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Summer  2008 

I N S I D E  T H I S  I S S U E :  

 D E VO N  B R A N C H                        
 N E W S L E T T E R  

 
INCORPORATING NEWS FROM  

PLYMOUTH & SOMERSET BRANCHES 

“FIGHT THE FIRE” 
CONTINUES INTO 2008 

 
 

Our Fire Engine “Joy” completed a successful pilot scheme in 2007 raising an impressive sum of  
£12,300 during it’s tour of the South West and in conjunction with other associated “Fight the Fire” 
activities. During 2008 we will be introducing a new strategy to gain longer term sponsorship and 
hope that this will lead to the continued financial support of our South West Regional Care  
Advisors. With every new event we are gaining support and raising Public Awareness. We hope 
that more of our members and friends will be able to join us at the 2008 events  -  we found it to 
be a lot of fun last year ! 

 
See page 7  to check 
where the Fire Engine 

will be during 2008 

 
NEW CENTRAL OFFICE CONTACT NUMBERS 

 
As many of you will now be aware Eileen Cooke who has been with the organization for 
many years has now retired. There are now two new members of staff who will answer your 
telephone enquiries and they are very approachable and helpful so please do contact them if 
you have any queries or requests. 
Karen Jones is the Senior Administration Officer and Mark Jones is the Administration  
Officer TEL: 01512983298 
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Pat and Neil  

of the  
Somerset Branch 

Launch the “100 Club” 
 
 

A SPORTING EVENT! 

 THE HDA  SOUTH WEST “100 CLUB” WINNERS 

   Roy proudly displaying the cheque from the  
Sidmouth Rugby Club with Ann and Gosia 

Shakila, Lil and Elliott getting everything ready for 
the day’s events - drinks the priority! 

 
 
 

Many thanks 
 
 

 
Sidmouth  

Rugby Club 

Roy and Lil, our new members of the fund-raising arm of the Devon Branch, excelled 
themselves by canvassing the support of the Sidmouth Rugby Club. It was an all day 
event with several matches throughout the day. And after everyone had supped a few 
beers they then went round with the bucket asking if anyone would like to contribute to 
H.D. I think they had all forgotten that they had already bought raffle tickets on the way 
in! Lil was very persuasive it was the lovely smile that did it. And we raised £550.again 

Some of the participants with 
Roy and Peter 

Peter presenting the draw prizes 
after the matches 

The HD Gazebo was the 
first one there! 

A big ‘Thank You to all who have joined so far.  Membership is growing (very) slowly, 
but we really do need more of you to join, to increase the half-share which goes to the 
HDA to help funding the RCA’s and the half which funds the prizes. 
The subscription of £12 (cheque payable to “The HDA South West 100 Club”) covers 
12 months from the date of joining. Just write to me,  Pat Goffron, 21 St James Court, 
St James Street, Taunton, TA1 1JR, with your Name, Address and Telephone No.  
(and cheque!).  I look forward to hearing from you.  
Pat  (100 Club organiser - Somerset Branch)  
Lucky prize winners so far are: 

1st 
Feb   Mrs R Harris (3)       £7.75  
 
Mar. D E Coates (10)        £8.75 
 
Apl.  F G Nunney (16)      £9.25 
 
May. Carol Foster (20)      £9.50 
 
June: C. Best (33)            £10.50 
 
July: Mrs J Allspach (32)£11.00 

2nd 
Mrs J Dowling (13)      £5.15 
 
Dr N Glendinning (24) £5.85 
 
I Collingridge (23)       £6.15  
 
M Padden (2)               £6.30    
 
Mrs J Cronin (26)        £7.00 
 
Lee Clark (6)               £7.30 

3rd 
Mrs P Davey (17)     £2.60 
 
Tanya Bridgman (5) £2.90 
 
Mrs J Padden (1)      £3.10 
 
Colin Bridgman (14) £3.20 
 
Mr A Thompson (38)£3.50 
 
B. Greenberry (11)   £3.70 
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TEN VERY SPECIAL PEOPLE - WHO ARE THEY?  

Peter and Shakila lost a very special daughter to Huntington’s Disaese in 2006. They 
had ten awards engraved with the words “For the love of H.D.” and have chosen some 
very special people to receive these awards as a mark of their dedication and contribu-
tion to families here in the South West. So far we have given out five to people who 
have contributed in very different ways, but all with the same enthusiasm and dedica-
tion that makes such a difference to families. 

 

 
 
 

FOR THE 
LOVE OF HD  

AWARDS 

 
Paul Watkins was chosen in recognition of his work as Chairman of the Devon 
Branch. He has worked extremely hard behind the scenes representing the Branch 
and bringing strategy and direction to the organization, Under his chairmanship we 
have seen an up turn in finances, an increase in enthusiasm and a revitalization of 
what the group is there for – the families affected by Huntington’s Disease. 

Paul receives his award  from Peter and Shakila in  
appreciation of his contribution  as Branch Chairman  

John Pitts receiving his award from Peter. John 
made the Fight the Fire campaign possible by offering 

his Fire Engine as an attractive symbol   

 
The Fire Engine “JOY”, 

named after John’s mother, 
is cared for by John and the 

loyal team of serving and  
retired firemen at the  

Plymouth Fire Museum   

 
Previous  

Recipients 
 
 

 
 
 
 
 
 

Andrea Clark 
 
 

 
 
 
 
 
 
 
 

Jo Clifton 
 
 

Our very special 
thanks  

to everyone who 
helps those  

with HD 

 
Eileen Cooke was chosen 
for her dedication over many 
years for families with H.D. 
She has helped us with news-
letter labels, logo goods and 
organizing the National  
A.G.M. which has helped so 
many families over the years. 
All this as well as answering 
the numerous questions and 
queries from everyone. 
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Eileen Cooke               
was for many years       

the sole administrator                  
at Head Office 

 

 

 

 

 

A fond farewell            
from us all                       

to Eileen who has now 
retired from the H D A 

A worthy recipient of  a 
“for the love of HD “  

award 

(See page 3) 

HELPING EACH OTHER 

MAKING WORK  

Richard and Peter were invited by 
Jeanette MacGwigan and Mell Williams to 
a meeting of vintage vehicle enthusiasts 
at Chudleigh Knighton, where they have 
made H.D. one of their chosen charities. 
So we now have two new events to be 
added to our Fire Engine programme -  
the Boconnoc Steam Fair, Liskeard and 
Rixey Park Rally, Chudleigh Knighton. 
 
Sadly their means of communication was 
also quite vintage, their computer was 
very antiquated and their knowledge of  

computers quite limited. Jeanette, who 
has experience of caring for H.D. sufferers 
and lives in Exeter, has daily contact with 
Mell, who lives in Plymouth and is often 
away for several days at a time. Jeanette 
is secretary to the local vintage group and 
they are both very enthusiastic about help-
ing us to arrange HD fund-raising events. 
With this extra support in mind, and the 
need for close communication, the Devon 
Branch offered to part fund a computer to 
help both them and us. Mell was so 
shocked and excited that he didn’t actually 
believe he was getting a new computer 
until it arrived on the doorstep!  
Richard has offered them training in  
e-mailing and how to store files, so we can 
now look forward with confidence to JOY 
travelling further afield around the South 
West - raising awareness and more funds. 

 
CHANGES MAKING WORK 
FOR OTHERS ! 
 
In order to keep costs down we had a lot 
of the Fight the Fire campaign leaflets 
printed last year but we hadn’t thought of 
a change of Regional Care Advisor. So Lil 
and Roy, Peter and Shakila spent a day 
sticking new labels on the back of the 
leaflets. Richard then tells us that he has 
four more boxes! Sounds like another 
long day.  

BRANCH “GET TOGETHER” 

 
Another successful branch “Get Together” 
was held at the Posloe and Priory Club.  
 
The event was well attended but we 
missed our normally ever present Shakila 
and Peter. However, Paula Haynes - Parry 
our Regional Care Advisor joined us and 
gave us a description of her new role. We 
also welcomed Jeanette and Mel (see arti-
cle above). Mel and Jeanette will undoubt-
edly become keen contributors at our  
future branch meetings and events.         

Peter, next to Mel and Jeanette, talks to the group 
about HD 

Richard tells the story of the Fire Engine and our 
“Fight the Fire” project 
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SUMMER BBQ WITH ROGER AND DOREEN 

DONATIONS—SUPPORT—APPEALS 

 
£50 from Sue Daly  - from a table top sale at St Boniface Centre, Crediton 
 
The Boxing Day Auction at the Ley Arms in Kenn has raised £200 for us this year. We 
are trying to get a photo but they are all camera shy, we’ll keep trying 
 
Lloyd Maunders at Teignmouth Collection Tin £13.80 

 
 
“Fight  the Fire”  

More of our    
amazing 

HD Firemen 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Our  sincere thanks  
 to them and the rest  

of their team  
 

for their  very special 
support in helping us to 
Fight the Huntington’s 

Fire 
 
 

Doreen and Roger invited us all for the second year to their lovely home in Bovey 
Tracey. We were very lucky with the weather and with over 25 people altogether it was 
a good opportunity for everyone to get together and just have a great time. The food 
was first class - much better than going to a hotel with such a lot of variety. Strawber-
ries and cream as well as lots of lovely sweets with cheese and biscuits after a selec-
tion of meats and salads. Special thanks to Doreen who refused all offers of help just 
wanting us all to enjoy ourselves. 

Doreen with guests Roger keeps cooking!! 

EARLY CHRISTMAS REMINDER 

We have discovered that we have a skilled chef in our Branch. 
Lil Badcock who has worked for many years as a Hotel Chef has  
offered to cook the next Branch Christmas Dinner for the group. The 
Polsloe & Priory have kindly agreed to let Lil use their kitchen,so we 
will be able to accommodate everyone more comfortably this year. 
Please keep December 21st 12.30pm free - more details to follow in 
the next newsletter. 

David 

Jim 

Roger 
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HD LIVE ON THE WEB 
(A message from your editor)  

 
 

Fight the Fire 
  

“JustGiving” websites  
 

have raised significant 
funds  

 
 

 
 
 
 
 
 
 
 

 Please contact the 
  

editor if you are  
 

interested  in  
 

Having your own  
 

“Fight the Fire” 
 

“JustGiving” site.   
 

————– 
 

We would be pleased to 
set up the site for you 

 
All you have to do is 
 e-mail some of your  
generous friends!! 

 
 

See 
www.justgiving.com   

I recently stumbled upon a most interesting 
American website which covers aspects of 
many rare and serious illnesses. The format 
is a live phone in type of programme and 
involves questions from members of the 
public and answers from various health pro-
fessionals. A recent series covered four  
aspects of Huntington’s Disease:- 
♦ Understanding Huntington’s 
♦ Research and Progress 
♦ Huntington’s in the Prime of Life 
♦ Juvenile Huntington’s Disease 
I found the series to be most helpful and 
sent my own question via e-mail - this was 
dealt with on one of the live sessions.  
I have recorded the series on discs and 
these are available to anyone via the Devon 
Branch. Please contact Peter Frier or myself 
if you are interested.  
 Richard White  (Editor)  

For direct access to the website  
www.patientpower.info/patientpowerrss.asp   

CYCLISTS NOW PARACHUTE  
Remember the intrepid cyclists who raised funds for us last year by cycling from Land’s 
end to Torquay on a fixed wheeled bicycle? Well this year they wanted to do something 

different. Ian, who works in mental 
health, persuaded his partner and a 
friend to help raise funds by doing a 
parachute jump. And they raised a grand 
total of £760. After the jump Ian assured 
Peter that “it will be bikes next time”. He 
will never ever leave an aircraft seat 
again in flight. The girls enjoyed it but it 
scared him to death - at least he had a 
go and you never know until you try! 

FIGHT THE FIRE SUPPORT & THE JOY CLUB 
During last year the Fight the Fire campaign was made a lot easier with help from 
friends who offered to assist us in various ways or merely joined us at events to give 
their support  - at the same time joining in the social scene. Some camped with us at 
Morval and others helped us on our stand at the Exeter events. Our thanks go out to 
these kind folk, who are spared the problems of HD within their own families.  
We are currently considering the inclusion of a regular social event within our HD  
Calendar which would be some way of rewarding our sponsors, donors and volunteer 
helpers. Our newsletter could also be made available to them as another way of raising 
awareness and expanding interest outside the immediate HD community.  
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SOMERSET & PLYMOUTH EVENTS 

SOMERSET - CREAM TEA 

PLYMOUTH 
SALSA  

DANCING 

Peter & Shakila went 
to very entertaining 
coffee morning in 
Bovey Tracy on June 
21st . The event was 
arranged by Emma 
Baker who has made 
this an annual event 
for the last six years. 
Emma goes Salsa 
dancing and her 
teacher had offered 
her services free for 

On the 21st June Neil and Gill had their Somerset cream 
tea which is probably in it’s fifth year – none of us could 
remember exactly. Cakes, scones, jam and cream did 
nothing to help the waistline but it all tasted so good!  
Croquet on the lawn is always fun and this year they re-
membered the rules I think. Becky Davies, who was visit-
ing from the H.D.A., was very dubious to start with never 
having played before but she did very well. She almost 
won or at least she didn’t come last! 
 
The Somerset A.G.M. preceded the Cream Tea. 
The committee were re-elected with Aluric remaining as 
chair, Neil as treasurer and Val as secretary. Pat Goffrey 
reported back on the 100 club – see the list of winners on 
page 2 This is now gaining membership both from Somer-
set and Devon members. 
 
Becky Davies showed us the new H.D. T-shirts which are 
very distinctive in a lovely green colour. Now you will be 
able to easily see your H.D. runners in the London Mara-
thon amongst the sea of white T-shirts. Becky also showed 
us the new H.D. support ribbons which again are very dis-
tinctive with two colours a lovely pink and green. She also 
showed us a new fund-raising leaflet in the form of a card 
with a “mirror” on the front. Again it is very distinctive, infor-
mative and in the traditional H.D. colours.  

the event. Most of the 
class were there as 
well as a lot of visitors 
and a group from  
Millaton. After working 
up an appetite there 
were lots of lovely 
cakes for sale that 
were made by a friend 
of Emmas who runs a 
bakery. Peter was 
seen to eat as least 3 
apple strudels! 

Another £148 raised 
Thank you Emma 

Fire Engine  
Programme - 2008 

***** 
18th/19th July 
BOCONNOC  
STEAM FAIR  

Liskeard 
*** 

20th July 
DEVON COASTAL 

RUN 
Starts  

Haldon Race Course 
*** 

23rd/24th/25th 
August 

MORVAL 
VINTAGE RALLY 

Nr Looe 
*** 

6th/7th September 
RIXEY PARK 

RALLY 
Chudleigh Knighton 

*** 
22nd November 
CHRISTMAS  

PARADE 
Exeter 
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NATIONAL EVENTS  - 2008 
Activity weekends 2008 

18th—20th July: Avon Tyrell Activity Centre, New Forest 
25th—27th July: Mepal Outdoor Centre, Chatteris Road, Ely, Cambridgshire 

1st—3rd August: Lledar Hall, Outdoor Centre, Pont y pant, N.Wales 
 

AG.M. October 3-5th October. Telford Moat Inn 
 

REGIONAL EVENTS  - 2007 
Devon Branch “Get - Togethers”  

Posloe & Priory Conservative Club, Elmside, Exeter. EX4 6LR 
Buffet lunch provided 

                          Sunday:September 7th                12-30pm 
                          Sunday: November 2nd              12-30pm (A.G.M.) 

Christmas Dinner  -  Sunday 21st December 12:30 pm 
 

MINI INFORMAL CONFERENCE & GET TOGETHER 
Saturday 22nd November 2008  10:30 am - 4:00 pm 

See enclosed flyer or contact: Shirley Bignell RCA Tel: 01460 240237 
 

PROFESSIONAL CONFERENCE 
Friday 26th September 2008 10am - 4pm 

The Thistle Hotel Exeter 
(see enclosed flyer) 

Remember we’re 
on the web! 

www.hda.org.uk 

CONTACTS 
 
 
HEAD OFFICE 
 
Huntington’s Disease  
Association 
Neuro - Support Centre 
Norton Street 
Liverpool 
L3 8LR 
 
Tel: 0151 298 3298 
 
Email: info@hda.org.uk 
Website: www.hda.org.uk 
 
Regd. Charity No. 296453  
 
 
DEVON BRANCH 
 
Chairman : Paul Watkins 
Secretary: Shakila Frier 
Treasurer: Richard White 
 
 
 
Peter & Shakila Frier 
13 Higher Audley Avenue 
Torquay 
Devon  TQ2 7PG 
Tel: 01803 312588 
 
  
 
REGIONAL CARE ADVISER 
 
Paula Haynes Parry: 
PO Box 194 
Tavistock PL19 1BG 
Tel: 01822 835974 
E– mail  
Paula_haynes-parry@hda.org.uk 
 
 
Newsletter editor: Richard White 
Tel: 01392 881216  
Email: richard.white@onetel.net 

 

    Care for families now…… 
 

A cure for future generations 

DATES FOR YOUR DIARY 2008 

For the Cream tea please contact Shakila on 01803 312588 
for tickets  
In order to help with catering we will be introducing £3 ticket 
admission this year. (under 18 yrs free but will still need a 
ticket) 
Food, drink and a raffle ticket all included in the ticket price.    

This newsletter is printed 
by Maslands of Tiverton 

Phone 01884 252613 

BBQ at Julian’s, Newnham Park, 
Plympton 
Saturday 26th July 4 p.m. onwards 
£3 per ticket 
Fancy dress, 60’s theme 
Anyone welcome to bring a tent and 
sleep over if they wish 

Cream Tea with Richard & Ann 
Sunday 17th August  2-4p.m. 
Stockwell Manor 
Silverton 
Exeter EX5 4DF                           
To include a tour of the gardens and 
the lakes 


