Q Brainwave

Unlocking Children’s Potential

Registered Charity No. 1073238 & SCO39137 (Scotland)

National and Local Newsletter Spring 2010
Leicestershire, Northamptonshire,Buckinghamshire Hertfordshire, Bedfordshire
and Oxfordshire
Brainwave works with families to deliver individual home based therapy and exercise
programmes that help children wi th disabilities and development delay achieve their
potential . The individual programme can then be carried out at home with the
ongoing support of the Brainwave team. Brainwave complements rather than replaces
the services offered by statutory authoritie s.

New Brainwave Centre now Open

On 18" November 2009 our President, HRH The Countess of Wessex formally
opened our third Brainwave Centre. The new North West Centre is based in

Birchwood, near Warrington, and has been welcomed by many families in the
north of Britain . The Centre also welcomed a visit by Sir Bobby Charlton. He
was very pleased to meet many of our fantastic supporters, sponsors and
trustees. We are now looking forward to helping many more fami lies. If you
know of any family we might be able to help, please put them in contact:
enguriesnw@brainwave.org.uk; 01925 825547.
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Wheelchairs and mobility equipment

Action For Kids Charitable Trust provides
disabled young people up to the age of 26
with specialist mobility equipment, giving
children full participation in life's

activi ties. Unlike other charities, they
don't merely supply the equipment: they
also offer a maintenance program me to
keep wheelchairs working. The charity
supplies mobility aids from simple trikes to
sophisticated powered wheelchairs.
Equipment is provided on a permanent
loan scheme, meaning they cover the cost
of maintaining and servicing wheelchairs.
http://www.actionforkids.org/

www.walkswithwheelchairs.com

€ the onl-gtetddaly we b
dedicated to providing free information
on routes that are suitable for
wheelchair users throughout the UK.
The walks on the database have been
tried and tested by wheelchair users, or
those knowledgeable about routes in
the great outdoors.

www.walkswithbuggies.com

Walks and routes specifically for

Action For Kids parents with buggies or young children

Ability House
15A Tottenham Lane

ing!
Hormsey Happy walking! J
London [
N8 9DJ
(2] Living
Telephone: 020 8347 8111Helpline: 0845
300 0237 (local call rates) for children

E-mail: info@actionforkids.org

www.livingmadeeasy.org.uk/children

A new site by the DLF (Disabled Living
Foundation), offering ideas, impartial advice
and information about daily living
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.qe e site is run by occupational t herapists
AbllltYNet and provides information about:
e Ayt queds Beds, cots and accessories

Buggies and accessories

Car seats and accessories

Chairs

Dexterity and co -ordination

Eating and drinking

Personal care

Play equipment/puzzles and games

www.abilitynet.org.uk

National charity helping adults and
children use computers and the internet by
adapting and adjusting their technology .
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Telephone: 0800 269545 Telephone: 0845 1309177
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Brainwave Needs You'!

Brainwave is appealing to everyone to save
their stamps (UK and foreign), spare coins,
postcards and cigarette cards and bring or
send them to your nearest Centre. Money
raised from the collections will help fund
the work which Brainwave does with
families and their children. Please ask all
your friends, family and work colleagues to
do the same, as this will really make a
difference.

The Brainwave Charity Shops also are
desperately short of paperback books and
good quality clothing. If you have any
used paperback books or items of good
quality clothing that you can donate,
please take them with you to your nearest
Centre at your next Reassessment. If you
label the bag & Shops Bridgwater dwe can
easily make sure they get to the shops. Al |
money raised from our Shops goedirectly
to helping the charity .

www.thenoveltywarehouse.com

You can purchase high quality sensory
products at affordable prices from this
online organisation. They sell tactile,
interactive and stimulating multi sensory
toys and novelties, many of which cost less
than £10.00.

Association of Professional

Music Therapists

Music Therapy

Many Brainwave families ask how they can
access good quality music therapy sessions,
locally. The site below has been
recommended by the Music Therapist who
works at Bridgwater .

www.apmt.org is the website for the
Association of Professional Music Therapists,
part of the British Society of Music Therapy.
It is full of interesting information about

music therapy, but also if a family want to
contact a professional music therapist to
arrange for some therapy locally, the APMT
have an Employment Circular that is sent

out to all its members every month. A small
advert is then put in the Circular for private
jobs. All they need from the family are

brief details of who the therapy is for, the
area they live and contact details.  Any local
therapists can then contact the office and
the familyds details
There is no charge for this advertising
service and all the Music Therapists are fully
gualified and registered.

Telephone: 020 7837 6100

GP Website

Have you registered with your GP that you
are a carer? If not, there is a new GP Carers
information website: www.gpcarersinfo.co.uk.
You can download a form from here and find
out how your GP can best support you as a
carer.

-
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Helping children with autism to
have a stress free haircut

A fantastic booklet has been produced by

the American Charity 66 Aut i sm 8p

aims towards a trauma-free process for
children with Autism, when visiting the
hairdressers or if the hairdresser comes to
the house. There are tips that can be
shared with hairdressers in advance of the
appointment, as well as some excellent
advice on how to prepare children with
autism for the experience of having their
hair cut. Within the booklet there are
some visual photographs, designed to be
shared with children, as well as tips on
routine hair care such as washing, drying
and brushing hair.

Haireutting
Training Guide
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The booklet can be downloaded from the
following address:

www.autismspeaks.org/docs/HaircuttingTr

ainingGuide.pdf

This Charity provides practical support to
children and their families coping with

epilepsy.

www.muirmaxwelltrust.com

They can also provide epilepsy alarms.

Telephone: 0131 2735256

&

If your receive DLA for your child, y ou may
be eligible for a Cold Weather Payment for
each week of very cold weather in your
area. You can receive £25.00 per week,
between 1 November and 31* March, if
triggered by the temperature.

Cold Weather Payments

To check whether payments for your area
have been triggered look at
http://tinyurl.com/52elba
postcode details.

and enter your

Keep in contact with Brainwave by joining
our Facebook Group:
http://www.facebook.com/#/group.php?gid

=28318351852&ref=ts
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Positively Different

Many Brainwave families are already

familiar with the national c hi | dr en
charity Cerebra. The charity provides
products and services that give practical
support and assistance to help directly
improve the lives of children with brain
related conditions, as well as providing
information to help parents and carers to
optimise the quality of life  of their child.

Here are some examples of what they do: -

Financial assistance dthrough their Grant
scheme, Speech and Language therapy
voucher scheme and Wills and Trust
scheme.

Practical and Emotional Support dthrough
their sleep service and stress helpline.

Also a step by step guide to help claim
Disability Living Allowance (DLA) for
children under 16 with brain related
conditions.

Cerebrads | nn odpravideso n
adapted equipment and bespoke solutions
to problems when there is nothingont he
market to meet a need.

Information dthrough a postal lending
library, which loans books relating to
neurological conditions and sensory
equipment.

All services are completely FREE
For more information contact

www.cerebra.org.uk or telephone the
Parent Support Helpline on: 0800 328 1159

Direct Payments

The guidelines for getting direct payments
from your council were updated in
September 2009.

department for

ﬁ children, schools and families
Every Child Matters

The 6Department for
Fami |l i e so@iregt paynuests for
parents with disabled children is available
from their website at:

www.dcsf.gov.uk/everychildmatters/resour
ces-and-practice/IG00321/

down to
payments.

scrol |
rect

Simply
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Alternatively you can ring the DCSF on 0870
000 2288 to request a hard copy.

Network 81

Offers practical help and support to parents
through all stages of educational assessment
and statementing. They are currently
working towards properly resources,
inclusive education for children with special
educational needs.

Telephone: 0845 077 4055, or visit their
website: www.network81.org

Brainwave hasa number of new leaflets
including one for Educationalists. They are
available on our website:
www.brainwave.org.uk or pick them up at
any of the Brainwave Centres.

¢
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One of three of the largest, FREEUK exhibitions totally dedicated to disabled
children, their families and carers, and the health care professionals who
work with them. There is information on mobility, seating, beds,
communication, access, education, toys, transport, sensory , sports, leisure
and much more. It is a fantastic exhibiti on and well worth a visit.

There are also FREE seminar sessions, providing information on best
practice, new research and good practical advice.

Brainwave is also exhibiting at a stand this year. If you are around please
come and say hello, as Joanna an d Ceri would be delighted to see you

A course in your area will be starting
Thursday 1 March 2010 , 10-1pm
Venue: TBC

For Further details please contact Kate/ Gill 01992 555246

Courses are held across Hertfordshire and take 13 weeks to complete.

They are:

Designed to strengthen parenting skills, prevent and manage behaviour
problems

Aimed at parents of children aged 8 -16 years where there are concerns about
anti-social behaviour.




Electric bills

If you are on a low income & your child
is in receipt of DLA, or you have a child
under 5, contact your electricity
supplier. They will put you on a social
tariff which offers you a 20% discount

BT Offer

Help if you are on benefit
http://www.btplc.com/inclusion/Need

help/BTBasic/

DLA for children

If your child needs more help/care for
at least 3 months, compared to a child
of the same age, you are entitled to
claim DLA. DLAmobility (higher) is
from 3 years of age and the lower rate
is from 5 years.

Family Fund.

0 | was awarded driving lessons Family
Fund at Christmas. Families can apply
for grants for holidays, days out,
clothes, toys, etc 6.

Benefits tips kindly offered by parent,
Louise Whitwell

Manchester United kindly invited a
group of children, who attend
Brainwave, to visit Old Trafford .
PJwas asked to stand on the pitch

and score a goal in front of the crowds.
He went home with a brand new
football shirt and
to school to tell his friends.

A little boys dream!

http://www.jojingles.co.uk

HIGH HOPE

SUPPORT GROURRathwell Victoria
Childrens Centr&mma, one of our
mums who visits Brainwave, has
just started a support group in
Northamptonshire .Itis a small
friendly group. The doors are open
to new families once a month. The
next meeting is 8™ March 1.30-2.30

School Lane

Rothwell

Northants

NN14 6HZ

Telephone 01536 710025

OML are the UK©O®Gs Im
distributor of Clinical Functional

Electrical Stimulation (FES)

They have good/great success rates
and it's improved the mobility for
people with HSP. It can be obtained
via GPreferral
http://www.odstockmedical.com/Pa
tie ntsSite/Home.html

Information kindly given by Fiona

O 06 D o n driormans using FES for PJ
her son.
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Puzzle Centre

Buckin ghamshire

one day conference on
Autism in the Early Y ears
Friday 2nd July 2010
Horwood House,

Little Horwood,

MK17 OPH.

www.puzzlecentre.org.uk
http://www.puzzlepreschool.co.uk/d

ownloads/conference%20booking%20fo I

rm%?20interactive.pdf
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Northampton.

The DAISY CHAIN Club is a social and

leisure group for families who have a
child with a disability or special needs,
and their siblings. The club is
Northampton based and is run by
parents who all have a child with a
disability or special needs.

Daisy Chain meetson

THEFIRSTSUNDAYOFEACHMONTH
CAMPHILICOMMUNITENTRE
Becky - (01604) 580283
or Michele - (01604)768769

www.daisychain.vpweb.co.uk

Feb 1/2 term - Ice skating at MK
Sun March 1st- Mothers Day Activities
at Camphill

CHIPS Saturday Club (Broxbourne,
Hertford, Ware & Bishops
Strotford)

* Hertford from 10.00am -
12.30noon.

* Ware from 2.00pm-4.30pm.

* Bishops Statford from

2.00pm- 4.30pm.

* Broxbourne from 10.00am-
12.30pm.

3 Saturdays per month.

A termly donation, min £ 10.00 per
family is requested.

Saturday is a club for children with
special needs and their siblings. You
need to be resident in East Herts
area or Broxbourne Borough.

A wide range of play activities
includes everyone in the fun.

Age ranges from 3-15 years with
some sessions for under 8s and
some for over 8s and some for all
together.

01992 534664
chipseastherts@yahoo.co.uk
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cpntact a family
for families with disabled children

Brainwave, Contact a Family and
Angels have recently set up social
networking sites for families of
disabled children. This means
families can get in touch with each
other and we can publicise local
initiatives and events.

Contact a Family also have a South
East Facebook site helping you to
get in touch with families in your
locality.
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Regional Family Co ordinators

Sally Preston Joanna Sladden Ceri Collins

North West West Mdlands East Midlands
07725 956011 07725 956012 07894 424312
Alison Penman Gail Thurley Georgina Rhymes
South West South East Essex

07714 999414 07725 956013 07850 930244

Brainwave has a team of Regional Family Coordinator s who support families in
most regions of the UK. Brainwave hopes to provide more Coordinators in the
future to give famili es even more support. Family Coordinators are available to
help and advise in any way they can. They can provide the | atest avenues of
information and advice for our Brainwave families e.g. benefits, allowances,
grants/funding, equipment and are happy to take enquiries from anyone who
would like to find out more about Brainwave.

The Coordinators ar e always looking to share valuable and helpful information
with Brainwave families. Please let them know if you have any ideas or
experiences that could be of interest or benefit to other families - so that
they can be included in future editions of this Newsletter. We are aware that
some of the information is not applicable to Scotland and/or Ireland so input

from families there is particularly welcome. Thank you.



