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HUNTINGTON’S DISEASE ASSOCIATION 

Welcome to 2006 and the new format for the Newsletter  courtesy of our new 
newsletter editor, Richard White.  
Richard first joined us at the AGM at Buckerell Lodge and offered to support Shakila in 
the secretarial role. Our aim is to make the newsletter as 
interesting as possible to all readers and hopefully will 
include input from sufferers, carers and professionals. It 
is also our intention to give regular updates on matters 
such as research progress and other relevant articles 
which may appear from time to time via the internet. 
 
Members are reminded that we welcome any other ideas 
for inclusion in future newsletters. Please feel free to con-
tact Richard if you have any ideas or contributions.                Richard White  

           Tele: 01392 881216 
E-mail: richard.white@onetel.net 
 

BRANCH ANNUAL GENERAL MEETING 
BUCKERELL LODGE 22nd NOVEMBER 2005 

Vice-Chairman: Peter Frier opened 
the meeting by paying tribute to 
Paul’s first year as Chairman. 
Paul reviewed the achievements of 
the previous year by highlighting the 
following areas of activity:- 
• Questionnaires designed with 

Andrea had been sent out to 
all on the mailing list and 
thanks extended to all those 
who had replied with sugges-
tions and ideas. 

• Speakers such as Gilly 
Bromilow from genetics de-
partment had been well re-
ceived. 

• N.Devon satellite meetings had been successfully re-enacted in October. 
• Discussions with members over care at Millaton  enabled the committee to address 

concerns about the new owners– Barchester Healthcare. Improvements and changes 
made had been encouraging to date. This will be ongoing in 2006. 

• A successful BBQ had been held at Millaton. This followed our request for help when 
the Daly BBQ had to be cancelled due to family commitments. 

• “The Charity do with a difference” hosted by Sue and Derek Daly was the crowning 
glory for us locally. It  was an amazing event which raised a terrific amount of 
money. 

The Treasurers report was presented and adopted. 

    Committee Members (Left to  Right)  Secretary: Shakila 
       Vice Chairman: Peter Frier  Chairman: Paul Watkins 
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“Peter attended the 1st 
meeting of the National 
Executive on December 

10th 2005“ 
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Secretary Shakila reported as follows:- 
• It had been a phenomenal year for 

HD nationally with the World Con-
gress in Manchester in October and 
the first Juvenile HD weekend in 
June which was attended by Pete and 
Shakila. 

• Many local events had been shared 
with the Cornwall, Plymouth & Som-
erset Branches with joint working of 
the two Regional Care Advisers. 

• Our third Devon Family Day and the 
first Cornwall Family Day was at-
tended by both families and a few 
health care professionals from all 
areas. 

• We have received a letter from Rik at 
the “Big Sheep” offering us the fa-
cilities again for another satellite 
meeting this year.   

 
Election of Officers 

(Continued from page 1) The committee was re-elected unani-
mously and unopposed.  
Richard White offered to help with secre-
tarial support and was elected to the com-
mittee. 
 
Vice Chairman 
Peter advised that he would be attending 
the 1st meeting of the National Executive 
in December. 
Peter also led a discussion on his atten-
dance at the World Congress and various 
aspects of progress with research. 
 
Other business 
 Richard and his wife Ann shared their 
experience of the Euro HD project follow-
ing  their attendance at the National Neu-
rological Hospital, Queens Square, Lon-
don. 
 
A total of £23 was raised on the draw. 
 

Peter Frier 

MESSAGE FROM OUR REGIONAL CARE ADVISER 
- ANDREA MOVES TO NEW JOB  

Dear All,             February 2006 
    
As many of you will be aware, I actually left my post 
with the Huntington’s Disease Association last month to 
take up my new appointment - Unit Manager at Millaton 
Court, a specialist environment for people affected by 
Huntington’s Disease, located in North Cornwall. 

A new Regional Care Adviser will be appointed in the near future and all family & 
professional contacts will be handed-over to them. In the meantime, should you 
need any advice, support or information, please contact Head Office or a mem-
ber of your Branch committee. 
I have thoroughly enjoyed my 3 years in post and it has been a real privilege 
working for the Association as the Regional Care Adviser for Cornwall & Devon. 
I have especially valued the contact I have had with the Branches of the South 
West and hope to come along to some of your meetings – so long as I’m still in-
vited! The knowledge and experience I have gained will be put to good use, as I 
continue to work with individuals and families affected by HD.  
With best wishes,     
 
Andrea Clark 



 DEVON BRANCH                       

 
Our first meeting in the New Year  saw  new 
members being welcomed  by those who had 
been coming for some time. Peter Harlow  a 
regular attendee at Branch meetings came 
with two of his carers. All had a chance to 
chat, have a coffee and catch up on the news 
and developments in the HD world. 
£17 was raised during the  evening draw. 
 

Members exchanged views about the new 
format for this newsletter and  its future con-
tent. One suggestion was that the newsletter 
could include at least one article on a clinical 
or research aspect of HD .    
 
Please get in touch with Shakila or  Richard 
and let us know what you ‘d like to read in 
forthcoming editions of  the Devon Branch 
Newsletter. 

Perhaps you’ve got a story relating to HD that 
you’d like to share with other members, or 
maybe you’d like us to feature a particular 
subject. 
Please contact us  using the  postal or e-mail 
addresses shown on the back page of this 
newsletter. 
 
 
 
Andrea, our RCA, was present at the meeting 
and advised us of her change of job.  Peter 
paid tribute to the enormous contribution that 
Andrea has made in her role as RCA. She will 
be a hard act to follow. Other RCA vacancies 
have had a lot of applicants and  we  should, 
therefore, have good prospects for a suitable 
successor.  
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                 Forthcoming events 
 
• N. Devon Satellite Meeting: June/July 
• Mid Devon Cream Tea: August 

Branch Meetings: Hospice 7.30p.m 
 
• Tuesday April 11th  
• Tuesday June 13th 

 

“Perhaps you’ve got a 
story relating to HD 

that you’d like to share 
with other members” 

           Peter Harlow with carers Gill and Alex 

                DATES FOR YOUR DIARY (2006) 

BRANCH MEETING AT EXETER — 10/1/06 

        Ann White  with Carol and Paul Pearse 

“maybe you’d like us to 
feature a particular 

subject” 
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From time to time the Branch receives donations. With personal donations in mind it seems 
appropriate to inform members/supporters that the mechanism will shortly be in place for the 
Devon Branch to enhance these donations (ín the case of tax payers) by means of Gift Aid. 
 

Gift Aid- makes your gift go further 
 
Gift Aid is a government-backed scheme that allows charities to reclaim 28p for every £1 given 
- provided, of course, that the donor is a taxpayer.   Gift Aid can be used for all charitable dona-
tions, regardless of their size and whether they are one-off payments or regular contributions. 
At a stroke, charities could boost their returns by 28 per cent. There is an additional bonus for 
higher rate taxpayers. Providing they include details of any charitable donations on their self-
assessment form, they can reclaim the higher rate slice for themselves - or, of course, hand the 
extra payment to charity. What this all means is that a donation of £1 creates £1.28 for the char-
ity and, in the case of higher rate taxpayers the donor can reclaim 23p. 
 
Our Treasurer would be pleased to provide further information to any member who is interested 
in the Gift Aid scheme. Additionally if any member would be interested in making a regular 
donation, however small, the treasurer would be pleased to provide the necessary information/
paperwork. 
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GIFT AID  

“What this all means is 
that a donation of £1 
creates £1.28 for the 

charity” 

HD ON-LI N E  

• You can access Huntington’s discussion groups (chat groups) which will put you in touch 
with others who may wish to share their own views and questions with you. 

     The Huntington’s Disease Association are in the process of developing their own message 
board. Once this is up and running it will be accessed via the HDA website. It will allow 
people to post messages and converse with other people whose lives are affected by HD. 
We hope to be able to give you more information about this in the near future. 

• The Devon Branch hopes to be able to produce its own website which will include the con-
tent of the regular Newsletter plus other useful information—contacts etc. Apart from being 
useful for members who have computers this will also enable local Health Care Profession-
als to access information.  

• We hope to include in future Newsletters extracts from selected websites together with 
website addresses which may be of interest to those on the internet. The Association will 
help us to identify the most appropriate content and websites.   

 
    If you have a computer please help us by filling in the Response Form on the next 

page. Please use the enclosed stamped & addressed envelope. 
     

(Continued on page 5) 

If meeting up face to face is not your thing, and you prefer a keyboard 
to a pen and paper, then the use of your computer and the internet 
might be the place for you.  
• You can access www.hda.org.uk , the official website of the Hunt-

ington’s Disease Association, to see the most up to date informa-
tion on various aspects of interest such as research etc  

        
 
“If meeting up face to 
face is not your thing 

and you have access to 
a computer…”  

 
 

“Visit the website  
    www.hda.org.uk” 
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   “If you are planning 
to do a fundraising 
event for us , you can  
now raise your 
sponsorship money 
more quickly and 
easily than ever 
before !………” 

Peter & Shakila Frier 
13 Higher Audley Avenue 
Torquay 
Devon  TQ2 7PG 

 
HUNTINGTON’S 
DISEASE ASSOCIATION 

Comments: 

Name 

Address 

 
RESPONSE FORM 

 
(Newsletters, website information, on-line groups)  

DO YOU HAVE ACCESS 
TO THE INTERNET ? 

YES 

NO 

ARE YOU INTERESTED IN 
WEB CHAT GROUPS ? 

YES 

NO 

WOULD YOU BE HAPPY TO ACCESS 
THE NEWSLETTER VIA THE INTERNET 
OR E-MAIL ? 

————————————————–—cut——————————————————— 

HAVE YOU ANY IDEAS ON TOPICS TO 
BE INCLUDED IN OUR NEWSLETTER ? 

YES 

NO NO 

YES 

IF YES PLEASE USE THE COMMENTS 
BOX BELOW 

WOULD YOU LIKE TO TALK TO US ABOUT  AC-
CESSING HD  RELATED MATTERS  ON THE INTER-
NET ? 

YES 

NO 

WE ARE ENCLOSING A STAMPED ADDRESSED ENVELOPE FOR YOUR 
REPLY—COULD YOU PLEASE REPLY BY  15th  MARCH 

E-mail address: 

ARE YOU A HEALTH CARE  
PROFESSIONAL ? 

YES 

NO 

Devon Cream tea  
 
We  are planning a summer “cream tea” party 
in the garden of one of our HD sufferers. This 
event will be held during August 2006  at 
Silverton and further details will be included 
in the next Newsletter.   

    Fundraising 
    Raise money on-line—it’s the easy way ! 
    The National Newsletter 66 — June 2005   
    included  details of an interesting way of   
    raising money for our cause.   
 
    If you are planning to do a fundraising event 

for us , you can  now raise your sponsorship 
money more quickly and easily than ever 
before ! 

     Now you can create your own free person-
alised  sponsorship page and email it to your 
friends and family. They can donate easily 
and quickly  online with a credit or debit 
card, 24 hours a day. Plus online donations 
from UK taxpayers collect a 28%  bonus ! 

    For more information please see - 
  www.justgiving.com/yourcharity/raisemoney 

(Continued from page 4) 



NATIONAL EVENTS 
 

AWARENESS WEEK: 12TH—19TH  JUNE 2006 
 

HYDRO ACTIVE WOMENS CHALLENGE: 3RD SEPTEMBER 2006  
(Birmingham, Liverpool and London) 

 
AGM AND FAMILY CONFERENCE: 6TH,7TH,8TH OCTOBER 2006 

(Telford Moat House) 
 

SUMMER CAMP: 21ST-23RD JULY 2006 
(North and South)   

Remember we’re on 
the web! 

www.hda.org.uk 

 
HEAD OFFICE 
 
Huntington’s Disease Association 
Down Stream Building 
1 London Bridge 
London SE1 9BG 
 
Tel: 0207 0221950 
Fax: 0207 9221953 
Email: info@hda.org.uk 
Website: www.hda.org.uk 
 
Regd. Charity No. 296453  
 
 
 
DEVON BRANCH 
 
Peter & Shakila Frier 
13 Higher Audley Avenue 
Torquay 
Devon  TQ2 7PG 
 
Chairman : Paul Watkins 
 
Vice Chair : Peter Frier 
Tel: 01803 312588 
 
Treasurer : Mike & Clare Cronin 
  
Newsletter editor: Richard White 
Tel: 01392 881216  
Email: richard.white@onetel. net 
 
 
 
REGIONAL CARE ADVISER 
 
Address and telephone number of 
Andrea’s successor to be advised 

 
 

    Care for families now…… 
 

A cure for future generations 


	Gift Aid- makes your gift go further
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