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Hello, I am Sue Halsey, the new HDA 
Regional Care Advisor for Devon & 
Cornwall. 
 I thought I would seize the opportu-
nity to introduce myself in the Branch 
newsletter to you all, by telling you a 
bit about my professional and per-
sonal background. 
I have lived in Cornwall for 18 years, I 
have 4 children and have just become 
a very doting grandmother. 
My Professional background is in so-
cial work, and for the past 10 years I 
have been working in the voluntary 
sector managing community skills 
development projects. During the last 
6 years of this period I have been in-
volved in setting up and running com-
munity education projects for young 
people at risk. 
I live by the sea and many of my hob-
bies and interests are centred around 
the sea.  I learnt to dive 5 years ago 
and spent much of my free time in the 
summer diving off the coast of Corn-
wall.  Other interests include coastal 
walking, surfing (later in the season 
when the sea is warmer!) my herb 
garden, my friends and family. 
Last year I fulfilled a long held ambi-
tion to learn to ride a motorbike, after 

DATES FOR YOUR DIARY (2006) 

WELCOME TO OUR NEW REGIONAL CARE ADVISOR 

 

2 years of lessons, a few bruises 
and 3 tests I finally passed  the ‘big 
bike test’.  
 
I started this new post Monday 24th 
April, and have much to learn in 
particular from all of you so that I 
can effectively provide support to 
families as well as raise knowledge 
and awareness amongst other pro-
fessionals of the needs of individu-
als and families affected by Hunt-
ington’s Disease.  
I look forwarded to meeting you all. 
Tel: 01288 361975 

Branch Meetings: Hospice 7.30p.m 
 

• Tuesday 13th June   

• Tuesday  12th September 
 

Forthcoming events 
♦ BBQ Millaton Court, Launceston  
 Sunday 16th July : 2:30 –5 pm 

♦ Mid Devon Cream Tea, Silverton (see article) 
 Sunday 13th  August : 2:30—5 pm 

♦ HDA Family Day (see article) 
 Saturday 23rd September  

♦ North Devon Satellite Meeting, The Big Sheep  
 Sunday 1st October : 12:00 
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BBC's 'Waterloo Road' 
features HD 

'Waterloo Road', a BBC 
drama production, 
featured a story line 
about Huntington's 
Disease on Thursday 
April 6th 2006. 
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  DONATION—THANK YOU 

  UK BRANCHES MEET IN LONDON —  18th MARCH 

Our new executive committee member takes a well 
earned break—on the terrace outside the new 
HDA Headquarters  on the Thames 

Members of your  Devon Branch com-
mittee were invited to the new HDA 
Head Office to meet with other UK 
branch officials.  The aim of the day was 
to  join in discussions with peers and 
share ideas  on how the various 
branches are working, along with con-
firming some of the legal requirements 
needed to  be carried out  as laid out by 
the Charity Commission . 
 
Much of the time was allocated to vari-
ous speakers who covered the following 
aspects of  HDA  activities :- 
∗ Role of the Company Secretary    
∗ Welfare Grants 
∗ Financial Issues 
∗ Feed back Charity Commission 
∗ Medical Advisory panel and re-

search 
∗ Role of the Office within the asso-

ciation 
∗ Role of the  RCA 
∗ Legal requirements 
∗ Branches “What’s on offer”  

Although our invitation had implied that 
the emphasis of the day would be on 
interaction  between the branches it 
was disappointing that the programme 
timing went astray  and little time was 
left for the intended sessions on shar-
ing experiences and feedback. The 
sharing experiences session was too 
short and no time was available for the 
all important feed back session.  
 
On a more positive note, we appreciate 
that this was a good initiative on the 
part of Head Office to improve commu-
nications within the Association and 
remain confident that future meetings 
of this type will be of great benefit to 
all.   
Members attending from the Devon 
Branch were Paul Watkins (Chairman) 
Shakila Frier (Secretary) Peter Frier 
(Co-opted member of the HD Execu-
tive Council) Richard White (Newsletter 
Editor)     

Peter and colleague with HDA Chairman –Carol 
Carruthers 

We have received  £250 via Sue and Derek Daly. The Ley Arms at Kenn raised the 
money at their Boxing Day auction and special thanks go to “Blonde” the auctioneer!! 
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NEWSLETTER FORMAT AND YOUR RESPONSE TO 
OUR QUESTIONNAIRE 

“maybe you’d like us to 
feature a particular sub-

ject” 

Zoë’s FINAL PARTY 

Peter's daughter Zoë died on 10th March 
aged 33 years. Knowing that she was go-
ing to die young (Zoë had Juvenile Hunt-
ington's Disease), she had made plans for 
her funeral several years ago.  
 
In accordance with her very strict instruc-
tions we had a party at the Carlton Hotel in 
Torquay following the service at the crema-
torium. With family, friends, neighbours and 
school friends of Zoë's some of whom had 
not met for several years it was quite an 
occasion. There was a display of photo-
graphs depicting Zoë's life alongside some 
other art work as she was an accomplished 
artist.  
 
For Peter and Shakila it was the presence 
of all those involved in H.D. that was so 
special from local families, staff from MiÍla-
ton, regional care advisors and those who 
had helped with support along the way Zoë 
had always lived life to the full and her 
message to everyone was "enjoy life - just 
get on with whatever life throws at you". 

Zoë had asked for a single red rose at 
her funeral and for any donations to 
be given to the Devon Branch of the 
H.D.A. Thanks to all those who con-
tributed as we raised an incredible 
£1521.51 !! 

“Our thoughts go out to 
Peter & Shakila and we 
offer them the same 
sort of support that they 
have given to so many 
others over the years.” 

We have received a very positive response from readers of our new format Branch 
Newsletter and also received the seal of approval from Head Office!! Our aim is to 
use the newsletter to : 
 

• Raise the profile and public awareness of Huntington’s Disease in our 
region 

• Maximise communication between sufferers, families, carers, health pro-
fessionals and your committee members 

 
 Many thanks go out to those of you who responded to the questionnaire (25%) 
and we can report that readers would like further information as follows:  
♦ Access to local specialist support visiting the home for face to face discus-

sions on issues facing the HD sufferer 
♦ Genetics aspects—pre-symptomatic  testing and pre-implantation genetic 

diagnosis using IVF 
♦ Peoples experiences of services/therapy 
♦ Solutions within the home that have helped 
♦ Special diets 

(Continued on page 4) 
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“In conjunction with our 
RCA we aim to set up a  
letter and answers sec-

tion within the newsletter”  

 

“ We hope to save money 
by using e-mail and a 

future Devon Branch web 
site “  

 

ITV's 'The Royal'  

features HD 

ITV drama 'The Royal' 
featured a story line about 
Huntington's disease on 
Sunday 19th March 2006. 
The programme refered to 
the illness as 
'Huntington’s chorea' and 
stated that predictive tests 
were not available. Al-
though not available in the 
era in which the pro-
gramme is set, predictive 
tests are available now. . 

BRANCH MEETING AT EXETER — 11th April 2006 

At our second meeting of the year we wel-
comed Shona Kilby-Smith (Senior RNM at 
Millaton) together with Shirley Bignell 
(RCA-Somerset). Unfortunately neither 
Andrea Clarke or Sue Halsey (Our new 
RCA) were able to attend. After a touch-
ing tribute to Zoë Frier by our Chairman 
Paul Watkins, members and visitors en-
joyed the normal informal chats that make 
these meetings so enjoyable.  

Amongst the many topics discussed was 
HD media cover. Recent TV pro-
grammes , had included cases of Hunt-
ington’s Disease and members agreed 
that this was a great help in increasing 
public awareness of the Disease. Any 
such increase in public awareness makes 
it easier to attract the all important dona-
tions that we need to support our care in 
the community and future research ef-
forts. Programmes the Royal and Water-
loo Road had portrayed HD well, but 
Holby City not so well ! It had been neces-
sary for Head Office to correct certain as-
pects with the BBC. Other TV pro-
grammes including reference to HD have 
been Eastenders and Heartbeat. Shirley 
Bignell offered to try and obtain copies of 
video tapes  of the more recent pro-

Shona Kilby-Smith Senior RNM at Millaton with 
Terri Loosemoore .  

♦ Ideas of products that sufferers/
carers have found helped. Look 
to include good ideas and sec-
tions of web pages 

♦ We are an at risk family and 
would like to receive topics to 
help  us cope  with the prob-
lems of discussing issues with 
our children 

♦ A regular article from the Re-
gional Care Advisor  

♦ A piece written by families. 
Contributions to a letter /
problem page with a reply from 
the RCA  or a committee mem-
ber 

Your committee are actively discuss-
ing your suggestions and, together 
with Sue Halsey, will develop the vari-
ous aspects mentioned.  

(Continued from page 3) E-mail and web 
replies 
 
Thank you to those who 
have advised that they 

are happy to receive the newsletter via 
the internet or e-mail. We are currently 
exploring the possibility of launching our 
own Devon Branch web site and will keep 
you informed of progress. The advantage 
of a website is that we can not only dis-
play the current and past newsletters but  
also include other useful bits of informa-
tion about HD 
Members are reminded that we welcome 
any other ideas for inclusion in future 
newsletters. Please feel free to contact 
Richard if you have any ideas or contribu-
tions. 

grammes. These could then be made 
available to any members who were 
interested in seeing them.  

Shirley Bignell advised us that our 
new RCA, Sue, lived in Cornwall and 
was currently undergoing training with 
other RCA’s.  She is setting up her 
office and will shortly be settling into 
the  normal role of an RCA. 
At our evening raffle we made £21 
and Shona won the Easter egg. She 
decided to take it back to Millaton for 

(Continued on page 5) 
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“Sid Vale cubs raise 
Public Awareness 

of Huntington’s 
Disease” 

    Shirley Bignell—Somerset RCA 

SID VALE CUB SCOUTS SUPPORT HUNTINGTON’S 

The 1st Sid Vale cubs have not only 
been busy with fund raising for the 
group but as part of their caring and 
community badge-work they have 
been thinking about others.  In Febru-
ary the pack decided to raise funds by 
holding a sponsored evening.  Some 
cubs chose a sponsored run which 
was measured by how many times 
around the Parish church they could 
run in half an hour.  Other cubs did 
sponsored silence for half an hour.  
The money they raised total £240 
which the cubs decided to donate to 2 
charities; Oxfam and the Huntington’s 
Disease Association.  One cub sug-
gested this charity as his grand 
mother was suffering from this condi-
tion and gave a little talk to his friends 
who decided by voting to support 
these two causes.  A representative 
from both charities came and received 
the cheques. 
Richard, representing the HDA Devon 
Branch, thanked the Sid Vale cubs for 
their kind donation and was asked to 
tell the cubs a little bit about Hunting-
ton’s disease and how the National 
and Branch organisations supported 
sufferers, their families, carers and 
health professionals. The cubs dem 

onstrated their interest by asking a num-
ber of questions—most of which Richard 
was able to answer!!  
We hope that the cub and his mum may 
be able to join us at a future Branch meet-
ing as they have a story to tell which may 
be of interest to others. 
 
A big thank you  goes to the cubs 
for their contribution and, most impor-
tantly, for their part in raising the pub-
lic awareness of Huntington’s. 
 

Picture is of a cub and his mum presenting a cheque 
to Richard White, a committee member of the Devon 
Branch of the Huntington’s Disease Association 

auction where it made an extra 
£25.46!! Thank you Shona. 
After the meeting Shirley sent us the 
following message 
It was really lovely to attend the 

(Continued from page 4) 

Devon branch meeting on April 
11th.  Some things don't change and 
one of these is the wonderful warm 
welcome,  support and appreciation  
always received from the members of 
the Devon branch!   
Good news!  There will be a Family and 
Professional Conference held 
in Taunton this year.  Venue to be con-
firmed.  The date for your diary is 
Saturday 23rd September 2006.  I 
hope as many of you as possible will be 
able to attend this day.  Sue Halsey 
and myself  will provide more de-
tails of the day at the next Devon 
branch meeting.  
Kindest wishes 
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R E S E A R C H — N E W S  F L A S H  

“Many compounds 
that look interesting 
in laboratory tests 

prove to be 
ineffective in 
humans for a 

variety of reasons”  
Professor Anne 

Rosser  

Volume 1 ,  Issue 2  

Hope for Huntington's 
treatment  
 
A compound that interferes with the 
progress of Huntington's disease has 
been discovered by US researchers.  
Clumping of proteins is thought to cause 
the disease, but a compound called B2 
was found to promote large clumps 
which could be protective. The find could 
lead to a new treatment for the neurode-
generative condition. Massachusetts 
Institute of Technology and Harvard 
Medical School collaborated on the Pro-
ceedings of the National Academy of 
Sciences study.  
Huntington's usually strikes in midlife 
and causes uncontrolled movements, 
loss of cognitive function and emotional 
disturbance. There are drugs that can 
help with the symptoms - but none that 
can stop the onset or the course of the 
disease. The researchers hope their new 
compound might lead to a drug that can 
stop the deadly sequence of cellular 
events that Huntington's unleashes.  

Cells poisoned  

The condition is caused by misfolded 
proteins - called huntingtin proteins - that 
clump together. It is thought the proteins 
disrupt the function of structures known 
as proteasomes, which act to keep cells 
clean and free of potentially damaging 
debris. With the proteasomes neutral-
ised the proteins accumulate in ever lar-
ger number until they poison the cell. 
This leads to tissue loss in two key areas 
of the brain, the striatum, which plays a 
role in motor and learning functions, and 
the cortex, responsible for thought. Until 
now, most researchers looking for Hunt-
ington's treatments have focused on 
compounds that prevent or reverse the 
clumping of huntingtin proteins. How-
ever, recent evidence suggests that the 
largest clumps may not necessarily be 

harmful and could in fact be protec-
tive.  

Promoting clumping  

With this in mind, the MIT and Har-
vard scientists looked for com-
pounds that actually promoted the 
formation of large clumps. The high-
est concentration of protein clumps 
was found when the researchers 
applied a compound they called B2 
to cells cultivated in the laboratory. 
The compound also blocked protea-
some disruption - thus blocking one 
of the toxic effects of the huntingtin 
protein. The B2 compound has also 
shown promise as a way to combat 
Parkinson's disease. The research-

ers are now working on finding a 
more potent version of the com-
pound that could be tested in mice. 
Professor Anne Rosser, professor of 
clinical neurology at Cardiff Univer-
sity, said there had been much de-
bate about whether the protein 
clumps seen in Huntington's were 
harmful or helpful. "These findings 
are interesting as they support the 
latter. This would be quite a new ap-
proach to treatment and has implica-
tions for the methods used to screen 
drugs for Huntington's disease." 
However, Professor Rosser stressed 
the work was still at a very early 
stage. "It can be a very long road 
from an interesting laboratory finding 
to a substance that is ready to test in 

(Continued on page 7) 
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"A cocktail of 
inhibitors is 

probably the way 
forward in 

Huntington's 
disease and the 

other chronic 
neurodegenerative 

diseases."  

clinical trials. It is also important to emphasise 
that many compounds that look interesting in 
laboratory tests prove to be ineffective in hu-
mans for a variety of reasons." Professor 
John Mayer, of the University of Nottingham, 
said other work had focused on stimulating 
brain cells to clean themselves - the autopha-
gic process.  

"A cocktail of inhibitors is probably the way 
forward in Huntington's disease and the other 
chronic neurodegenerative diseases."  
Story from BBC NEWS: 
http://news.bbc.co.uk/go/pr/fr/-/1/hi/

(Continued from page 6) 

MID DEVON TEA PARTY INFORMATION 
SUNDAY 13TH AUGUST 

Peter presents a farewell gift on behalf of 
Devon Branch Chairman—Paul Watkins. 
This in appreciation of  Andreas’ hard 
work and dedication whilst she was our 
RCA. We wish her all the best in her new 
role at Millaton. 

Members and friends are  invited to a Cream Tea at Stockwell Manor, Silverton,  
Nr Exeter, Devon (Home of an HD sufferer). 
To help us in the organisation of this event we would like to know  
 
♦ The numbers attending ? 
♦ Whether you require directions ? 
 
Please contact Richard White on 01392 881216 or e-mail richard.white@onetel.net  
or use the reply form below  

 
REPLY FORM                                                       TO: RICHARD WHITE 
      STOCKWELL MANOR 
      SILVERTON, DEVON, EX5 4DF 
 
NAME……………………………………………………. 
 
♦ We will be a party of ………….Members//Guests 
 
♦ We require / do not require* directions to Stockwell Manor, Silverton 
            (*Please delete as necessary) 
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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 Associa-
tion 
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 
 
Sue Halsey 
Mail:  
Please send via Head Office  
 
Phone: 
01288 361975 
 
P.O. Box No. will be available 
soon. 

 
 

    Care for families now…… 
 

A cure for future generations 


