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Advertise your local Buy High Street Gift Vouchers
information here and raise money for the HDA!

We plan to develop our Branch & Sup-
port Group newsletter during 2010 and
would like to include articles of interest
to all.

The HDA have registered with Vouchers
4 Charity so that every time you order
high street gift vouchers from them, you
will be raising money for the HDA. This
is ideal for birthdays, anniversaries and

If you have any information to share or | —p istmas

any equipment available that other
Branches and Support Groups could | Check out:

benefit from, please contact Becky Davis | www.vouchers4charity.org.uk/
with details: becky davis@hda.org.uk. for more information, and remember to
select the HDA as your chosen charity!

Hampshire Branch News

This year and last year we have been able to get more involved in two of the residential homes where some
of our members live. This included having a stall at a Christmas fair at one and helping at an Awareness Rais-
ing day at the other which included a ‘Red Raffle’ (Red was the theme for the day and the residents were
encouraged to dress appropriately). This enabled us to not only raise awareness but one establishment do-
nated the proceeds of the raffle and the other named us ‘Charity of the Year’ for 2009 which meant that we
were the recipient of any funds they raised during the year for their named charity.

One of our members worked hard to alert the local press to the cheque presentation event that accompa-
nied one of these donations and it resulted in an article in the local paper which provided publicity both for

our Branch and the Care Home. One of our

Reminder: PO Box Closure younger members volunteered to go along to ac-
cept the cheque on our behalf and this led to the

Becky Davis’ PO Box address will be closing local radio station interviewing her. Because the

in June 2010, so please forward your post story was about a young person being helped by

for Becky directly to Head donations from ‘old folks’ this helped to get the me-

Office. dia attention.

Becky’s telephone number and — == We have used some of the money raised to subsi-

email address will remain the dise trips that we organise and this has really helped
same: “A our families both have fun and get to know each
Tel: 01743 369107 \ \ other and therefore support each other. We have

Email: becky_davis@hda.org.uk '\.\/ also supported members who wanted to go to con-
- ference by paying half of their conference fees. This

R has boosted the number of members who have
NeWSIetter Deadllne been able to attend and helped to keep them better

informed. Our RCA has also been crucial in identify-

. y ing families in need of both financial and moral sup-
The deadline for. the. HDA’s December pgrt and we have been active in successfully ag-
2010 newsletter is Friday 8th October. proaching head office to get more hours for her.
Please send your branch/support group
updates and photos via e-mail to Becky: | Anne Stephenson
becky_davis@hda.org.uk. Hampshire Branch Secretary



http://www.vouchers4charity.org.uk/
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Money Off Vouchers &
Discount Booklet

One of our RCA’s has notified us of the
following link to a booklet containing
money off and discount vouchers, which
may be of interest to you. The booklet
can be purchased for a small sum with
vast savings.

http://www.invitationbook.co.uk/
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Fully Portable Hoist

The Herts, Beds and Bucks Branch have
asked us to share some useful information
with you regarding a fully portable hoist that
is available from activemobility.co.uk.

A local HD family has bought one and they
are very pleased with it. Although it is quite
pricey, it does allow more freedom when
away from home.

For more information, please visit:
www.activemobility.co.uk/shop/fully-portable
-hoist-p-1331.html

London Branch Thames River Cruise
All Welcome!

The London Branch would like to invite you to join them on
their Thames River Cruise on
24th July 2010 - 1.30pm to 6pm

Arrive 1:30pm for a 2pm departure from
Tower Bridge Pier on the William B
Please bring your own picnic to enjoy.
(please don’t bring any drinks on board though!)

There is a cash bar on board & tea / coffee will be available free of charge

ENTRY COST:
Adults £10

Children £5 (age 5-18 years — under 5’s free)
Family £25 (2 adults & 2 or more children)
Unfortunately wheelchair users will not be able to go on the top
deck and therefore tickets are free of charge for those who use

a wheelchair.

Payment is non refundable

www.thamesleisure.co.uk

Parking information is available on the www.cityoflondon.gov.uk website and at the time of going

to print is £2.50 per hour before 1:30 and £2.50 for the day after 1:30.

If you have any questions please contact Ruth Sands T:0208 446 8573
E:ruth_sands@hda.org.uk



http://www.invitationbook.co.uk/
http://www.cityoflondon.gov.uk
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On June 30" 2010, the HD community is marching on Parliament to cele-
brate the launch of the
All Party Parliamentary Group (APPG) for HD

The APPG is a huge step into the light for our community. It will give us the power to change things for the
better and improve care for those with HD.

This is a great opportunity to show the Politicians, Press and Public that HD is not HiDden anymore!
This is all happening to try and improve the lives of people with HD, and their family’s future. If there was
ever a time to show your support for the HD community this is it!

There's going to be a big gathering (depending on you!) outside the Houses of Parliament on the 30th of
June. Tony Hadley (Spandau Ballet) and Sarah Winckless (British Olympian) will be there to support on this
great day! Now all it needs is the HD community in huge attendance from all over the country to show that
we're behind this 100% and that we care about our future.

Where: In the vicinity of the Houses of Parliament, London
(Exact meeting point to be confirmed) When: Wednesday 30" June 1.00pm
(Please arrive at 12.30pm to collect t-shirt and balloon ready for | pm march)
Bring the family, bring your friends, bring everyone! Let’s make a difference!

HDA Events

Awareness MONTH: The HDA have decided to extend the Awareness Week to cover the month of June
2010! This will now incorporate the above event at the Houses of Parliament in London on 30th June. All
events, including Branch and Support Group events, taking place during this month will count towards our Aware-
ness Month. In June, all GPs around England and Wales will receive a new booklet regarding HD, the symptoms,
treatments and local support, so there will soon be no excuse for GP’s not being familiar with the disease, or the
support that exists locally.

l6th June - Professional Study Day ‘Caring for people with HD’, Directory of Social Change, London. £65
per head. Please download and complete a booking form on our website.

19th June - Family Fun Day, East of England, held in Albury, Hertfordshire. For more more information
download a booking form from our website.

23rd September - Professional Study Day being organised by Jackie Gallop, RCA at Carr’s Lane in Birming-
ham. More details will be available on our website shortly.

Ist to 3rd October — HDA AGM and Family Conference Telford, Shropshire. Please complete and re-
turn the booking form enclosed with the June 2010 edition of our main newsletter.

29th October — Black Tie Dinner with our Patron, Tony Hadley see front page for details.

6" November — Professional Study Day & Family Day being organised by Shirley Bignell, RCA. 10.00am-
4.00pm, at the Millennium Hall, Seavington St Mary, Water Street, Near liminster, Somerset, TAI9 0QH. The day
will consist of speakers and workshops. For more information, please contact Shirley Bignell on 01460 57079.

7th to 9th December — HD Certified Course for Professionals For more information, please download
a flyer and a booking form from our website.

HDA Christmas Cards 2010

The HDA have increased the number of Christmas cards available this year and there will be plenty
of variety to suit all tastes.

A small selection of the cards can be seen here, and they will be on sale at our AGM in October. If
you are unable to attend our AGM, an order form will be
available online and via Head Office from October, so that
you don’t miss out. Please visit www.hda.org.uk or contact
Head Office on 0151 298 3298 (e-mail info@hda.org.uk) if
you would like an order form.



http://www.hda.org.uk
mailto:info@hda.org.uk

The Big Fun Run
(5km) will be taking
place at venues
across England and
Wales during July, August, September
and October 2010: There are many
more events this year, so please have a
look at our website for further infor-
mation.

We are a charity partner of the Big Fun
Run and entry into each event is sim-
ple: please visit www.bigfunrun.com,
for more information. Remember to
select the HDA as your chosen charity!

Family of Derrick Norman Shipp

The HDA have received a letter re-
guesting information regarding the pos-
sible family of Derrick Norman Shipp
who died in December 2009. Derrick
was born in England and he spent the
latter years of his life in Canada, but is
believed to have family in England.

The Trustee of his estate is attempting
to locate his family so that they can pay
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Information from Accessible Property Register

www.accessible-property.org.uk has recently been asked to
advertise some very high specification wheelchair accessible
student accommodation in Leeds. It made us realise that this
was a significant gap in our provision. Most campuses are
now highly accessible, but wheelchair accessible stu-

dent accommodation can still be very difficult to find.

To address this issue APR has opened a new section of the
Accessible Property Register website focusing specifically on
wheelchair accessible student accommodation. You can view
the new lead-in page at http://accessible-property.org.uk/site/
index.php?page=student _accommodation.

Also a sample advert at http://accessible-property.org.uk/site/
index.php?page=property&type=view&id=80893

Other news
We've recently introduced a new search facility for the APR
website to allow visitors to Search property by access feature.

Plus a photographic guide to access features and equipment.

Many thanks for your help and support.

Conrad Hodgkinson

Accessible Property Group
www.accessible-property.org.uk
Www.propertytoyou.co.uk

out the estate. If you know of anyone
who might be related to Derrick, please
contact the HDA Head Office as soon
as possible.

Pull-up HDA Banners

The HDA have sourced a new supplier
for our pull-up banners, who are much
cheaper than our original supplier at
just over £100. For more information,
please visit:

Website: www.printmeit.com

Tel: 0800 043 7250

Email: info@printmeit.com

New forGPs-Gu i d e

Following on from some of the young people describing
difficulties they had experienced in accessing the right
services throughr thairvr ~ D §
HDA has produced a short guide
which <can be sce
with brief information about the
various aspects of the illness.
The final page of this guide will
contain information local to that
GP, such as the genetics clinic,
any specialist services, and the
local RCA. Copies are available
from Head Office.

t o

A Guide 10 HunTinGTON'S
Disease for General

PRACTITIONERS
And THe Primary
Health Care Team

Please share the enclosed information and attachments with your Branch/

Support Group members.

If you have any queries regarding the contents of this Branch and Support Groups newsletter,
please do not hesitate to contact me: Becky Davis, Branch & Events Co-ordinator, Tel: 01743

369107, E-mail: becky_davis@hda.org.uk.

Head Office: Huntington’s Disease Association, Neurosupport Centre, Norton Street, Liverpool
L3 8LR. Tel: 0151 298 3298 Fax: 0151 298 9440 E-mail: info@hda.org.uk
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