It's been an exciting year for us at the Worster-Drought
Syndrome Support Group. 2012 has been a great year
for people with disabilities - because of the Paralym-
pics, attitudes towards disabled people have certainly
been much more positive. | for one have seen a much
improved respect for people who have to face these
challenges on a

daily basis. Two events | have been to this year were
Naidex at the ExCel in London, and the Learning Dis-
ability Today Exhibition at Olympia, London. There
were so many people there searching for answers regarding the future
for disabled people. | have obtained some of the latest information about
benefits and they feature on the back page.

Please do remember to join our facebook page www.facebook.com/
wdssg , where | will post more information that | think you will find useful,
from the conferences and exhibitions that | attend. | would also like to ask

that if you have a story or find any useful information, COWS this

onto Nicki or myself so we can put it in future
newsletters.

Merry Christmas,
Mark Mayer

Featured member:
Mark Mayer
Sarah Sugden

Kathryn Marygold
Callum Turley
Rik Turley

Congratulations
to Tom Childs for

being awarded Cub
Scout of the year,
for having a great
attitude and always
smiling.

"My Tom's achieved so much this year!
Top of his list is that he was awarded
Cub Scout of the Year for always
smiling and having a great attitude
towards everything and everybody.
He was also nominated for the Deputy
School Council this year! He's in his last
year of primary school now and is
preparing for secondary which is going
to be a whole new journey of struggles
but I'm sure he's going to be fine."
Jenny Childs
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A quick guide to Personal Independence Payment (PIP)

(updated 25 September 2012)

Disability Living Allowance (DLA) will be replaced by Personal
Independence Payment (PIP) for people of working age (16 to 64)
from 8 April 2013, even if they have an indefinite or lifetime award.
The introduction of PIP is part of a wider reform of the welfare
system. The new benefit will better reflect today's understanding of
disability which has changed significantly in the two decades since
DLA was introduced.
PIP will include an assessment of individual needs and aims to
ensure that financial support is targeted at those who face the
greatest challenges to living independently.
What is PIP?
PIP is to help towards some of the extra costs arising from ill-health
or disability. It is based on how a person's condition affects them,
not the condition they have.
PIP is for people aged 16 to 64
P DLA will remain for children up to the age of 16. Once PIP
has been introduced, the Department of Work and Pensions
(DWP) will contact them as they approach 16 to explain what
will happen
»  DLA will remain available to those 65 or over on 8 April 2013
(the day that PIP is introduced)
In the same way as DLA, claimants can receive PIP whether they
are in or out of work. The benefit is not means tested or taxed.
There are two components to PIP — for daily living and mobility
needs. Each component can be paid at standard rate, or enhanced
rate for those with the greatest needs.
PIP will include an assessment of the individuals needs by a health
professional. Most people will have a face to face consultation
as part of their claim. Awards will be reviewed to ensure that the
claimant is receiving the right support. Reviews will be at appropri-
ate intervals depending on how likely it is for the claimant’s condi-
tion or impairment to change.
When is PIP being introduced?
FEBRUARY DWP_w.iII send genfaral infc.)rmati.on about PII'?‘ to
1 ° l 3 all existing DLA.cIalmants in their DLA uprating
letters. DLA claimants don't need to take any
action as a result of this letter.
APRIL New c.Iaims for PIP sta.rt for peop!e living in .
’ o l 3 areas including Cheshire, Cumbria, Merseyside,
North East England and North West England.
When a DLA claim is received from this area, it will be treated as a
claim to PIP instead. DLA new claims continue in all other parts of
the country and for existing DLA claimants.
New claims for PIP will start for the remaining
parts of the UK. There will be no new claims to
DLA for people aged 16 - 64.

Affiliated to Contact a Family and Rare Diseases UK
This newsletter is presented by the Worster-Drought Syndrome Support group (WDSSG) as a service and may be used

OCTOBER Re.assessment for PIP starts for existing DLA
2 ° l 3 claimants.
DWP will write to remaining DLA claimants at

some point before Spring 2016. The letter will let them know that
their DLA is due to end and explain how they can make a claim to
PIP. The first letters will be received from August 2013.

From now on if an existing DLA claimant (aged 16 — 64 on 8 April
2013) reports a change in their condition, or their fixed term is due
to expire they will be reassessed for PIP - unless they have already
received a DLA renewal letter (which are sent well in advance of
the review date).

SPRING All DLA claimants aged 16 — 64 will have.been
2 ° l 6 contacted about reassessment by this point.

What about existing DLA claimants?

There are no automatic entitlements to PIP, even where an indefi-
nite or lifetime DLA award has been made.

Existing DLA recipients who are aged between 16 and 64 years old
on 8 April 2013 (the day that PIP is introduced) will need to decide
if they want to make a claim for PIP.

DWP will write to individuals at some point before Spring 2016 to
let them know when their DLA is due to end, and explain how they
can make a claim for PIP. Claimants will be randomly selected for
reassessment.

Existing claimants do not need to take any action now

From October 2013, existing DLA claimants that report a change

in their condition, or where their fixed term award is due to expire,
will be reassessed for PIP, unless they have already received a DLA
renewal letter (which are sent well in advance of the review date).
If an existing DLA recipient makes a claim for PIP then their DLA
would normally continue until a decision on their PIP claim is made.
If PIP is not awarded or not claimed then DLA will stop.

How are other benefits affected?

PIP does not affect benefits such as Employment and Support
Allowance or Jobseeker's Allowance. People receiving Attendance
Allowance will not be affected by the introduction of PIP.

Like DLA, receiving PIP may provide access to other help. This can
include Blue Badges, concessionary travel passes or Motability.
These arrangements are being finalised and we'll update this guide
once confirmed.

Carers may also receive Carers Allowance because the person they
are caring for is receiving DLA or PIP.

If claimants are subsequently not eligible for PIP then these benefits

and services may also be affected.
There is a range of more information about PIP online at

for informational purposes only. WDSSG believes that this information is accurate and reliable, but does not
guarantee its accuracy or completeness. WDSSG makes no warranties express or implied, with respect to this
information, including but not limited to that of fitness for a particular purpose.

© 2006 Worster-Drought Syndrome Support Group

Registered Charity: 1095290
IR Charities Charity Ref. XR67990

All information in this leaflet is correct at time of going to press.

www.dwp.gov.uk/pip
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Don't forget to send your articles or any
news that you would like to see in future
i issues to: secretary@wdssg.org.uk
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Q MEMBER SPOTLIGHT

Archie is our adorable,
seven year old son
who is now happily
ensconced at Meath
School in Ottershaw,
Surrey. He started in
September 2012 and it
has been a long learn-
ing journey for all of us
to get to this point.
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* This article is for the purpose of sharing the personal experiences by the member supplying it.
WDSSG wish to convey that in reproducing this article, they show no bias on any opinions or advice given.

For those who are not aware, Meath is a primary school
run by ICAN, a charity that specialises in helping
children with communication difficulties. The school
takes children whose predominant difficulty is speech
and language, but often have other difficulties.

As the parent of a child with WDS, we found it
incredibly hard to find the right school for Archie when
he came to school age. We did not want him to go to

a Special Needs school and we were desperate for him
to learn to socialise with mainstream children and have
access to the education that they did. So we sent him

to a tiny local infant school where he had one-to-one
support and a weekly visit from a SALT. He was very
happy there and the staff really tried hard to include him
and make the effort to learn to sign. However after two
years, both spent in reception, he had made very little
progress educationally and socially and was far behind
his peers.

So after Year 1, we bowed out of mainstream and had
him placed in our nearest Local Authority special needs
school. This really opened our eyes as to what Archie
could potentially achieve. Very quickly we saw progress
with his fine motor skills and his desire to learn. It was a
great day when he wrote his own name! He also started
to say more words and was very determined to speak.
However, he was receiving minimal targeted
Occupational Therapy (OT) and irregular Speech and
Language Therapy (SALT). He needed to be doing
TalkTools and the Nuffield Dyspraxia Programme on a
daily basis and the school did not have the resources to
be able to do this or to teach him to use his computer/
AAC device so that they could integrate its use into the
classroom. Further more he was not in a total
communication environment and had no non-verbal
peers.

We felt under enormous pressure to try to make up for
the lack of therapy in school by doing lots at home. This
put so much pressure on all the family as Archie hated
doing it and the other two children were not receiving
the attention that they needed. | had a permanent
feeling of failure and that | was not doing enough to help
Archie overcome his difficulties.

At his first Annual Review in November 2011 his school
had warned us that in the future they may not be able

to meet Archie's needs. Therefore we needed to know
where the best alternative settings for him were and
how urgent the need to move him was.

We started to look around at other Local Authority (LA)
options but quickly realised that they did not have the
expertise and total communication environment that
Archie needed. The obvious specialist settings to
consider were Meath, Moorhouse and St Mary's

Bexhill. We were impressed by them all but felt that
Meath would suit him best at this stage. We struggled
with the fact that he would have to be residential during
the week but knew that we needed to give him the best
possible chance to develop to his full potential and that
a school like Meath would give him that opportunity.
Knowing that we would have to put forward an
impressive case to convince the LA to pay for an out of
county school, we engaged an experienced education
lawyer and with his guidance, commissioned in-depth
independent assessments on Archie by an Occupational
Therapist, Speech and Language Therapist and
Educational Psychologist who all had experience in
writing reports that were aimed at supporting cases to
be put to LA's.

The assessments made us realise that Archie really did
need to be placed in a specialist school as soon as
possible. He had a very spiky cognitive profile and

was really trying to talk. He was in desperate need of
focused OT and intensive SALT, plus he needed peers
also using AAC devices. Fortified by our determina-
tion and armed with a very cool and equally determined
barrister (plus supporting arguments from the school
and his SALT) we made our case at the Annual Review
in May 2012. We concluded the meeting by asking the
LA to fund an assessment at Meath School with a view
to placing him there. Secretly | made a provisional (and
optimistic!) booking for an assessment for September
2012, which was the earliest they could see him.

The LA would not look seriously at our request without
more “evidence of need"” (despite the evidence from his
SALT) so with some trepidation we passed them our final
assessment reports along with a draft revised statement
as a working document and waited...and waited... for an
answer.

We also had a call from Meath saying that there had
been a cancellation for an assessment and would we

like Archie to take the place. This was right at the end
of term and we still had not heard from the LA so we
decided to go ahead and have the assessment done
privately. At least we would know whether they would
accept him and if they did not we could look at what the
alternatives were.

The assessment proved that Archie was just the kind of
child that would benefit from a Meath Education — one
hurdle was crossed! We also found out when there,
about their Summer Camp. We signed Archie up to the
four day camp (they take a certain number of non-Meath
children) as we felt it would be good for him to finally do
something fun for himself - it was always his sister who
went off and did all the fun things - and would give us
some idea of how he would cope on his own away from
home. It happened during the first week of the holidays
and Archie LOVED it, giving us the confidence to press
on with our mission to get him in there!

We were expecting the LA to try to fob us off with an-
other county school and were bracing ourselves to go to
tribunal. However, unbelievably in mid August we
received a call saying that the LA could not meet his
needs within the county and that Meath School was the
closest geographically that could. They had caught wind
of the fact that he had already had his assessment (and
thank goodness he had!) so were in discussions with
Meath about getting him placed in September.

After two nail biting weeks of negotiating his Statement
so that all parties were happy - and getting final

funding approval - we were home and dry. Archie had
two days at his old school (we only found out on his
first day back that he was definitely in) and then
without a tear went off to Meath the following Monday.
The care and school staff are amazing with him and
although he had wobbles during his first week about not
coming home after school, | asked him when I picked
him up whether his new school was better than his

old one, and with a huge grin and a thumbs up, | had a
resounding YEAH!

We know that he is in the right school for him — for once
the work that he does is totally appropriate for him and
is presented to him in a way that he understands and

is engaged by. Each class at the school has a Speech
Therapist who works alongside the teacher and they also
have a full-time OT and OT Assistants. He is getting his
therapy and is surrounded by peers like him. He is not
alone. It is a huge weight off our shoulders.

We can now relax about Archie's education for a few
years at least.... The next mountain to climb will be
trying to get our 2 year old (William) into Meath. He
also has WDS!! After being down the route of
mainstream and non-specialist Special Needs schools,
we can see that they do not work for our boys, with the
complex needs and difficulties that WDS presents. We
are not sure how we will manage it, but we will.

Annabel Bates
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We have managed to book next years Family Day already, so this is a sneak preview of what
exciting things will be in store for-us.

All of us on the committee hope that you like the new venue we have chosen. Don't forget
to putin your new 2013 diaries Sunday 23rdJune.
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