
certain services is dependent upon 1 benefit? This would not minimise bureaucracy but make it
worse. This will lead to disabled people being treated a second class citizens and to live in poverty.
Also care should be taken to maintain the disabled peoples dignity and right to privacy. Would you
be happy with your medical details been made public to various agencies?

Question 21 and 22 — What impact could our proposals have on the different equality groups and
what else should be considered in developing the policy? Is there anything else you would like to tell
us about the proposals in this public consultation?

Care should be taken to give disabled people the dignity, respect and care they have by legal right.
Some of your proposals, like the one above, border on taking that away. Disabled people are
treated unequally in our society and | don’t see any of your proposals changing that, but | see them
reinforcing it.

This is demonstrated in your using the social model of disability for these proposals rather than the
legal definition of disability and your assumption that the Disability Discrimination Act has effectively
cleared away all obstacles to disabled people. Women were supposed to get equal pay and a fair
chance of jobs - like that’s happened! Disability is a complex area and the problem is finding a
payment that takes account of that complexity. Some of these proposals are not suitable for
disabled people and will take away their freedom, their dignity and their access to aid and support.
Not all disabled people can work, but in my experience what all disabled people want to do is to give
back to society and play an active role in society in the way that they can. Please give them the
opportunity to do this.
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Thank you.

Yours sincerely






