
                                     Spring 2017 Newsletter
Another year has passed and it’s time to review 

progress and our plans for the coming year

Notice is hereby given that the Annual General Meeting of members of 
the Huntington’s Disease Association (Devon Branch) will take place on 

7th April 2017 at 11am                                                               
The Prayer Room, The Local Care Centre, Mount Gould Road, 

Plymouth, PL4 7QD. 

Welcome from Chair - Apologies for absence - Minutes of last AGM 
Report from Chair/Secretary - Report fromTreasurer 
Plymouth Support Group report - Election of Officers 

Any other business 

DEVON BRANCH



Our aim is to make the AGM a short business meeting with a prompt 11 am 

start. To this end please advise us in advance if you have an item to be 

included under “Any Other Business”  With an 11:00 am start we aim at 

completing the formal business by 11:30 am after which there will be time for a 

sandwich and some nibbles together with tea, coffee and soft drinks - all kindly 

arranged by local HD team Andrew & Linda.

HEAD FOR MOUNT GOULD ROAD & MAIN RECEPTION ON BOTTOM MAP              

RED STAR ON TOP MAP  



It was good to see so many of the group attending the HDA national AGM and 
Family Conference, 6 joining with Devon Treasurer Richard and Ann plus 
Charles making for very good representation for the South West.                                         

As always discussions took place until late into the evening. It was a chance 
for John Crosswaite, Jamie Lake and Richard White to talk about ways 
forward for the Devon Branch. Amongst other things, we talked about Jamie's 
incredible solo inspired efforts to raise funds for HD and hope that we 
convinced him that he could also help us in our branch fund raising!           

John, who has done so much in the Plymouth Support Group, 
indicated that he might be ready to take the helm of the Devon 
Branch. let's hope that they both agree to new positions on the 
branch committee - to be ratified at the AGM in April. 

AGM and Family Conference
The Holiday Inn, Telford

October 2016

Jamie Lake, Richard White and John 
Crosswaite discuss Branch matters

Other Plymouth members 
- Lee, Michelle and Jamie 
Lake joined us for the first 
time.

As usual the event gave us all the 
chance to socialise and hear the 
latest news about various aspects of 
HD. The picture above confirms that 
at the Dinner Dance part of the 
proceedings we all preferred to eat 
and drink rather than risk the 
hazards of the dance floor!!!



Plymouth & District Support Group
Winter 2017 

The group has maintained regular meetings throughout the summer and 
autumn of 2016 thanks to the the kind services of Andrew and Linda with 
regular attendance from SHDA Charles. We feel privileged to have this regular 
contact with the nursing and support team, and although the request for a 
multi disciplinary clinic will not be going forward in the near future, our support 
team are always on top of any request for assistance from specialist services, 
or e.g. medication checks with a doctor, arranged by home visit.  They also 
come out to see us at home on a regular basis. 
While numbers attending fell somewhat over the summer, this is to be 
expected with people taking holidays.  Charles gave us a report back from a 
conference he attended at the Hague in Holland with many of the leading 
European and world wide specialists, including a visit to a care centre with a 
radical physiotherapy regime, including learning how to fall, and sand dune 
trekking.  

We had an opportunity to speak to Caroline Steed, one of the Clinical Care 
Commissioners who came to see how the service was working for us. While 
the general feedback was good for people who were symptomatic, it was felt 
that children and siblings at risk or not symptomatic also needed some support 
in order to cope with their own and their family situations.  This is not catered 
for by the HD support service at present, although support may be available 
from the HDA and other organisations. 



13 members of the 
Plymouth group  
and their friends 
gathered for the 
Christmas social 
meeting, enjoying a 
quick quiz, raffle 
and a few nibbles.  
It was also good to 
see two brothers 
come together on a 
couple of occasions 
this year, and for 
this event.

Remember you can follow Branch activities online or via 
Facebook                

Devon Branch site 
www.hd-devon.org.uk

Editors comment
“The Plymouth Support Group is to be 
congratulated on it’s ability to arrange 
regular fortnightly gatherings where HD 
sufferers can share views and meet with 
the SHDA and local support workers - we 
still hope that such sessions can be 
reintroduced in the Exeter area”  

Brothers Tony and Dean 

http://www.hd-devon.org.uk
http://www.hd-devon.org.uk


As always we have a lot of thank you’s to all our members and friends who do 
so much to raise public awareness of HD, at the same time raising funds 
which we can use to help those in need and also make a valuable contribution 
to research projects. Because of your kindness we have, in recent years, been 
able to make bigger contributions to our national organisation. 

 

Thanks to your special efforts in organising events, filling collection boxes 
and making generous donations the Devon Branch continues to raise 
significant funds for HD - see the stories of some events in following pages.



Abbotskerswell                                  
Short Mat Bowls Club   

We thank Ray Vyse and his committee for their 
kind donation of £450 to the Devon Branch. 
The idea of having a tournament as a tribute to 
John Sayers was such a nice idea and the 
organisation of the event involving so many very 
willing and efficient helpers was impressive to say 
the least. It was a special treat for Ann and 
Richard to meet up with Marion,  who I am sure, 
must have been thrilled that John’s old bowling 
colleagues had thought of such an idea. 
Many thanks again to all at the Abbotskerswell 
Short Mat Bowls Club. 

                                       
A cyclist from Lincolnshire was visiting 
family in Newquay this week and used 
the opportunity to present a cheque to 
the Cornwall branch of the 
Huntington’s Disease Association. So 
far he has raised almost £3000. 
Stephen Parker, 61, cycled with a 
friend from his home in Stamford to 
Istanbul in Turkey starting out on 
March 8th and arriving at his 
destination on April 29th. The two 
cyclists travelled through 15 countries 
using the Eurovelo route down the 
Rhine to Lake Konstanz and then 
crossing from Austria into Italy over the 
Brenner Pass. Visiting Vicenza, Venice 
and Trieste before heading down the 
Adriatic passing through the Balkan 
countries along the Adriatic coast until 

heading east through Greece and into Turkey.
‘We had only positive experiences during the whole trip apart from the 
attention of Macedonian sheep dogs which delighted in chasing us through 
towns and villages. We were shown wonderful hospitality by other cycle 
tourists along the route and great kindness and generosity in every country we 
visited.’
Stephen chose to donate to the Devon and Cornwall branch after spending a 
day attending a one day conference at the Headland Hotel a few years 
ago where he met sufferers, carers, family members and 
professionals.’

Ray Vyse, Richard & Ann with 
Marion Sayers



VERY SPECIAL DEVON FUNDRAISERS                                                               

27 February 2017
World-leading research into Huntington’s disease at Plymouth University 
Peninsula Schools of Medicine and Dentistry (PUPSMD) has received a boost 
from impressive local fundraising and matched funding via the Peninsula 
Medical Foundation from the Hospital Saturday Fund.

Researchers from PUPSMD are investigating the potential of manipulating 
activity at a cellular level in order to develop an effective therapy for 
Huntington’s disease.

The team is analysing a protein called Bim, which causes cell death in various 
tissues including those of the brain. At present it is unclear how Bim levels and 
activity increase in Huntington’s disease, and the study will aim to identify the 
mechanism which allows this increase. By understanding the mechanism and 
how it works, the way could be open for manipulating it to create an effective 
therapy for the disease. 

Huntington’s disease is an hereditary disorder of the nervous system caused 
by a faulty gene on chromosome four. The faulty gene leads to nerve damage 
in the area of the brain resulting in gradual physical, mental and emotional 
changes. Those born to a parent with Huntington’s disease have a 50:50 
chance of developing it, and there is currently no cure.

A group of local people affected by the condition visited the PUPSMD 
laboratories to meet with Dr Shouqing Luo and his team, and as a result of 
their visit decided to focus their fundraising activities on raising money for his 
research.

Sarahjane Dawe, Jamie Lake and Liz Fedrick
Local fundraisers supporting research into Huntington’s disease at the University of 

Plymouth

http://www.plymouth.ac.uk/staff/shouqing-luo


Over the past year or so they have arranged a ball, karaoke evenings, a 
‘Devonport’s Got Talent’ evening and taken part in activities such as skydiving 
and sponsored aerobics.

They have raised an amazing £10,000 which has been matched by a further 
£10,000 from the charity the Hospital Saturday Fund. The money will enable 
the purchase of a Thermo Scientific Multiskan GO Micorplate 
Spectrophotometer which will help Dr Luo and his team further their research.

The local fundraising group has now focused its attention on raising a further 
£5,000 for an urgently-needed fluorescent microscope. They are already on 
track to meet this target – a recent ‘aerobathon’ raised £1280 and there are 
other fundraising activities in the offing.

The local fundraising group includes Liz Fedrick and Jamie Lake, whose 
family have been affected by Huntington’s disease. They said: 

“A group of us went on a lab tour and met the research team at the University, 
and we decided there and then that we would raise money to support their 
work in finding a treatment for the disease. It is great to be able to raise money 
for a condition which affects us personally, and for research taking place right 
on our doorstep to help find a cure. We know that every penny we raise will go 
towards this important work.”

Dr Luo added: 
“Our work is underpinned by £520,000 from the Medical Research Council, 
but the money raised by our amazing supporters in the region means we can 
invest in equipment which will help us extend our work still further. We are 
immensely grateful to Liz, Jamie and their colleagues for their support, and to 
the Hospital Saturday Fund for choosing to provide matched funding via the 
Peninsula Medical Foundation.”                                        

Research into a cure for Huntington’s disease is just one of dozens of 
research projects which will be taking place in the University’s new £14.8 
million Derriford Research Facility when it opens this summer.  
It is a great way to not only support research into curing a condition which may 
affect or devastate you or someone you care about, but also to help maintain 
and develop world-leading research right here in Devon. 

https://www.plymouth.ac.uk/news/funds-raised-for-world-
leading-huntingtons-disease-research  

https://www.plymouth.ac.uk/news/one-giant-leap-for-
huntingtons-disease-research  

https://www.plymouth.ac.uk/news/funds-raised-for-world-leading-huntingtons-disease-research
https://www.plymouth.ac.uk/news/one-giant-leap-for-huntingtons-disease-research


The Duchy Ball

On Saturday 1st October the third Bradninch Duchy Charity Ball was held at 
Padbrook Park, Cullompton.

Founded in 2014 by Michelle Phare, whose 
family have been affected by Huntington’s 
Disease, the ball has been an increasing 
success.  Guests attending the ball were 
greeted on arrival by pianist, Will Kerr, and 
complimentary welcome drinks kindly 
donated by Green Valley Cyder.  After a 4 
course dinner a very successful auction 
raised around £4000.  The evening was 
rounded off with dancing to local band The 
Bootleggers Turn.  We are already looking 
forward to the return of Bradninch Duchy 
Charity Ball 2017!

Now becoming an annual event we were 
lucky to receive the princely sum of £4300 
thanks to the excellent efforts of a brilliant 
organising committee. This year the funds 
raised were shared between the 
Huntington’s Disease Association, 
Hospiscare and the Bradninch Junior 
Football Club. 

We will try hard to get a group of HDA Devon Branch 
members to attend the next grand event in Oct 2017!!  

Michelle on right with other glamorous 
members of the ball committee



Big thanks 
go to the 
Badcock family 
who have all 
been huge 
supporters of 
our cause. 

Unfortunately, for 
family reasons, they will be taking a break 
from HD committee involvement.
Lil has been a brilliant chairperson and the 
whole family have been prime movers in supporting and arranging events over 
a period of many  years. We shall miss their fun approach and know that they 
will always be around to help if necessary - we hope that we will be able to 
persuade Lil to return as a committee member in the not too distant future!

Exeter area                                   
Your Branch committee is very much aware 
of the fact that the opportunity for local 
“Get Togethers” in the Exeter area has 
lapsed.We hope that if sufficient interest is 
shown we can resurrect such gatherings. 
Please let us know your thoughts as we are 
very willing to restart with an agreed 
frequency and at a suitable venue. Please        

 send a message to the newsletter editor 
fightthefire@me.com or phone Richard White on 07834 238147 

Reminder                                          
We are always conscious of the ways in which 
we can keep our branch expenses down and 
believe that one way is to send electronic 
copies of our Newsletter to those that are 
regularly tuned in to their computer.  

We recognise the need to continue with the 
production of the usual hard copy newsletter 
which can be left around for others to read, even if the readers are not part 
of the Huntington’s community. Promoting public awareness is a major part 
of our branch function and wide distribution of the newsletter contributes to 
this aim. Let us know if you would like to be added to our list for 
electronic distribution via email.   (email fightthefire@me.com)  

mailto:fightthefire@me.com
mailto:fightthefire@me.com


The Research Team at the RD&E led by Dr Tim Harrower and run by Sarah 
Irvine, Senior Research Nurse, continue to recruit at a steady rate to Enroll-HD – 
a global study which aims to recruit all those who are gene positive  and currently 
has 12,500 participants in 14 different countries which is really exciting news. 
 We would invite anyone who is interested to contact us so that we can tell you 
more about it or to look at the Enroll website https://www.enroll-hd.org/
 
As our numbers of patients on Enroll-hd have increased so much over the last 
year we are very much hoping that we will shortly have another study called HD 
Clarity to improve scientific knowledge and ultimately to be able to offer some 
more cutting edge clinical drug trials here in Exeter.  I am pleased to say that 
there is a great deal of interest in the scientific community about HD and the 
major annual international meetings that myself and Dr Harrower endeavour to 
always attend are full of lots of exciting new research.
 
So please if you do not already take part in Enroll  do contact me as this is used 
as the “platform” for all the other clinical trials -  sarah.irvine@nhs.net or 01392 
406979
 

A multi-site 
cerebrospinal fluid 
collection initiative 
to facilitate therapeutic 
development 
for Huntington’s disease

https://www.enroll-hd.org/
mailto:sarah.irvine@nhs.net
https://en.wikipedia.org/wiki/Cerebrospinal_fluid
https://en.wikipedia.org/wiki/Huntington%27s_disease


Weeding out the truth: can cannabis improve Huntington’s?

What can individual experiences with cannabis tell us about Huntington's disease?
By Dr Michael Flower on February 24, 2017
Edited by Dr Ed Wild

Cannabis, or medical marijuana, has been touted as a treatment for lots of conditions, 
and Huntington’s disease is no exception. Whenever it hits the news there’s a lot of 
interest, and recently cannabis found the spotlight again with videos claiming it can 
reverse the nerve cell damage in Huntington’s disease. These are extraordinary 
assertions that deserve to be explored.
What is cannabis?
It’s a plant, originally from Asia and India, that’s been known for thousands of years to 
have effects on the human brain. Many cultures have used it medically and 
recreationally. It’s psychoactive, which means that when taken – for example, by 
smoking its leaves – it alters the way our mind perceives things, characteristically 

inducing relaxation and euphoria, but it can also cause anxiety 
and paranoia.

Whether in synthetic or natural form, there is no proper 
scientific evidence that cannabis helps Huntington’s disease 
patients
It wasn’t until the 1940s that we discovered the active 
ingredients, which are oily chemicals called cannabinoids. 
Other plants make cannabinoids too, including some herbal 

teas, truffles and even cocoa.
How it works
In the late 1980s, we discovered that humans have tiny sensors, called receptors, for 
these cannabinoids on the surface of our cells. There are two main types of receptor – 
CB1 and CB2. Most CB1 receptors are in the brain and spinal cord. It’s these ones that 
are thought to produce the psychoactive effects. The receptors affect how active our 
nerve cells are, for example controlling the amount of pain a person feels. In contrast, 
CB2 receptors are found on immune cells that circulate in our blood, and activating 
them can have an anti-inflammatory effect. Normally there are very few CB2 receptors 
in the brain, and those that are there, are found on immune cells.
Having found sensors for cannabinoids in the human body, the logical conclusion was 
that we might also naturally make cannabinoids. And indeed, the first of these was 
found in the early 1990s, followed shortly after by several more. Nerve cells use them 
as a way of regulating their own activity level. Normally one nerve cell passes 
information to another by sending a neurotransmitter chemical. Cannabinoids are a 
way for the second nerve cell to pass a message back to first, telling it to calm down.
‘Cannabinoid’ is the name we call any chemical that activates cannabinoid receptors. 
The ones that plants make are called phytocannabinoids. Phyto- comes from the 
Greek for plant. The ones our own bodies make are called endocannabinoids, 
derived from the Greek for ‘within’. It’s also possible to manufacture chemicals that 
activate these receptors, and we call these synthetic cannabinoids.
Different cannabinoids have stronger or weaker effects at each receptor, so they can 
have varied effects on our bodies. Once in the body, they are eventually broken down  

http://en.hdbuzz.net/people/Michael%20Flower
http://en.hdbuzz.net/people/Ed%20Wild


by the liver. Some are also stored in fatty tissues, along with their breakdown products 
from the liver, and these can be detected for several weeks afterwards in blood ‘drug 
tests’.
“
Through proper clinical trials, researchers can prove whether a potential treatment is 
both effective and safe. This is the standard that all other medicines are held to, and it 
shouldn’t be any different for cannabinoids.
”
The cannabis plant contains over 100 different cannabinoids, but the most 
psychoactive is tetrahydrocannabinol, otherwise known as THC, which potently 
activates CB1 receptors. The other main cannabinoid, cannabidiol (CBD), isn’t 
psychoactive. In fact, it reduces the activation of both CB1 and 2 receptors.
Cannabinoids can be extracted from plants and purified. Different strains of the plant 
are bred for different purposes, and each contains a different proportion of the 
cannabinoids. Hemp, for example, is a sturdy fibre that’s been used in paper and 
clothes and is low in the psychoactive chemical THC. Cannabis plants used 
recreationally tend to have high THC. Cannabis is illegal in some places, while 
elsewhere it is legal for medicinal or recreational use. Scientific research is going on to 
see if it could benefit people with Huntington’s disease.
Do cannabinoids improve Huntington’s disease?
Scientists around the world have been studying their effects in Huntington’s disease. 
Most work has been done in cells grown in the lab, or in animals bred to have the 
disease-causing gene. Some research suggests that CB1-targeting chemicals may 
protect cells against toxins. In the brains of Huntington’s mice, CB1 receptor levels 
have been found to be reduced and CB2 levels are increased. Loss of CB1 receptors 
may be involved in some symptoms of the disease, because Huntington’s mice that 
lack the CB1 receptor tend to have worse movement control. The increase in CB2 
receptors may be one of the body’s ways of dealing with HD. This theory is 
strengthened by research showing that mice treated with CB2-targeting chemicals 
have less nerve cell death – possibly because this calms down the immune system in 
the brain.
These results in cells and animals are encouraging, but humans are a lot more 
complex. Bitter experience has taught us that very often results can be inconsistent, or 
even completely different, when therapies are scaled up for use in humans. 
Unfortunately, no cannabinoids have translated into effective treatments in people with 
Huntington’s disease yet. Several clinical trials with cannabis extracts or synthetic 
cannabinoids didn’t reduce the abnormal movements, like chorea, or affect the course 
of the disease.
Proper clinical trials, with ‘blinded’ and ‘placebo-controlled’ designs, are how to find out 
whether a drug really works.
Searching the internet, you’ll find several videos and news stories suggesting people’s 
Huntington’s disease has been reversed by cannabis. We’re very pleased that these 
individual patients have found something that works for them.
But unfortunately, these anecdotes aren’t scientific evidence. Based on these brief 
snapshots, it’s impossible to tell whether they have actually improved overall. 
Huntington’s symptoms naturally vary, and are influenced by many factors, like sleep 
and infections. We don’t know about these patients' genetic mutations, the stage of 
their disease or what other medications they’re taking. We also have to bear in mind 
the powerful placebo effect of therapies like this, where a significant proportion of   
people are known to improve because they believe strongly in a treatment, rather than 
because of any properties of the drug itself. There’s also a strong bias in mainstream  



and social media towards the publication of success stories like these, but nobody 
writes about all the people who tried cannabis and didn’t improve, or felt worse 
afterwards.
Through proper clinical trials, researchers can prove whether a potential treatment is 
both effective and safe. This is the standard that all other medicines are held to, and it 
shouldn’t be any different for cannabinoids.
Claims that there’s a solid body of evidence supporting the use of cannabinoids in 
Huntington’s disease are highly misleading, and there’s certainly no evidence that they 
can cure or reverse the disease. However, it’s also worth remembering that there are 
several exciting potential drugs being trialled around the world right now that hold great 
promise. Cannabinoids are just a small part of the big picture, and real progress is 
being made in understanding and treating Huntington’s disease.
But where’s the harm in it?
There currently aren’t any treatments capable of curing Huntington’s disease, so some 
might think sufferers have nothing to lose from trying alternative therapies. However, 
there are risks.
“Right now there is no evidence to show that cannabinoids work in Huntington’s 
disease, for symptoms or slowing down progression.”
The natural world is chock-full of potential treatments for all manner of diseases. 
Aspirin, penicillin and even some cancer drugs were purified from natural sources. But 
even drugs from natural sources can be harmful. Recreational cannabis use is known 
to carry a risk of psychosis, and medical cannabinoids can also cause sedation, 
anxiety, depression, dizziness, and nausea. They can interact with other medicines like 
antihistamines and antidepressants. Trials in multiple sclerosis have also raised a 
possible risk of epilepsy. These aren’t reasons to stop studying cannabinoids as a 
potential therapy for Huntington’s, but they do mean we should be very careful and 
ideally study them in properly monitored clinical trials.
Letting the smoke clear
Right now there is no evidence to show that cannabinoids work in Huntington’s 
disease, for symptoms or slowing down progression. That doesn’t negate anyone’s 
personal experience, but it does mean that individual anecdotes or videos need to be 
interpreted with healthy caution – especially when the people making the claims are 
the people who stand to make profit from the ‘cure’.
The research community hopes that cannabinoids will be shown to be effective and 
safe enough to be able to prescribe, but we don’t have the evidence to make that 
decision yet. Whilst cannabinoid research is telling us a lot about the biology of 
Huntington’s disease, it’s certainly not the only avenue under investigation, and exciting 
trials in other treatments may change the playing field in the not-too-distant future. The 
best way to fight Huntington’s disease is through rigorous scientific research to develop 
treatments that are effective, reliable and safe.
The authors have no conflicts of interest to declare. For more information about our 
disclosure policy see our FAQ...

For more HD Buzz news 
remember to look on the web 

en.hdbuzz.net   

http://en.hdbuzz.net/about/faq#conflict
http://en.hdbuzz.net


Contacts for Devon Branch

COMMITTEE OTHER CONTACTS

Chair
Vacant *
Secretary
Vacant *
Treasurer
Richard White
Mobile: 07834238147
email: whiterichard@me.com
Fundraising Co-ordinator
Vacant *
Plymouth Support Group
John Crosswaite
Contact via Chair or Treasurer 
email / mobile as above
Fight the Fire Campaign
Barry Nolan 
Mobile: 07817 587024
email: finbar@dsl.pipex.com     
Peter Hooper
Mobile: 07846 705458
email:peterhooper368@btinternet.
com

*(Ratification of nominations to fill 
vacant positions expected at AGM 
on 7/4/17) 

Specialist HD Adviser
Cornwall, Devon, Isles of Scilly, 
Jersey and Guernsey - HDA
Charles Whaley
Phone: 01579 345480
email:charles.whaley@hda.org.uk 
Huntington’s Disease Assoc
(HDA)
Suite 24
Liverpool Science Park
Innovation Centre 1
131 Mount Pleasant
Liverpool L3 5TF
0151 3315444
www.hda.org.uk
Devon Carers Link
Westbank Community Health
& Care
The Healthy Living Centre
Farm House Rise
Exminster EX6 8AT
www.devoncarerslink.org 
08456 431341
Contact Branch Newsletter 
Editor
Richard White
07834 238147
fightthefire@me.com 
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