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Message from the Chair
It is the time of year when we
remember Christmas past and the
fun we had with those who are
no longer with us. In these
dark days it would be so easy
to lock ourselves away for 2 or
3 months but NO; as members
of the HDA across the country
we are busy planning our
Branch and Support Group
activities for 2015.
2014 has been an outstanding
year for the HDA with the
appointment of our newly named
Specialist HD Advisers and additional administrative support
for Cath Stanley, Chief Executive, the Management Team and
the Executive Council.
Since my last message I have been appointed as Treasurer
of the International Huntington’s Association and with the
excellent support of Sharon Bakewell, the HDA’s Financial
Accountant, we are getting to grips with the finances. This
will help the IHA support those countries that are struggling
with no support at all.

trial, only open to 10 current patients at the National, clearly
it is still very exciting.
Also at the conference Bernhard Landwehrmeyer stood down
as Chair of the EHDN and even took a pie in his face for HD
for all his expert work and leadership over the years.
Two years ago I called together the Trustee group to look at
us as a group and to plan for future years. I can report that
by the time you read this your Trustees will have met again
over the weekend of the 6th and 7th December to review
objectives set out in 2012 and to set down plans for the next
3 years.
As usual it is down to the dedication, enthusiasm and
professionalism of our operational team which enables all
touched by HD to, wherever possible, enjoy life and support
each other.
This professionalism was shown in the summer this year
when Cath Stanley had a very serious accident and the team,
under the leadership of Bill Crowder, were able to continue
providing the services without any hitches.
I can report that Cath is now on the mend and I would like
to take this opportunity to thank her and our outstanding
team for all the hard work they carry out on behalf of all our
families.
I’d also like to thank our Branch Committees and Support
Group Leaders for their tremendous contribution to the HDA.
We could not reach anywhere near the number of people we
do without their dedication and commitment to supporting
local people who are affected by HD.
Also, thank you to my Trustees who dedicate their time
voluntarily and sometimes need to have patience with their
Chair!
You are all Super Stars.
Heather Thomas
Chair of the Huntington’s Disease Association

In September Bill Crowder, Mandy Ledbury, Jeanette
McMullen, Charles Whaley and myself attended the European
Huntington’s Disease Network Conference in Barcelona. Very
exotic? Oh no! We had three days being presented by the
top scientists across the world on what is happening in the
research world of HD.
On the Saturday evening at the conference, the HDA’s dear
friend Professor Sarah Tabrizi announced that in early to
mid-2015 human clinical trials will commence in London to
attempt to silence/block the HD gene. Everyone received
this news with loud cheers and excitement; to find out more
please visit www.hdbuzz.net. Although this is a small safety
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News from the
Chief Executive
As I write this, the cold chill of autumn
has fallen and the nights are drawing
in, having had an accident in August
that left me incapacitated for
several weeks, I somehow seem to
have missed the end of summer!
As ever, things have been busy at
the HDA. Our key focus remains
working with families affected by HD
with the key aim of improving their quality
of life. Our Care Advisory Service and Specialist Youth Worker
have been working with 4370 people with HD, 5672 people
at risk from the illness, 4634 carers and 185 children and
young people. In addition to this direct family work we have
carried out 172 training sessions, 292 information sessions,
13 carers courses, 6 family days, 3 professional days and 2
three day residential courses for professionals. In addition
to this, and to make the most of Jimmy Pollard’s visit from
the USA to speak at our family conference, we held three
conferences; one in London, Burnley and Chester, to enable
as many people as possible to hear him speak. We also
had a fantastic response from mental health teams and
services to our offer of free training around Awareness Week,
and a huge demand for our mental illness and mental
capacity book.
I am thrilled to announce that the publication of our Standards
of Care booklet for care homes is closely linked to the Care
Quality Commission guidelines but adds in the factors that
are specific to HD. This publication is the result of months of
hard work, working with specialist providers but most of all,
adding the input of family members. It will complement our
existing Standards of Care document.

By the time you read this we
will have attended the AGM
of the All Party Parliamentary
Group
on
Huntington’s
disease. We are using the
opportunity to highlight to
the members the growing
problem of continuing health
care funding being removed.
In addition we have pulled
together information about
HD services throughout
England and Wales and will
be highlighting areas that
have little or no facilities.
I am pleased to announce that we have appointed three new
Care Advisers who will be covering both new and existing
areas. To reflect more closely the work our Care Advisers do,
from 1st January 2015 they will be changing their name to
Specialist HD Advisers, this hopefully will enable people to
have a clearer understanding of the role.
At our recent Family Conference (more information further
in this newsletter) a gentleman came up to me and said he
thought of the HDA as his family. Our key role will always
remain supporting families and I never fail to be inspired by
the amazing people we work with.
Cath Stanley
Chief Executive
Huntington’s Disease Association

Financial Times Support
The HDA are very grateful for the continued support of Jonathan Saunders at the
Financial Times, who has continued to support us by displaying large adverts in the
Financial Times regarding the HDA’s services. This tremendous support has been
provided to us completely free of charge.
We are incredibly grateful to Jonathan Saunders for making this free advertising possible
A huge thank you to you, Jonathan, from the HDA!
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December 2014
Newsletter Information
Inside this edition of our bi-annual newsletter, you will find the following documents:
• Activity Weekend booking form
• Factsheet & goods order form
• HDA Lottery information
• Donation Form with return envelope
The above documents are sent out automatically with our newsletters to all of our members.
Activity Weekend booking form
This provides information on our 2015 children’s activity weekends. Please complete and return your form early if you wish
to secure a place/places for your child/children.
Factsheet & goods order form
The enclosed factsheet and goods order form details all of our current publications and merchandise, which are available
to purchase from Head Office. If you wish to place an order, please complete the enclosed order form and post
it, along you’re your payment, to our Head Office. Alternatively, you may visit our website to place your order online:
https://hda.org.uk/shop
Lottery Information
We would like to set up an HDA lottery for our members and their family and friends. More information can be found on the
enclosed flyer.
Donations
If you would like to make a one off donation to the HDA or a regular standing order, please complete the enclosed donation
form and send it back to us in the envelope provided. Please remember to put a stamp on the envelope before posting!
Membership Database
If you have recently changed your address or contact details, please do let our Head Office know so that we can keep our
records up to date and ensure that our mailings reach you.
Whenever we send our newsletter out we often get several returned where the member is no longer at that address, or has
sadly passed away. In order to avoid any unnecessary upset to loved ones, and to reduce our increasing postage costs, it
would help us tremendously if you would keep us up to date of any changes to your contact details, please.
Please contact Head Office on 0151 331 5444 or email info@hda.org.uk with any amendments.
Prefer to read this newsletter online?
If you would prefer to read this newsletter online in future, please let Head Office know so that we can remove
your details from the newsletter mailing list. All of our newsletter issues can be viewed on our website here:
http://hda.org.uk/news?tag=newsletter

Thank you for your continued support.
Becky Davis
Newsletter Editor & Branch Support and Development Co-ordinator
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EuroBuzz 2014 - Day 1
Highlights from the opening day of the 2014 European
Huntington’s Disease network in Barcelona, Spain
By Dr Ed Wild on September 19, 2014
Edited by Dr Jeff Carroll
Prof Bernhard Landwehrmeyer opens the 2014 European
Huntington’s Disease Network meeting in Barcelona.
EHDN is a huge network of scientists, clinicians and HD family
members across Europe. 2014 is EHDN’s 10th Anniversary!
The day starts with a lecture from Prof Sarah Tabrizi, who
reminds us that we have to understand HD in humans, not
just flies and mice. Observational clinical trials like PREDICTHD, TRACK-HD and ENROLL-HD help us understand how
symptoms progress in people with HD. The main points of
Prof Sarah Tabrizi’s talk were as follows:
• The goal is to intervene early to prevent Huntington’s
completely. “I hope to achieve this in my professional
lifetime.”
• Observational studies have revealed that shrinkage in very
specific brain regions predicts when people will have HD
symptoms. But other changes in HD mutation carriers,
including high levels of apathy, also predict onset of
symptoms
• HD mutation carriers, even before they have symptoms,
have difficulty recognizing negative facial emotions
• We shouldn’t ignore symptoms like apathy and difficulty
in emotional recognition, because they can cause major
problems
• A study called TRACK-ON was designed to study how
parts of the brain communicate with one another in the
face of HD
• The ‘wiring diagram’ of vulnerable brain regions in HD is
altered in ways that might help explain patients symptoms
• Using fancy math, researchers examined TRACK-ON brain
imaging data and show that the HD brain has reduced
connections
• New data suggests that when one part of the brain
becomes sick in HD, other regions increase their activity
to compensate
• A major remaining question is why some HD patients have
fast and some have slow progression
Prof Roger Barker from Cambridge University presented a
roundup of animal models used in HD. The main points of this
talk were:
• Animal models are useful but we must remember they’re
not humans when we interpret what they tell us
• If you take one message from my talk, it’s “animals cannot
talk!” So they can’t describe their symptoms, like HD
patients
• To show signs like HD, animal models have very long ‘CAG
repeat’ counts, some much bigger than we see in real
patients
• Barker has created a virtual reality swimming pool to
recreate in patients a widely used mouse test
• HD is a disease of people, but going between animal
models and people can help us best understand HD
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Bernhard Landwehrmeyer gave an update on the EnrollHD study http://enroll-hd.org
Landwehrmeyer: ENROLL-HD was developed because ‘we
need speed’.
• Enroll is a worldwide study with big ambitions, aiming to
study 25,000 individuals!
• Why do some people experience HD symptoms early, and
some late? What factors can explain this?
• A multi-year study of more than 4000 volunteers suggests
a new gene that could modify the age of onset of HD
• These results reveal why we need huge numbers of
volunteers for HD observational studies like ENROLL
• Enroll-HD has 102 active sites around the world, with
more than 3000 participants
• You do not need to have a predictive test for HD to be
involved in ENROLL-HD - anyone can participate
• Hopefully the large group of patients in the ENROLL-HD
study can help fill up drug studies quickly with the right
participants
Excitement for next session on ‘modifiers’ of HD. Genetic
Modifiers international collaboration has made a big
breakthrough. First Jan Frich from Oslo is talking about
environmental modifiers of HD:
• An environmental modifier is anything a person can do, or
encounter, that alters how HD affects them
• Exercise, smoking, diet, pollution, occupation are examples
of potential ‘environmental modifiers’
• Frich has conducted a study of 1 year intensive programmed
activity as a way of improving symptoms in HD
• Message: physical activity is helpful for many aspects of
Huntington’s disease.
Jong-Min Lee from Massachusetts General Hospital presented
the genetic modifiers work on behalf of international group.
• Genetic differences between people can affect when HD
symptoms begin. We call these ‘genetic modifiers’.
• The biggest ‘genetic modifier’ is the CAG count in the HD
gene itself. But differences in other genes might affect HD
as well
• If we can find out what those genes are, they might tell us
where to focus our drug development efforts
• Advances in genetic technology let us look for genetic
differences in thousands of people to see what changes
speed or slow HD
• It’s thanks to efforts like EHDN’s Registry study that
we have enough samples and data to do these huge,
important studies
• A study this large takes years of hard work - the study
discussed here began in 2008, and looked at 8 million
genetic differences!
• Interestingly, the researchers have found modifiers that
are associated with having HD symptoms both later and
earlier
• When you test 8 million genetic variants in more
than 4000 people, the math gets pretty complicated!

•

All the information generated in the huge modifier study
will be freely available to researchers around the world

Jong-Min Lee presented exciting news about genetic differences
linked to earlier or later than expected onset of HD. These help us
direct our drug development efforts.

Leslie Jones of Cardiff University presented exciting genetic
modifier data. Jones described the team’s efforts to understand
how the mapped genetic changes actually change how genes
function. The new genetic results suggest that something may
be going wrong with the DNA proofreading that cells have to
do to stay healthy. This is exciting because earlier work, in
mice, suggested this DNA proofreading process is important
in HD.
Dr Ed Wild introduced the next session:
The next science session is on ‘kynurenine mono-oxygenase’,
or KMO. Ed: KMO is a molecular machine that determines the
balance of harmful and helpful chemicals in the brain. KMO
has been shown to be involved in HD in experiments in yeast,
flies and mice. Blocking the activity of KMO should protect HD
brains against some damage. You can read about KMO and
some previous success with a KMO-inhibiting drug by visiting
http://en.hdbuzz.net/032.
Laci Mrzljak of CHDI Foundation presented the latest on
CHDI’s efforts to develop their KMO inhibitor drug ‘CHDI246’.
• Treating mice with CHDI246 helps the connections between
brain cells to keep working properly
• CHDI246 treatment also improves brain activation when
you do MRI scans of the HD mice
Letitia Toledo-Sherman, a ‘drug designer’ at CHDI, takes up
the KMO story:
• CHDI has developed new methods for measuring the KMOrelated chemicals in human patient spinal fluid

Letitia Toledo-Sherman of CHDI Foundation described the
development of CHDI’s KMO inhibitor drug CHDI246

CHDI’s Chief Medical Officer Christina Sampaio talked about
how we can get CHDI246 into human trials:
• To get CHDI246 into clinical trials we need biomarkers ways of measuring whether the drug is working.
• CHDI is setting up a big project to collect spinal fluid, to
measure the balance of protective and harmful chemicals…
the CHDI cerebrospinal fluid project will be led by a plucky
young HD researcher called Dr Ed Wild
• CHDI has detailed plans for getting CHDI246 into human
trials and showing whether it works
Alexandra Durr from Paris: Between 1992-2013, 1,705
predictive tests for HD have been conducted at at PitiéSalpêtrière Hospital in Paris.
• Only 5-25% of persons at risk for HD undergo predictive
testing
• Of people requesting predictive testing for HD, 63%
complete the process and actually receive their result
• Since 2000 there’s been no obvious increase in people
requesting predictive testing at her center, despite more
info available
• The average age of people requesting predictive testing is
about 35, and rarely from very young
• About 70-80% of patients who received predictive testing
results say they pay more attention to possible symptoms
of HD
• We should take the opportunity to try and run presymptomatic trials in HD, targeted at preventing onset of
symptoms
Elizabeth McCusker considered whether diagnostic criteria
in HD should be changed:
• There’s no formal means of defining onset of HD, but
rather clinical practice that has developed over years
• The diagnosis of HD is made in a complex environment,
with possible family, social and other consequences for
patients
• From the point of view of research, the formal diagnosis of
HD may be coming too late
• Does diagnosis of HD help patients? There are ways that
we can see at least some patients benefit from a clear
diagnosis
• All the HD mutation carriers that have been studied presymptomatically are from the rare 5-20% of patients who
are tested
• The issues around what constitutes a diagnosis of HD are
complex and somewhat unique to each patient’s situation
David Craufurd addressed the EHDN on the question of
whether HD patients, or pre-symptomatic mutation carriers,
should have check ups:
• Behavioral symptoms are often more distressing than
motor and cognitive ones for HD families
• Symptomatic treatments for HD have improved dramatically
over the last few decades
• HD symptoms are a “moving target”, because the symptoms
in a given individual change throughout the disease
• Treating HD can be difficult, in part because patients can
be unaware of their own symptoms or apathetic
• We should have a program for HD patients that helps ensure
they receive necessary treatments for their symptoms
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•

Should HD mutation carriers regularly see medical
professionals?
• Some symptoms, like irritability and depression, seem to
occur a long time before formal diagnosis of HD
• There could be down-sides, as well as up-sides, to presymptomatic HD mutation carriers regularly attending HD
clinics
• Some people ‘cope by denial’, avoiding thinking about HD,
and those people may have difficulty being in an HD clinic
Craufurd, on balance, thinks that it is beneficial for HD mutation
carriers, as well as HD patients, to attend clinics.
The final session of the day is focused on the development of
‘biomarkers’ for HD research.
Biomarkers, measurable characteristics that can be quantified
in people, are things like brain imaging, or blood markers.
We’d like to have things that are readily measurable in people
that allow us to track the progression of HD more reliably.
After years of work, studies like TRACK and PREDICT have
provided a large number of potential biomarkers for HD.
Blair Leavitt discussed how the findings of TRACK and
PREDICT are already informing the design of new drug trials:
• If we follow HD patients for as long as 2 years, there are
clear changes that can help inform clinical trials
• Leavitt is interested in a technique called magnetic
resonance spectroscopy, which measures the levels of
specific brain chemicals
• Leavitt’s team is developing these techniques to look at
chemicals in HD patient brains
• Specific brain chemicals are increased in the brains of HD
patients over time, while others decrease
• Some of these changes are even observed in the brains of
HD mutation carriers that do not yet have disease
• Leavitt’s team has also looked at the levels of specific
chemicals in the blood that suggest increased inflammation
in HD

•

Proposed biomarkers should be measured by more than
one lab, to ensure that they’re reproducible before being
used in trials

Finally, Beth Borowsky, of the CHDI foundation, outlined the
challenges of using biomarkers in clinical trials:
• The point of biomarkers is to provide information that is
useful in the clinic - either to tell you about HD or a drug
effect
• Some biomarkers show how HD progresses over time
• Other biomarkers let you measure the effect of a drug for example, does your drug get into the right part of the
brain?
• Drug development is a very long, and very expensive
process, even after all the basic lab work is complete
• Every trial ends in one of 3 ways - positive, negative or
inconclusive. How can we use biomarkers to prevent
inconclusive ones?
• We have a huge number of tools in our toolkit right now,
thanks to years of study of HD patients. Which ones are
most useful?
• In other diseases, things that were thought to be
biomarkers turned out not to work in clinical trials - we
have to be careful
• Until we have more clinical trials, we won’t know which
proposed HD biomarkers actually tell us about the
progress of HD
• Validating biomarkers is a kind of chicken and egg problem
- we can’t prove they work until we have drugs that work!
• New trials, and upcoming trials, should include exploration
of biomarkers as part of their design
• Trials of gene silencing which rely on invasive delivery,
require good markers to prove that the drugs got where
they need to go.

EuroBuzz 2014 - Day 2
HDBuzz reports on the second day of science at the
European HD Network meeting in Barcelona
By Dr Jeff Carroll on September 20, 2014
Edited by Dr Ed Wild
Here’s Ed and Jeff’s live Twitter report from the second day of
the EHDN 2014 meeting:
07:59 - HD scientists, like many people working in high tech
fields, are drowning in data generated by their experiments.
08:00 - Today’s science starts with a lecture about “systems
biology”, computational techniques to help understand data,
by Christian Neri
08:02 - Christian Neri opens day 2 of EHDN14. Neri says
systems bio can link together HD experiments done in different
species. He calls the links between species ‘zipper genes’. With
computers generating gigabytes, or even terabytes, of data
from experiments to understand HD, how can we understand
it all? Neri’s team is not just working on their own “big data”,
but using their techniques on data generated by scientists
around the world.
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Ralf Reilmann and other researchers announced FIVE new HD
clinical trials

08:58 - Next at EHDN14, a session on clinical trials. Stand by
for some exciting news.
09:02 - Now begins an exciting session about the state and
future of clinical trials for HD, which is why we’re all here!
The EHDN has established a clinical trial task force; a group
of experts to help design and execute HD clinical trials. The

clinical trial task force of the EHDN is designed to help groups
new to HD to design and run good trials.
09:23 - Bernhard Landwehrmeyer addressed the
conference on the status of the “Pride-HD” study of pridopidine.
Pridopidine, previously known as “Huntexil” showed motor
improvement in 2 previous trials (HART and MermaiHD). The
Pride-HD study is run by Teva Pharmaceuticals and endorsed
by EHDN.
09:34 - Jan Vesper is conducting a trial of “deep brain
stimulation” for HD - stimulating specific regions of the brain
with electrodes. Have implanted electrodes in 6 patients
who were followed for 12 months, some of whom showed
improvements in movement symptoms. Based on these
results, Vesper is starting a larger study of 40 patients in 4
European countries called HD-DBS.
09:42 - Ralf Reilmann addresses the EHDN on the ‘LegatoHD’, a trial of a drug called Laquinimod in HD patients.
Laquinimod is a drug that blocks a process called ‘inflammation’,
which happens in the brains of HD patients. Laquinimod has
been tested in patients with multiple sclerosis, another disease
involving inflammation and dying neurons. Legato-HD will be
designed to study safety of Laquinimod in HD patients, and
how it might improve motor symptoms. The study will include
people with very early HD symptoms. The TRACK-HD study
has helped in the design of LEGATO-HD and other clinical
trials. While the study is focused on changing movement
symptoms, a number of brain imaging tests will also be done.
Ralf Reilmann says “In EHDN, we are all involved in all trials”.
09:53 - Christina Sampaio, of the CHDI foundation, updates
the attendees about a class of drugs called “PDE10 inhibitors”.
Currently there are 2 pharmaceutical companies (Omeros and
Pfizer) pursuing PDE10 inhibitor drugs. The Omeros study
involves 120 HD patients in the US, with a primary goal of
establishing safety, but also looking at HD symptoms. The
Pfizer trial (“APACHE”) involves 56 patients in France, and
includes brain function imaging. A second Pfizer trial started 2
days ago, called “Amarylis”, and will include patients in the US,
Canada, Germany and Poland. An early phase of the Amarylis
study uses brain imaging, allowing investigators to see the
effect of the drug in patient brains.
10:05 - Sarah Tabrizi discusses the state of the first HD
gene silencing trial in humans, really exciting news! Isis
Pharmaceuticals has developed drugs called “Antisense
Oligonucleotides” that turn down the levels of the HD protein.
These “ASOs” make HD model mice better when delivered
to the brain. Isis has developed a specific drug, “HttRx”, that
they’re planning to deliver to HD patients via infusion into
the spinal fluid. Currently, Isis is completing important animal
toxicity studies to make sure the drug is safe before going into
humans.
10:11 - Sarah Tabrizi: The first study is “all about safety”,
designed to ensure that delivering ASOs to the brain doesn’t
hurt patients. Injection of drugs into the spinal fluid is
already used in cancer studies. ASOs delivered into the spinal
fluid diffuse around the brain. The plan is to deliver them
intermittently, rather than constantly. Isis is working in another
disease, Spinal Muscular Atrophy, delivering similar drugs to
children via similar techniques. Kids with SMA have been given
a drug very similar to the HttRx drug and it was safe. More
than 70 SMA patients have been given ASOs in the spinal fluid
with no adverse events reported. Examination of brain tissue

from an SMA patient treated with ASOs demonstrates that
these drugs spread widely in the brain. The gene silencing
trial is scheduled to begin in the first half 2015 and will focus
on safety above all. ASOs don’t penetrate very well into the
striatum, a brain region of particular interest in HD, but do
spread widely in the cortex. The goal of the first study of ASOs
in HD is to make sure that they’re safe.
10:17 - Wow, what a session! So many new exciting trials
being discussed. It’s a great time for HD research!
12:06 - This afternoon we’re talking about symptoms of HD
outside the brain, an under-studied but important part of HD.
12:07 - Gill Bates of King’s College London presents her
findings on heart muscle abnormalities in HD mice. She has
long been interested in whole-body symptoms of HD, and
uses mouse models of the disease to study them. When her
lab looks closely, they see changes in HD mice in a number
of tissues - fat, skin, liver and other organs. HD mice have
changes in their heart function over time, compared to nonHD mice. But does this matter? Do HD patients have problems
with their hearts? There is some evidence that HD patients
often die of heart disease, and have slightly abnormal heart
function.
12:18 - Gill Bates is also interested in changes in skeletal
muscles in HD mice, who have reduced muscle mass as they
age. Generally, we know quite a lot about how muscles grow
and shrink, can this knowledge help us understand what’s going
on in HD? She is using experimental drugs in her mice to try
and see if she can prevent the muscle wasting she observes.
Treated mice don’t lose any weight, while untreated HD mice
lose a significant amount. The muscles of treated mice don’t
shrink, as HD mouse muscles normally do. Surprisingly, HD
mice treated with drugs that improve muscle function do not
perform better on tests of movement.

Barcelona plays host to the 2014 European Huntington’s Disease
Network Plenary Meeting

12:40 - Maria Björkqvist from Lund University is another
‘whole-body’ HD researcher. Björkqvist has been looking at
samples of fat tissue taken from patients with HD, to see
whether the mutation changes anything there. There are
differences in which genes are switched on and off in fat tissue
from HD patients. HD-linked changes in fat tissue could be
important because many HD patients lose weight.
13:01 - Michael Orth from Ulm is presenting the first
results from the first ‘multi-tissue molecular’ or MTM study
of HD. The MTM study took samples of skin, blood, fat and
muscle tissue from the same patients, to study effects of the
mutation. Orth tells us so far, muscle tissue from HD patients
looks completely normal! But there may be subtle changes still
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to find. Establishing what’s normal in HD is just as important
as finding what’s abnormal.
16:29 - We’re preparing something special for our onstage
session in about half an hour.

face for HD http://youtu.be/CjvcnnUoJ9E
17:18 - Dr Jeff Carroll (co-founder of HDBuzz) takes a pie
in the face for Huntington’s disease
http://youtu.be/LD9SpD1Plyg

17:09 - We just got Prof Bernhard Landwehrmeyer (president
of the Euro Huntington’s disease Network) with a pie in the

EuroBuzz 2014 - Day 3
Our third and final report on the 2014 European
Huntington’s Disease Network meeting in Barcelona
By Dr Ed Wild on September 21, 2014
Edited by Dr Jeff Carroll
08:09 - This morning’s EHDN session focuses on one of the
most exciting therapeutic options of all - Huntingtin lowering.
08:10 - Leslie Thompson is interested in how small changes
to the huntingtin protein itself control its turnover. If we can
understand how cells normally get rid of huntingtin, maybe
we can increase the process with drugs. Thompson’s team is
exploring a key pathway that cells use to get rid of huntingtin
called “sumo-ylation” (really!). Another way to benefit cells
with the HD mutation is to help them make proteins more
carefully. Cells make proteins to do most of their work, which
have to fold into complex shapes, this process can sometimes
go wrong. A normal part of the cell protein-folding machinery
is called TRIC. Giving cells more TRIC protects them from the
HD mutation. Thompson is now exploring different ways to
get TRIC into the brain, to understand whether this could be a
therapeutic option for HD.

Leslie Thompson of UC Irvine was among today’s presenters. Her
team studies the mutant huntingtin protein and ways to reduce the
harm it causes

08:27 - Doug Macdonald of the CHDI foundation has been
working for a long time on Huntingtin lowering therapeutics.
Huntingtin lowering is one of the most exciting potential
therapies for HD. The mutant HD gene gets used by the cell
to make a copy we call a “message RNA”, which gets turned
into a protein. Confused? Surprisingly, there are now therapies
that can attack each of these levels - gene, message and
protein, to try and get rid of it. So which approach will work
best to reduce the symptoms of HD? CHDI is, with other
investigators, trying a number of approaches. One issue with
all these approaches is how will we know if we’ve reduced
huntingtin levels? Amazing new approaches allow researchers
to count individual copies of the huntingtin protein. Because
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they’re so sensitive, these techniques let scientists’ measure
huntingtin in cerebrospinal fluid, which bathes the brain. If
we can get drugs into the brain to lower HTT, maybe we’ll be
able to ensure it’s working by collecting spinal fluid. Donating
spinal fluid is not trivial, but it’s a lot easier than donating your
brain! CHDI is working to develop high tech measures of brain
function that work in HD mice, in hopes they’ll also work in
people.
08:51 - Jang-Ho Cha, of Merck and the HDSA, addresses
the conference on the challenge of clinical trials in HD. “Our
finish line: Treatments for HD. What are we going to require
to get to this point?” Without a path through clinical trials, we
won’t get effective treatments. There’s two kinds of research
we need to get to clinical trials - “clinical” work in people,
and “pre-clinical” work in the lab. Along the way, there’ll be
impossible seeming gaps, but if we’re clever we’ll get across.
Once we figure out how to solve impossible seeming problems
for one trial, the solutions will help speed future ones. The
first phase of testing a drug is a ‘phase 1’ trial. These trials are
just to establish a drug is safe and well-tolerated. Biomarkers,
measurable traits that can be measured in people, help keep
HD drug developers ‘on the trail’. Drug development for
multiple sclerosis was accelerated by the development of MRIbased biomarkers. This rapid speeding of trials in MS has led
to 14 treatments for this previously untreatable disease.
What is ‘phase 2’ study? A study designed to provide some
“proof of concept” that a drug works. We have to think
differently about drugs designed to improve HD symptoms and
those we think might actually prevent the disease. Better ways
of quantifying HD symptoms will lead to smaller, faster and
cheaper trials. A ‘phase 3’ trial is designed to provide ‘pivotal’
evidence that a drug works, and can lead to its approval. “No
patients, no trials”. An engaged and informed HD community
is required to complete the clinical trials we need.
10:10 - Prof Landwehrmeyer’s thoughts on coping with
disappointment and frustration, quoting Churchill - “The route
to success is to go from failure to failure with undiminished
enthusiasm.”

“We’re on the verge of having
treatments that really might work”
Jang-Ho Cha
10:22 - Landwehrmeyer tells us: We’ve been saying “The
drugs are coming” for years - it’s finally happening.
To view this report online, please visit:
http://en.hdbuzz.net/176.

AGM and Family Conference 2014
Wow, what can I say, what a weekend! It had it all; fun,
laughter, friendship, exciting research news, inspiring personal
journeys, fantastic scenery of the South Pole, practical
tips……….and amazing delegates and speakers.
Friday started with the arrival of old friends and new….
sadly because of road works some people arrived later than
expected. We had decided to show the emotive but thought
provoking DVD “Do you really want to know?” which follows
the journeys of several people choosing whether or not to
be tested. Such was the demand that we ended up showing
it again on Sunday so those people who arrived late could
see it.
There was a welcome workshop for those who had not been to
the AGM before. On Friday evening we introduced the theme
of the weekend, that being World War 1 Centenary. There
were quizzes to complete on the table, and the opportunity to
make war horses and poppies which were then used to create
a large freeze to assist in the room decoration for Saturday
night. Some very inventive horses appeared!
Saturday saw the children heading off to Drayton Manor…..
in the pouring rain…..however the sun came out and shone
on them, and judging by the happy faces……an enjoyable day
was had by all!

For those of us left behind the day
started with five important things
to know about HD, presented by Dr
George El-Nimr. This offered some
insight into the psychiatric symptoms
of HD, and some practical solutions.
This was followed by a moving and
inspiring account of Sue Cross’s
personal experience of HD and how
she had used the knowledge of her
at risk status to live in a different way
and shared the details of her amazing
journey around the world. Then came
Jimmy Pollard, his usual enthusiastic
self, giving insight into how it may feel
to have HD and some really useful
suggestions of how to care for people
with the illness. After a delicious lunch,
and brief business meeting we heard
from Kris ‘the Coast Hunter’ King, who
told us about the very special man that
inspired him to journey around the UK
coastline by bike and marathon………
Kris himself was pretty inspiring! Dr Ed
Wild gave us a research update with
the prospect of some very exciting
research trials coming up. Finally, Inge
Solheim shared his thoughts on the fact
anything is achievable….and he plans a
world speed solo record to the South
Pole, raising funds for the HDA as well
as awareness about HD – amazing!
Saturday night saw the room dressed
up to reflect WW1, as well as the
bunting, pictures, ration boxes, planes,
hats etc all served to set the scene.
From the first to the last record the
dance floor was full, a special evening
had by all.
Sunday morning saw the opportunity to
see the DVD again, or attend workshops
on EHDN update, complementary
therapies and relaxation, and a small
group session with Jimmy.
All too soon it was time to go home…….
and start planning for next year.
I would like to thank the HDA staff
team for their hard work over the
weekend, and to our Head Office
staff for all the preparation of
materials. A big thanks to Karen,
Mark and Chris for looking after the
children, and a huge thank you to
the hotel staff for their exceptional
service. A personal thank you to Bill
and Ruth for stepping in to carry out
the majority of my role, but most of
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all thank you to the families and people who
attended and made the weekend special and
memorable.
Hope to see you next year on 16th, 17th and
18th October 2015 at the Holiday Inn, Telford.
Cath Stanley
Chief Executive

Summer Camp at Avon Tyrell 2014
Well, we have come to the end of an era; the last
Summer Camp at Avon Tyrell. And what a weekend it
was………..
We enjoyed unbelievable weather with the thermometer
topping 30 degrees so we were set for a magnificent weekend,
as long as everyone could battle their way through an
extraordinary amount of holiday traffic, all seemingly heading
to the New Forest on Friday afternoon.
With everyone settled in, the first round of activities
commenced. One of the best questions was, “I’m going to
do the adventure course - will I get mucky?” The answer:
“You sure will, lots of mud and extra water, so don’t wear your
best kit. By the way, have you got anything that isn’t white
to wear?”
After supper we were off for our traditional trip to Splashdown;
a favourite with kids and leaders, and then to the pick ’n mix
shop to stock up on supplies for the weekend.
Saturday brings another glorious sunny day. Following a
hearty breakfast and sun cream all round, everyone was ready
for action; kayaking, climbing, a very popular zip wire, (Eve,
you were marvellous - was it “never againnnnnnnnnnn……….”
you screamed across the lake?).
In the afternoon we all built rafts and I think the leaders
were more competitive than the kids. Then everyone was on

12

the lake; such noise and
excitement,
squealing
and laughter. No guesses
who ended up in the
water first - one of our
leaders; Andy.
The
question
on
everyone’s lips – “Was it
sabotage?”
Then with everyone safely
back on dry land we had
a water bomb fight and
our group leaders from
Avon Tyrell were there
to join in as well so there
was no escape.
Natalie and Hannah
devised a brilliant quiz
which was a hit with
everyone.
We had
buzzers that made animal
noises and again it was
competitively
fought
contest.
Then T-shirt
painting/designing out in

the evening sunshine.
Bill, in the meantime, had
set up a brilliant music
and light show in the
library whilst a DVD was
showing in the lounge.

into bed…not a peep was heard.

Exhausted
after
an
action packed day, the
kids threw themselves

On Sunday, our last activity was swimming with everyone in
the pool again and great noise and laughter. Then time to say
goodbye - some sadness, but brilliant memories to treasure
as we all say cheerio to Avon Tyrell, but look forward to

Kingswood next year. Good luck Fiona, as I have hung up my
Camp Leader’s hat!
A huge thank you to all the leaders who made it such a brilliant
camp this year, also a massive thank you to Children in Need
who fund this weekend for us.
Finally, I would like to thank all the kids who have attended
over the years for giving me such brilliant memories which I
will truly value forever, regardless of how many times I have
had to yell at you all to put your sun cream on!
It’s the end of an era.
Mandy Ledbury
RCA - Surrey and South West London

Family Day at Brockenhurst
The Family Day at Brockenhurst started with rain
and thunder, with everyone struggling through the
elements to get there.
Carol Thorpe-Tracey was there to welcome everyone, give
them their conference packs and sell raffle tickets. By lunch
time the sun was out making the journey home later on a
different story altogether!
E x c e l l e n t
presentations,
p r o f i c i e n t l y
choreographed by Alan
Shelley, were given
by Rosy Williams,
Specialist
Genetic
Nurse, Elspeth Watson
of the DWP Partnership
Team, Nikki Haswell of
Diverse Abilities Plus and Russell Bloor, Manager of Kennet
Unit, Glenside, Salisbury.

Yum!! Thank you to Carol and Eve for making sure everyone
had plenty of everything. The raffle, gratitude expressed to
all involved, a brief chat about Branches and Support groups
ended the day and everyone left to make their way home.
All in all a productive but relaxed day. Thank you to everyone
for making it a great team effort!
Ann Pathmanaban
RCA – Dorset & Wiltshire

Gino Cirelli presented two sessions of relaxation running
concurrently, with one gentleman saying he should have
waited until the last workshop as he now had to try to stay
awake for the next! Another dreamy comment was “That
was awesome”. Eve Payler’s sharing tips workshop was so
successful it was difficult to pry everyone away at the end!
A delicious welcome
of
tea/coffee/cold
drinks with various
croissants started the
day. A buffet lunch
was
provided
by
Hussen and his team
which kept everyone
topped up until tea
time. That was the
time that the cake
makers of our families
showed the results
of their expertise and
came into their own!
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Grafham Water Centre Camp 2014
This year’s camp was held from 8th-10th August,
we had 14 children between the ages of 9-15 plus 5
adult leaders.
As everyone arrived and
met up with old friends or
began to make new ones,
there was craft work
in progress in the form
of decorating ceramic
mugs
using
acrylic
paints—there was some
attractive and interesting
work produced. After the
evening meal we enjoyed archery, always a popular activity,
and on to the ‘Grafham challenge’ where we were blindfolded
and encouraged not to peep as we walked, climbed and
crawled around a very muddy course. (Not all adults felt it
necessary to participate in all parts of this challenge!!).
Saturday brought fine weather and after breakfast we donned
wet suits and buoyancy aids and went sailing and kayaking.
As if these activities weren’t wet enough, in the evening we
put on warmer clothing and taking gear to make hot chocolate
and lots of marshmallows, some children bringing some with
them in case I forgot - as if!! We clambered into canoes and
rowed round part of the lake looking at wildlife as we went.
Having reached the appointed beach we went ashore, learned
how to make fires - a very popular activity, while a couple
of the leaders supervised the fires and heated hot water in
cans suspended over it, the children divided into 2 teams and
constructed camp shelters using materials they found nearby.
As we finished the hot chocolate and toasted marshmallows in
the distance there was the rumble of a storm. Packing up was

done very quickly and we climbed back into the canoes to get
back before the storm hit us.
Heavy rain greeted us the following morning and despite the
rain, children and some leaders enjoyed the high ropes. In the
afternoon a decision was made by centre staff that mountain
biking was too dangerous and so as an alternative fun was
had on the climbing wall.
From the feedback forms it was apparent that the children
had a good time and all want to come again next year. At
this point I must thank the team who helped make the camp
a success; that is Kevin, Jill, Catherine, Becki and Tim and also
the staff in Head Office who deal with all the administration
that is involved with running all the camps - a big thank you.
Sue Hill
RCA – East Anglia and Lincolnshire

JHD Family Weekend 2014
The Calvert Trust in the Lake District hosted the JHD
Family Weekend in June as usual this year.
It is a weekend for young people with Juvenile Huntington’s
Disease and their families, to meet others in a similar situation
and to try some activities that they might otherwise not have
the opportunity to do.
The weather was not quite as good as last year and we did
have some rain on Saturday, but this did not dampen the
enthusiasm of the young people and their families or the
volunteers. Activities this year included horse riding - back by
popular demand, swimming in the fabulous sensory pool and
canoeing. The zip wire was also in the programme again with
lots of screams being heard back at base as people zoomed
down on this.
Our theme for Saturday night was the Wild West and the
Calvert Trust was converted into a barn and Native American
reservation for the night. We had an Indian Trail, making
feather headdresses and painting a wigwam as some of the
activities. Poppy Hill, RCA, spent the whole night creating
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bullet wounds and other
injuries with her special
make up, as well as
face painting. Everyone
joined in with great
enthusiasm and the
standard of fancy dress
was very high.
On the Sunday the
young people carried
on with activities and
the parents had an
opportunity to go out on
the lake in a catamaran
if they wished – a bit
chilly but great fun.
We have booked next
year’s dates as 29th to
31st May 2015 and Helen

Santini will be running the weekend. If you are interested in
coming then do get in touch with Helen on 01279 507656 or
contact Head Office 0151 331 5444.
Thank you to our sponsor, The Sylvia Adams Charitable Trust

and a huge thanks to the families and volunteers who helped
to make the weekend such fun.
Fiona Sturrock
RCA for Kent and Sussex

My HD Journey… A Happy Ending
The year 1993 was a massive year for Huntington’s
with the breaking news that the Huntington’s gene
had been discovered.
On hearing this news, even though I had a pre symptomatic
test in 1987 with a good result, it wasn’t a 100%. The discovery
of the Huntington’s gene enabled me to have a test which
could give me total exclusion from the HD gene.
While I was going through the test I discussed the need for
a support group with the specialists at the genetics clinic,
they informed me there wasn’t a support group but someone
else had also expressed a need for a group. The ball was
set rolling and through the specialist contacts of other carers
and sufferers, letters were sent out and a meeting arranged
and people from border to border came to the meeting – it
was an amazing sight to see so many people turn up. The
meeting itself was a huge success and Newcastle, Sunderland,
Darlington and Cumbria branches were established. My mum
had recently died from Huntington’s and money from her
estate was donated from my family to enable the Newcastle
branch to get up and running.
I was proudly nominated and elected to be Chairperson of
the Newcastle Branch. As well as the success of the branches
being established I finally got the result I longed for which
was total exclusion from the Huntington’s gene.
I held the post as Chairperson for the Newcastle Branch
for about seven years then felt that I needed to step down.
However I decided to go back to the group some six years
later and I felt like I was going home … I felt I needed the
Branch. The group was still going strong, led by Linda Hunter.
After a short while Linda announced she was to step down as
Chairperson and once again I found myself being voted back
in to take the Chairperson’s seat.
I met a lot of wonderful new people who had joined the group
during my absence, one family in particular are the Baines/

Connelly
family.
Margaret
Baines who had lost her beloved
husband Ron to Huntington’s
attended the meetings with her
son Derek, daughter Lynne and
her husband Ben. As time went
on, Derek and I became good
friends and eventually in 2013
we became a couple. On the
9th February this year Derek
proposed to me, I accepted and
we are getting married on 28th
June 2015.
Even though HD has devastated
both mine and Derek’s families
it has brought us together; I
have found my soul mate who
I love deeply. We are two people who have somehow found
solitude and happiness through this devastating, crippling
disease which has caused us and our families so much pain.
Unfortunately HD has been very dominant in my family, my
mum (who had HD) and dad had five children and I am the
only one who escaped inheriting the HD gene and it’s having
the same devastating presence in the next generation of my
family, however the Newcastle Branch have a wonderful group
of members all with the same hope that one day a cure will
be found. All our members regard our group as a family, our
HD family.
Monthly meetings continue to this day and the branch is still
going from strength to strength, giving help and support to all
those who need it. We will continue to fight for a cure for this
cruel disease.

Christine Green
Chair of the Newcastle Branch
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Sailing Day on the River Tamar
During the long summer school holidays the local
Devon Branch organised a Sailing Taster Day for
young people.
Around 20 people attended;
young people and their family
members, and all took the
opportunity to go out on
the water, some in sailing
boats and some in the safety
powerboat.
We all met at the Tamar
Sailing Club, Plymouth (that’s directly below the Tamar Bridge)
where family member John Crosswaite is the sailing club
Secretary. We also had the attendance of Adam Cho (HDA
Youth Worker).
The day started with first aid tuition, at home and on the water,
from Andy Field who is the Resuscitation Training Officer for
the Plymouth area. He gave us useful tips in case of drowning
and choking, with the opportunity to practice on life like dolls.
That done, First Aid certificates were given out.
Next came rigging of the sailing boats on dry land, where John
Crosswaite, supported by his two young sailing instructors,
Dean and Jacob, led the group.
Before hitting the water, we had a buffet lunch supplied by the
club and then put on the compulsory life jackets – we were
keen to ensure everybody returned safely from their sailing
experience in one piece.
Despite the trepidation and anxiety on some of the young faces
prior to getting on the boats, within an hour we had young
people full of confidence and proud that they had developed a
new skill. Some of whom excelled at sailing and will no doubt
be looking at getting more practice and enjoyment at their
local sailing clubs across the region.
Finally, after the wind had picked up quite significantly and
everyone had spent enough time on the sailing boats, many
had an opportunity to go on the safety powerboat for a quick
blast across the river. Sailing certificates followed, proudly
presented by the club Secretary.
What can we arrange for next year? Canoeing, surfing,
adventure trials? Any suggestions please let me know.
Charles Whaley
Regional Care Adviser - Cornwall and Devon
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South West Family Day
The 5th South West Huntington’s Disease Family Day
was held on Saturday 7th June 2014 at BAWA, Bristol.
It was another well attended event, made possible by the
amazing speakers, volunteers, helpers and of course, the
families! A BIG thank you to BAWA for organising the conference
rooms, workshop rooms and IT, also the refreshments, the
cooked lunch and afternoon cake were a big talking point.
The Bristol Branch organised another amazing raffle – thank
you to those who all supported the raffle, it raised over £500.
Cathy Yeates from Stanley House won the mountain bike which
was being re-raffled again for HD! Special thanks to Cliff for
putting the mountain bike together and Performance Cycles
for donating the cycling helmet. Many, many special thanks go
to all our sponsors (John James Foundation, Barnwood Trust,
Lions) for making this very special event happen. The positive
comments about the venue, food and cake was tremendous!
A special BIG thank you must go to Sarah for the fundraising
she has done for the HDA, she raised over £2,000 from the
disco she had organised in February this year. Sarah attended
the Family Day and came with the most beautiful homemade
cupcakes she brought to sell in aid of HD; they were works
of art!

Special thanks to Adam Cho for running his Young People’s
Event and to all the helpers who helped with the crèche for
the little ones. A BIG thank you to Glenn and Karen Fleetwood
for doing the morning session with the crèche and a BIG thank
you to Glenn and Aga for helping with the afternoon session
with the little ones – a lot of paint and glitter was used (I’m
sorry about your glasses, Glenn, with the football!).
One of the Mum’s wrote: “Thank you for the Family Day
Saturday - a great day was had by all, especially the boys who
want to know when they can come out to play with your son
and daughter in law again!”
Very positive feedback about the workshops held in the
afternoon was received, so thank you to all those who helped
run those sessions.
See you in 3 years at the next Family Day…..
Take care,
Carol Dutton
RCA – Gloucestershire, Oxfordshire, Bristol & South
Gloucestershire

We all love a good wedding
In January, I was approached by the mother of a
resident (Mandy) at Millaton Court, Kernow House,
Launceston, Cornwall.
She was asking if
it was possible to
hold a wedding
reception for her
granddaughter
Jazmin, at the
nursing home. We
happily agreed.
I then spoke to
Jazmin a few days
later when she
came to visit. She very much wanted her mum to be a part
of her wedding, but as she lived in Weston-Super-Mare she
felt it was too far for her mother to travel, so thought that
Launceston was the best option.
We went into details as to what she would like, where she

wanted to get married. I approached the local Registry Service
enquiring as to whether we could get a license to hold the
wedding at Millaton Court, but this was declined. Jazmin and
her fiancé, Levi, visited the Registry Office at The Guildhall,
Launceston which is a lovely venue, so it was decided to hold
it there on 14th July 2014.
This gave us 5 months to organise the event. The day was a
complete success, the weather was good, I was so afraid it
would rain, as we were holding the reception in the garden.
There were 30 guests, the catering was done in house, the
bride’s father arranged the cake, and a member of the care
staff made a selection of cupcakes. The admin staff decorated
the entrance with balloons, to welcome the couple and their
guests.
A good time was had by all, and I was exhausted, but I can
now add Wedding Planner and Organiser to my CV.
Jennie Bailey
Millaton Court, Kernow House, Launceston
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HDA Message Board
The HDA online message board has been available
for many years now and provides the opportunity
for people affected by HD to communicate with and
support each other.
If you haven’t used the message board before, or if you
haven’t visited it for a while, you will find it here: http://hda.
org.uk/hda/message-board
Who is it for?
The HDA Message Board is an online facility for people in
the UK whose lives are affected by Huntington’s disease. It is
a forum where people can share experiences and help each
other cope with the challenges of living with HD.

Who can use the message
board?
Anyone (preferably UKbased, but not exclusively)
can join in and read the
messages at any time,
although if you want to reply
you will need to register. You
will find more information
about the message board and how to sign up for free here:
http://hda.org.uk/hda/message-board.

Services for Juvenile Huntington’s
Disease
Most people develop Huntington’s disease (HD) as adults. There are rare cases of HD starting before the age
of 20 years.
Are you looking after a young person with Huntington’s disease? We would like to hear from you, even if your
relative is now over 20, as long as problems started before 20.
We are working with researchers in the NHS to find what services are being used when a young person develops
HD and we want to find ways of improving those services.

If you would like to help or have more information please contact: Rachael Cann on telephone 0114 2717025.
Or you can ask your Regional Care Adviser to help get information for you.
Or complete and send in the reply slip below:

✂
Services for Juvenile Huntington’s Disease
To Rachael Cann
Department of Clinical Genetics
Sheffield Children’s NHS Foundation Trust
Western Bank
Sheffield
S10 2TH

I would like more information about this study.
Name:
Address:
Telephone No:

TRAIN-HD Final Study Report
May 2014

Overview of research activity
This is the final report for the research study “Task-related
TRAINing in Huntington’s Disease” or “TRAIN-HD”, which aimed
to evaluate the feasibility, acceptability and potential benefit
of a home-based physiotherapy intervention programme
targeted for people with early-mid stage Huntington’s disease
(HD).
Recruitment was completed in April 2013 and the last
participant completed the study in August 2013. Thirty people
with mid-stage Huntington’s disease were across 6 UK sites. Of
these 30 individuals, 15 people were randomly allocated to the
control group and were asked to carry on as normal. The other
15 people were allocated to the physiotherapy intervention
group. Recruitment per site was as follows: Birmingham (4);
Cardiff (7); Sheffield (4); Oxford (5); Manchester (5); and
London (5).
The study team has conducted regular monitoring of the
assessments and interventions being delivered at each site
to ensure that processes are carried out in the same way
across the UK. The data has also been monitored for quality
by checking the paper forms that the information collected
during assessments is written on against the main study
database. Regular study management group meetings were
conducted as appropriate. For the purpose of externally
monitoring study procedures and information collected by the
study, we have had the oversight of an independent study
steering committee.
We have completed data analysis and have written up and
submitted the final study paper for publication to the Physical
Therapy Journal and we have submitted an abstract about
the study results for the forthcoming EHDN plenary meeting
in Barcelona. On 7 March, 2014, we conducted a one-day
Dissemination event in Cardiff, UK, and invited all individuals
at each of the sites who contributed to the study, as well as
HDA Care Advisers and members of staff at Cardiff University.
During this event, we presented the findings of the study
and discussed clinical implications as well as suggestions for
future research in this area. A copy of the presentation was
emailed to all of the sites and study team members, including
those who were unable to attend in person, following the
Dissemination event.

Abstract
Background: Task-specific physiotherapy training may
be a suitable intervention to address mobility limitations in
people with Huntington’s disease (HD). Objective: We
aimed to assess feasibility and safety of goal-directed, taskspecific mobility training for individuals with mid-stage HD.
Design: This study was a randomized, blinded, feasibility
trial; participants were randomized into control (usual care)
or intervention groups. Setting: This multi-site study was
conducted in 6 sites. Patients: Thirty individuals with midstage HD (13 male; mean (SD) age: 57.0 (10.1) years) were

enrolled and randomized. Intervention: Task-specific
training was conducted by physiotherapists in participant’s
homes, focusing on walking, sit-to-stand and standing, twice
a week for 8 weeks. Goal attainment scaling was used to
individualize the intervention and monitor achievement of
personal goals. Measurements: Adherence and adverse
events were recorded. Adjusted between-group comparisons
on standardized outcome measures were conducted at 8
and 16 weeks to determine effect sizes. Results: Loss to
follow up was minimal (2); adherence in the intervention
group was excellent (96.9%). Ninety-two percent (92%) of
goals were achieved at the end of the intervention; 46%
achieved much better than expected outcome. Effect sizes
on all measures were small. Limitations: Measurements of
walking endurance were lacking. Conclusions: The safety
and excellent adherence to a home-based, task-specific
training program, in which most participants exceeded goal
expectation is encouraging given the range of motivational,
behavioral and mobility problems seen in HD. The design
of the intervention, in terms of frequency (dose), intensity
(aerobic vs anaerobic) and specificity (focused training on
individual tasks) may however not have been sufficient to
elicit any systematic effects and thus a larger scale trial of this
specific intervention does not seem warranted.

Background
The potential benefits of physical activity and physiotherapy
has been subject to increasing attention in early to mid-stage
HD with promising results. One recent study has focused
on aerobic exercise delivered in community gyms alongside
an independent walking programme with some indication of
benefit and two home-based intervention studies specifically
using DVD and video technology provide further support
for the potential impact of physiotherapy interventions. No
controlled studies to date have however evaluated physical
interventions specifically in people with mid-stage HD, who
have more significant balance and walking problems and hence
may need support to adhere to the required intervention.
The purpose of TRAIN-HD was to evaluate the feasibility,
safety and potential benefit of an individualized, task-specific
physiotherapy programme designed to address limitations in
functional mobility commonly seen in people with HD. A key
component of this approach was that it was individualised,
providing one-to-one therapy with tailored progression specific
to a person’s particular activity limitations.

Study Results
One hundred and eight individuals with HD were sequentially
screened for potential recruitment to the study. Of these,
30 (28%) did not meet the inclusion criteria, and 48 (44%)
declined participation. Thirty participants (13 male; mean (SD)
age: 57.0 (10.1) years) were recruited into the trial, with a
recruitment rate of 28% (recruits from eligible participants).
Fifteen each were randomly allocated to intervention and
control groups. The CONSORT flowchart is provided in
Figure 1.
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Out of 30 participants who enrolled in the trial, 28 completed all
three assessments. Two participants in the control group were
withdrawn from the trial; one was lost to follow up and one
was unable to complete the minimum data set during the first
assessment despite meeting the inclusion criteria. Of the 15
participants who were randomly assigned to the intervention
group, there was 100% retention; all 15 participants completed
the intervention. The average adherence rate, defined as the
percentage of completed training sessions out of a possible
maximum 15, was 96.9% (mean (SD) number of sessions
completed over the 8-week period was 14.5 (1.3)).
A total of 1 serious adverse event (intervention group
participant) and 5 adverse events (4 intervention group

Figure 1
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and 1 control group participant) were reported throughout
the duration of the trial. The serious adverse event was a
hospitalisation due to a fall in the middle of the night, and the
participant was not found until morning when she was taken
to hospital and subsequently released. For the five adverse
events reported, 2 of these were falls, 2 were slips and 1
was a change in behaviour requiring medication change. For
the 3 falls recorded in the intervention group (including the
serious adverse event), one occurred just at the end of an
intervention session, when a participant was going to sit down
in a chair and fell to the floor. This did not result in injury, and
was categorized as unrelated. All other adverse events were
categorized by the respective site PIs as unrelated.

Participants worked with the therapists to set specific goals
for the intervention using Goal Attainment Scaling (GAS). Each
participant identified between 2 and 5 goals (median number
of goals per participant was 3; a total of 50 goals were set
across the 15 participants). The most common type of goal
was related to walking or stair climbing; all participants chose
at least one goal related to this functional area. Ninety-two
percent (92%) of the goals were achieved at the end of the
intervention period, with 46% being achieved at much better
than expected outcome.
In terms of potential benefit, at Assessment 2 there was no
clear evidence of treatment benefit but the results from the
post intervention assessments suggested that the participants
highly valued the intervention.

Discussion
Here we report for the first time data from an 8-week feasibility
trial of a task-specific, home-based training intervention in
individuals with HD that was designed to be concordant with
theories of motor learning and skill acquisition. The results
of our study suggest that this task-specific intervention is
feasible and safe. The retention rate for those enrolled in the
study was extremely high, however almost half of the potential
participants approached for the study were not interested (see
Figure 1). While we did not formally gather information about
why participants refused to enrol, we suspect lack of interest
in exercise/activity and other time commitments to be the
major factors. For those participants in the intervention group,
adherence was excellent, and self-reported adherence to the
home program was also remarkable. With respect to safety,
falls and slips were documented, which is not unexpected
in people with HD, and reports of fatigue were noted. The
higher number of adverse events in the intervention group is
not necessarily unexpected because these participants were
seen twice a week, which increased the likelihood of recalling
an adverse event such as a fall. Control group participants
were not contacted between assessments, and thus relied on
memory to recall incidents, which we recognize is an inherent
limitation. While the number of falls was not a specific outcome
in this study, in future studies it would be important to look
more specifically at falls using similar diaries in both groups.
Fatigue has not previously been reported in people with HD,
and is also worthy of further investigation to determine its
relation to exercise and activity.
The training was delivered twice a week over 8 weeks by a
physical therapist in each person’s home, which we believe
had two important benefits. First, it is likely to have improved
the retention and adherence by eliminating the need for
participants to travel to a centre. Certainly the retention in this
trial was far greater than a previous study conducted by our
group, which required travel both to assessment and exercise
centres. Second, physiotherapy provided in the home setting
is by nature context-specific, and is likely to be more relevant
and meaningful to the participant to promote more effective
outcomes with improved goal setting.

mobility. However, the intensity, in terms of both frequency of
practice sessions (dose) and intensity of the sessions may not
have been sufficient to elicit a systematic effect that would
be evident across a range of outcome measures. We can see
that of the multidisciplinary intervention studies conducted
by other groups, most of the interventions were either more
intense or were conducted for longer durations. Typically
these rehabilitation interventions have generically addressed
impairments in physical fitness, strength, balance and walking.
None of the above interventions have been specifically
targeted or developed with a view to either incorporating
training activities in relation to specific deficits seen in HD.
It has been suggested that aerobic exercise in combination with
goal-directed training in individuals with neurodegenerative
diseases, such as PD, has the potential to improve motor
functioning through experience-dependent neuroplasticity.
Future studies in HD should therefore incorporate not
just greater intensity, but also specifically directed activity
to facilitate improved brain health (e.g. via increased
vascularization and neurogenesis) as well as modification of
neural circuitry resulting from directed motor activities. The
structure of the program in this study was such that while the
range of tasks (sit-to-stand, standing balance and walking) was
standardized across participants, the intervention programs
were individualized so that specific areas could be addressed.
These were reflected in the goals, which served as both a focus
to the intervention and a measure of success of the sessions.
This approach may in fact be optimal in complex diseases
such as HD and Alzheimer’s disease, in which a one-size-fitsall approach to management may not be most efficacious.
We therefore might not expect systematic change in similar
outcome measures, but rather individualised improvements in
targeted activities, as seen in this study.
As physical interventions receive more attention in the field of
HD, it is critically important to clearly define all of components
so as to fully elucidate aspects of the intervention that have
the potential to induce the most benefit. The nature of the
movement disorder and the cognitive limitations that may
impact on skill acquisition and motor learning along with the
frequent behavioural issues mean that developing interventions
are all the more challenging. We have now developed and
evaluated a well-defined intervention that incorporates a taskoriented approach, and focuses on repetitive practice of specific
skills. The intervention is also goal- directed, and hence may
be appropriate to address limitations in functional activities
that occur as both a primary effect of the disease process,
as well as secondary to inactivity and disuse. Future studies
should consider intensity, frequency and duration of practice
to achieve a well-defined intervention that incorporates both
aerobic training and goal-directed activities, so as to optimize
the potential for neuroplasticity and sustained benefits in
functional activities.

Submitted on 23 May 2014 by Dr. Monica Busse
(Chief Investigator) and Dr. Lori Quinn (Co-Investigator)

Despite the neurodegenerative nature of HD, participants were
able to demonstrate attainment of meaningful goals related
to mobility tasks. This provides support of short episodes of
care over the time course of the disease, which may focus on
specific problems in order to maintain or improve functional

21

Huntington’s Disease Association

Enroll HD – Information for families
Enroll-HD (http://www.enroll-hd.org) is a brand new worldwide
observational study which has now taken over from the
REGISTRY study which has recently closed to recruitment.
Enroll-HD is a study which aims to accelerate the development
of therapies for HD by collecting more uniform clinical data and
biological samples to better understand the natural history
of HD. The study will build a comprehensive and extremely
valuable database of information which will be available for use
by HD researchers worldwide. “Enroll-HD will also be used for
identifying which volunteers may be suitable for forthcoming
treatment trials.”

whether or not they show signs and symptoms of the
disease.
•

Individuals who are at risk of developing the disease (but
have not undergone genetic testing)

•

Individuals who have a family history of HD but know they
do not carry the expanded gene.

•

Spouses/partners (not blood-related) of family members
with HD

•

Children under the age of 18 with clinically diagnosed
juvenile HD may be included in this study with the consent
of a parent or legal guardian.

For more information about the differences between EnrollHD and REGISTRY, there is an article on the HD Buzz website
which provides a more detailed overview (http://en.hdbuzz.
net/005)

(* There are some restrictions based on medications being
taken, your Enroll-HD site can advise further.)

Getting involved:

How do I get involved?

Who can take part?
Any member of a family affected by HD can take part.*
This includes:
•

Individuals who know they carry the expanded gene,

There are currently 14 study sites in the UK, if you already
attend a specialist clinic you can contact them and ask about
involvement. Otherwise please look for your closest centre
from the list below:

Birmingham & Solihull Mental Health NHS
Foundation Trust
Edgbaston, Birmingham B15 2FG, UK
Phone: +44 121 301 2068
Principal investigator: Hugh Rickards
Coordinator: John Piedad

Royal Devon and Exeter NHS Foundation Trust
3rd Floor Noy Scott House, Barrack Road, Exeter EX25DW
Phone: +44 1392 406979
Principal investigator: Timothy Harrower
Coordinator: Sarah Irvine

Glasgow Clinical Research Facility
Level 5, Institute of Neurological Sciences, Southern
General Hospital, Glasgow, G51 4TF, UK
Phone: +44 141 232 7600
Principal investigator: Stuart Ritchie
Coordinator: Catherine Deith

Leeds Teaching Hospitals
Department of clinical genetics. 3rd floor Chapel Allerton
Hospital, Chapeltown Road, Leeds LS7 4SA
Phone: +44 113 3924862
Principal investigator: Emma Hobson
Coordinator: Alison Kraus

Leicestershire Partnership
Mill Lodge - Mill Lane, Kegworth DE74 2EJ, UK
Phone: +44 1509 561615
Principal investigator: Julia Middleton
Coordinator: Caroline Hallam

The Walton Centre
Neuroscience Research Centre - Fazakerley, Lower Lane,
Liverpool L9 7LJ, UK
Phone: +44 151 5295668
Principal investigator: Rhys Davies
Coordinator: Louise Pate
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Guy’s and St Thomas’s NHS Foundation Trust
Guy’s Hospital - HD Clinic, Genetics Dept, 7th Floor
Borough wing, Great Maze Pond, London SE1 9RT
Phone: +44 020 7848 5355
Principal investigator: Thomasin Andrews
Coordinator: Michael Kelly

University College of London
2nd floor, Ormond House - 27 Boswell Street, London
WC1N 3JZ, UK
Phone: +44 20 344 84056
Principal investigator: Sarah Tabrizi
Coordinator: Monica Lewis

Central Manchester University Hospitals NHS
Foundation Trust
Manchester Centre for Genomic Medicine, Manchester M13
9WL, UK
Phone: +44 161 7012541
Principal investigator: David Craufurd
Coordinator: Dawn Rogers

Northumberland, Tyne & Wear NHS Foundation
Trust of St Nicholas Hospital
Jubilee Road, Gosforth, Newcastle-upon-Tyne, NE3 3XT,
UK
Phone: +44 191 2232740
Principal investigator: Suresh Komati
Coordinator: Jill Davison

Plymouth Hospitals NHS Trust
Leanne Timings - Clinical Studies Officer, Neurology,
Dendron, Mental Health - Room N7 - ITTC Building Plymouth Science Park, Plymouth PL6 8BX
Phone: +44 1752 432047
Principal investigator: Rupert Noad
Coordinator: Leanne Timings

Sheffield Children’s NHS Foundation Trust
Sheffield Children’s NHS Foundation Trust, Clinical Genetics
Service - Western Bank, Sheffield S10 2TH
Phone: +44 114 2717032
Principal investigator: Oliver Quarrell
Coordinator: Alyson Bradbury

North Staffordshire Combined Healthcare
Bucknall Hospital - Neurology Department, Eaves Lane,
Stoke-on-Trent ST2 8LD, UK
Phone: +44 1782 441773
Principal investigator: George El-Nimr
Coordinator: Sue Wood

Avon and Wiltshire Mental Health Partnership
Victoria Centre, 53 Downs Way, Swindon, SN3 6BW, UK
Phone: +44 1793 327896
Principal investigator: Lesley Gowers
Coordinator: Pamela Bethwaite

Awareness Week
11th to 15th May 2015
Our Awareness Week 2015 will take place slightly earlier this year, from 11th to 15th May. Our main focus this year will be on
End of Life Care in Huntington’s disease. The RCA team will be educating and informing professionals on this subject in the
lead up to and during Awareness Week.
We will also be producing an information booklet on End of Life Care, which will be aimed at professionals.
For more information on Awareness Week and how you can get involved, please contact Head Office on info@hda.org.uk.
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Fundraising News
Fundraising update by Ayla Besser, Head of Fundraising
I am pleased to report that we have secured significant funding from both new and existing
Charitable Trusts and Foundations, including the Walter Farthing (Trust) Ltd, John James
Bristol Foundation, PF Charitable Trust, Garfield Weston Foundation and The Freemason’s
Grand Charity to name but a few. Most recently we have been making new approaches to
Community Foundations (CF’s), and have successfully secured grants of up to £10,000 in
support of a number of our RCA Service areas.
We continue to target Lead Commissioners within Local Authorities and within the new CCG framework. And
although this source of income has significantly reduced over the years, it still provides a substantial income for
the Association, totalling in excess of £100,000.
Moving forward we are keen to promote our work within the Corporate Sector, and are receiving considerable interest from businesses
that are keen to adopt the Association as their Charity of the Year. Following on from last year’s successful partnerships, I am pleased
to report that we are the nominated Charity of the Year for both Square One Resources and ‘allday PA’. We hope to further develop
this area of fundraising over the coming year.
Income from events fundraising has continued to rise significantly, and now contributes to more than a quarter of the Association’s
income. We were successful in securing Great North Run places from Nova International last year, and on 7th September we had 18
volunteers taking part in this iconic event, raising in excess of £5,000. We hope to make this an annual event for volunteers in the North
and have submitted a request for further places for next year. We are currently short listing runners for the 2015 Virgin Money London
Marathon, which will be taking place on 26th April 2015, and would welcome volunteers to come along and support our HDA runners.
We are inspired and amazed by the continual rise in the number of people who are undertaking adrenaline filled events on our behalf,
such as parachute jumps, sky diving, tough mudder events, assault courses and marathons. Most recently, volunteers have also
signed up for events such as the Running Bug Great Wall of China, and a solo expedition to the South Pole in an attempt to break the
speed record.
We are inspired and amazed by the continual rise in the number of people who are undertaking adrenaline filled events on our behalf,
such as cycle rides, concerts, fun days, quiz nights, supermarket collections and coffee mornings.
Thank you so much.
Ayla Besser
Head of Fundraising

Carol’s Ice Bucket Challenge for the HDA
In August I did an ice bucket challenge, where I had a bucket of iced water thrown over my head! I had to nominate 3 other
people to do the same and we all dedicated it to HD awareness, receiving donations from family and friends too.
Carol Snijder
Northamptonshire Support Group
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Glenside’s Bric-a-Brac sale
Glenside staff organised a “Bric-a-Brac” sale in The
Maltings in Salisbury, raising funds of £136.33 for The
Huntington’s Disease Association (HDA). The event
was supported by service users and their families.
People who visited the stall generously donated to this worthy
cause and several had experience of Huntington’s disease,
which is a hereditary disorder of the central nervous system.
Glenside, the South Newton based specialist provider of
neurological rehabilitation works in partnership with the HDA
to ensure staff are trained to provide the appropriate level
of care for people with progressive neurological conditions.
An individualised treatment plan is developed, with specialist
activities and equipment available, taking place within an
enriching and stimulating environment.
Glenside Staff

Your Donations Are Worth More
with Virgin Money Giving
Virgin Money Giving is 100% not-for-profit, which means more of your donations come to the
Huntington’s Disease Association.
The Huntington’s Disease Association has so far raised £104,608 this year, compared to £89,485
this time last year.
So far this year 125 new pages have been created, compared to 94 this time last year.

Virgin Money Giving offers volunteers the chance to enter
brilliant competitions!
For more information please visit the Virgin Money Giving website:

www.VirginMoneyGiving.com

Or
Contact Hannah Longworth Event Support Co-ordinator
Direct Line: 0151 331 5445
Email: events@hda.org.uk
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Dawn and Alex’s Three Peaks Challenge
It was definitely what you would call ‘a challenge’, but
we couldn’t have asked for better weather, views and
company - it was certainly a different way to celebrate
our wedding anniversary!
We were in a group of 28
from all over the country and
we set up camp in Horton in
Ribblesdale on the Friday night,
made dinner for all, had a scary
briefing session with the team
leader, got little or no sleep that
night to be ready for a 5.30am
wake-up call!
We then set off for the day at
7.30am after packing up tents
and breakfast, heading firstly
to Pen Y Ghent. It was already
hot when we started and this
was our first foray into the
relentless uphill and downhill
that was to follow. It was a steep climb to the top but all in
all felt pretty good at 8.45am! Then, after descending Pen Y
Ghent, began the LONG uphill trek to the base of the second
peak, Whernside, passing the famous viaduct on the way.
Seeing the peak in the far distance was a bit daunting, but
was funny to see the hillside packed with tiny little dots that
would eventually be us when we reached the top. It was
pretty busy at some points on the trek!
I think it was about 3pm ish when we got to the top and the
descent was really hard going – I never thought we would
say that downhill was harder than uphill but it’s true! We

got to the bottom of the last
peak, Ingleborough, and this
was the real challenge as it
was the steepest and most
hairy of the 3 and by this time
legs were getting wobbly and
it was still so hot and humid.
We clambered to the top with
obligatory photo opportunities;
by then I think it was about
6pm and then we had the
arduous journey home to base
camp.
A couple of stumbles and
energy bars later and we
were back.
Fortunately,
our flirtation with canvas and orange squash was then
behind us and we repaired to the all-round comfort of
a Yorkshire hostelry to celebrate with our new found
walking buddies.
Well we can’t thank everyone enough for their support. It really
means so much - we have raised so far £2,111 (£2,338.50 with
gift aid)!! We’ve more to come for the Huntington’s Disease
Association which is just fantastic and the money raised will
go to much needed research and to fund the Regional Care
Advisor in Chris and my sister’s region.
Hopefully, we have also raised awareness about this disease
and the work of the HDA which needs all the support it
can get.
Dawn and Alex Brown

Emily Beebee’s Iron Bridge Half Marathon
I had an amazing run and completed my 13 miles in 1
hour 51 minutes. It is one of the toughest half marathons
due to the mix of road and off road as well as downhill for
the first quarter, then levels out, and the last 1/3 uphill to the
finish.
Emily Beebee
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Pete the Stamp Man

I, with the help of my wife Sue, have been collecting stamps to raise funds for
Huntington’s Disease Association with the help of friends and you, the generous
general public.
Sometimes the stamps come by the dozen or by the bin liner, once I even picked up nineteen bin
Just a little note
If possible can you leave liners full which took some time to sort out. (I will, if possible, pick up the stamps if local). I sort
the stamps out in my spare time, which I do most mornings from 5.30 to 7.30 am just before
a quarter of an inch
around the stamp when
I start work at 8 o’clock. Then at night times and weekends. The stamps are sorted into the
cutting them.
categories required by the wholesaler who gives us a price for them. In the sixteen years in which
I have been collecting them we have made about £53,000.00 so far. When sorting the stamps out it is surprising what
you find, i.e. I.O.U’s, passport photos, death certificate, sewing needles, shopping lists, vouchers, Esso tokens, buttons,
flower seeds, coins, pills – anything. When we sell the stamps to the wholesaler he then sells them on to other dealers.
W.H. Smiths for other stamp collectors, plus overseas dealers.
So please keep sending the stamps in envelopes or by the bin liner we don’t mind how many you send
because it all helps to stamp out Huntington’s disease. Please ensure that you weigh your parcel/
envelope before sending and use the correct postage accordingly. Please also include a note with your
telephone number in the envelope so that I can acknowledge receipt.

Please note that we have recently moved!
Please send your stamps to our new address:
Pete Osborne, 40 Oakhurst Road, West Moors, Ferndown, Dorset BH22 0DS

Other volounteers we would like to thank...

Scroll of Honour
On behalf of everyone here at the Huntington’s Disease Association we would like to say a massive
thank you to every single one of our fundraisers. Your hard work, support and amazing fundraising
makes such a difference.

The list below is a small selection of fantastic people who have supported the Huntington’s Disease Association
in the last six months:
•

Alex Ainscough ran in the We Love Manchester 10k and raised £185.45

•

Megan Clish took part in Stonehenge to Avebury Trekathon and raise £393.70

•

Alicia Fountain organised a rave and raised £231.57

•

Richard Letts held a night at his local pub and raised £500

•

Elizabeth Doughty took part in a West Highland Way Walk and raised £1,144.23

•

Michael Sneath took part in a London to Paris Cycle and raised £419.41

•

Trish Thompson took part in the Edinburgh Marathon and raised £300

•

Julie Baker took part in the Arley Hall Summer 10K and raised £386.01

•

Charlotte Fenton took part in a skydive and raised £2,673.88

•

Julie Clayton organised a coffee and cake afternoon and raised £800

AN ENORMOUS THANK YOU TO ALL THOSE WHO HAVE TAKEN PART IN FUNDRAISING EVENTS BUT
ARE NOT LISTED HERE. YOUR SUPPORT MAKES A TREMENDOUS DIFFERENCE TO OUR WORK.
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George and Gary cycle the length of Wales
George Thorman from Burscough in Lancashire and
his son Gary cycled the length of Wales in August in
memory of his wife, and Gary’s mother, Julie, who
died of Huntington’s disease in 2012.
“I first had the germ of an idea for it about 3 years ago but
with one thing or another I didn’t do anything about it even
though it was still there in the back of my mind. I turned 70 in
February this year and I thought if I don’t do it now I probably
never will. So I went public with the idea (strange how the
pressure comes on as soon as you go public) and Gary said
straight away that he would come with me. Most length of
Wales cyclists go from Holyhead to Cardiff but we decided we
wanted to do something different so we chose to go from the
southernmost tip to the northernmost tip as that would truly
be the length of Wales.
Gary goes mountain biking regularly, so was already well on
the way fitness wise but my legs and lungs needed far more
training as all they had been used to was cycling 12 – 15 miles
along the lanes of West Lancashire, which is fairly flat. So
in March I started and gradually increased the daily mileage
until, at the end of May, I managed the target of 50 miles, with
stops for coffee and cake and a rest of my bum (how these
long distance riders manage it on that very narrow saddle I’ll
never know). Then it was a case of increasing the strength
and stamina by cycling on hills (Wales is well known for them)
until, in August we were ready and off we went on 13th August
in order to start on the 14th.
We had done some publicity beforehand by having flyers
printed etc. and sending them out to various places – with
thanks to Peter Morse of the South Wales Branch and Lynn
Huws of the North Wales Branch - and it worked as, before
we started on the first day, the Welsh television channel S4C
came to interview us which raised awareness of Huntington’s
disease and the event to a greater audience than we otherwise
would have.
The first day to Llandeilo was eventful for two reasons, both
of them thunderstorms. I’ve never known rain like it on a
bike, which made us question our sanity for riding through it.
We got to our rest stop at Neath absolutely soaked through,
even with waterproofs. The second day to Aberystwyth,
which was always going to be the toughest as it is so hilly,
we managed quite well as we didn’t have to get off and push
once so we were quite pleased with ourselves. The third day
from Aberystwyth to Harlech has a stretch on it, between
Machynlleth and Aberdyfi, which is narrow and twisting and
quite dangerous for cycling so we had arranged beforehand
with the Commodore of the Aberdyfi Yacht Club to pick us
up in their RIB (rigid inflatable boat) at the south side of the
estuary and take us across, which surprised a few people on
the beach at the other side seeing bikes being taken off a RIB.
Our heartfelt gratitude to Commodore Bob Usher.
On the fourth day’s ride to Caernarfon, we stopped at
Porthmadog and met up with my brother and his family and
walked the length of the high street with collecting buckets.
With that and with people who recognised us from the TV
programme also giving, we did quite well. Then it was the
last day to Llanlleiana Head and the weather turned against
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us again as we had a strong headwind all the way through
Anglesey such that we had to pedal downhill as well as up.
We were met by Lynn Huws, who had come to cheer us on,
which was nice of her. We managed to get to the top of the
Head and my family were there to greet us with hugs and
kisses. A bottle of champagne appeared (how they got that
up there I’ll never know) and we were presented with medals
(someone’s been busy) which all added to a tremendous
feeling of euphoria and achievement. The dragon was slain.
At the time of writing this, the total figure raised was £4710
(inclusive of gift aid) and we’re waiting for a couple of corporate
donations to come in which should make a total in excess of
£5000. This has completely overwhelmed us and far exceeded
our expectations. People’s kindness and generosity has been
quite humbling. A huge, huge thank you to all. Not just the
donors but those who helped with the event as well.”
George & Gary Thorman

Great North Run 2014
The Huntington’s Disease Association would like to
thank everyone who took part in the 2014 Great
North Run on our behalf.
The total raised so far is £5,901.47
Below is a list of our runners and their finishing
times.
Congratulations one and all!
Ellis Kerton

2:11:30

Edwin Kerton

2:37:57

Stewart Kerton

2:11:29

Vicki Finnegan

2:50:13

Kelly Tomlinson

2:16:03

Dale Joint

2:43:24

Daniel Watson

2:50:14

Nick Parry

2:24:47

Barry Crowe

2:31:38

Stephen Cooper

1:50:26

Anna Talbot

3:04:00

Wendy Brown

3:23:43

Kate Brown

3:11:53

Manpreet Varraich

3:12:54

Paul Reed

2:30:34

Zoe Campbell

2:45:06

Manpreet Varraich

Stephen Cooper

Anna Talbot and Zoe Campbell

Dale Joint

Ellis, Eb, Stewart Kerton

Kate and Wendy Brown

Kate and Wendy Brown

Kelly Tomlinson

Stephen Cooper

Vicki Finnegan and Daniel Watson
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Harriet’s Tough Mudder
Harriet took part in Tough Mudder Yorkshire on Saturday 2nd August. Harriet
has raised well over £400 for the Association.
Harriet Wilkes

Hayley’s 5 Marathons in 5 Days Challenge
After months of training it was now time to set off on
the 5 in 5 Challenge. I was nervous and apprehensive,
but also a little subdued by the fact that I was “merely
going for a run”.
I had a great send off from friends and family at my house
in Chester on Monday morning where Steve and I left bound
for Whitchurch, Shropshire. The weather for the entire week
was blissful and really made the running more enjoyable as
the sun would be out and we were plodding our way through
the countryside.
I can honestly say that it was one of the best weeks of my
life and I would do it all again in a heartbeat. The first day we
completed in 5.17 hours which was spot on where I wanted
to be time wise, and everything felt good and we were raring
to go again the next day. On Tuesday we were making our
way to Shrewsbury, which again saw another fantastic day of
running, with us finishing in 5.20 hours, I was made up that I
had done 2 back to backs and only 3 minutes apart (although
time had nothing to do with it, it added a mental boost that it
was going well).
Wednesday saw us up early and ready to tackle the route
down to Craven Arms. Everything was all fine and going well
until we hit about 9 miles, when my left knee really started to
feel uncomfortable, the next few miles were a mix of running
and walking and trying to figure out what was happening with
my knee. I managed to get it wrapped and supported as best
I could and hobbled on. It was a much harder day and I was
surprised by a much needed visit from my Mum once at the
hotel, the day saw us finish in 6.20 hours. I was nervous after
today’s run as to what my knee would be like tomorrow as it
had started to swell and was quite sore to walk on. Needless
to say I iced it up and rested for the evening.
Thursday didn’t go too well; I managed the first 4 miles in
discomfort and then I was in too much pain to carry on. This
day really tested my character as I had to walk the majority of
the way, and felt my frustration building with every step that I
took, with the pain in my knee growing. My step Dad proved
to know me well as he kept me hobbling on and kept my
head up. We made it through the half way mark which saw a
change of kit (we had run the first 2 and half marathons in the
Huntington’s vests) now we were completing the last 2 and
half in St Michael’s Hospice t-shirts. This saw my spirit lift a
little and I reminded myself why I was doing what I was doing,
and that it wasn’t about me but all those I was raising money
for and to help. Spurred on I mastered a slight shuffle/hobble
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style run for the majority of
the last 13 miles. We arrived
into Leominster in 7.30 hours.
A great welcome from my
partner and her family, who
were not only there to help me
celebrate my birthday, but I
was also being joined for the
last marathon by my partner’s
Dad.
There was a bit of scepticism
as to whether or not I would
make it through the last day,
my knee was now twice the
size and not feeling any better. This manifested my frustration
as mentally and physically elsewhere I felt and knew I could
easily have completed the last day with no difficulty, if it wasn’t
for the knee. Still I knew I had a job to do, and I knew it was
the last day so I would go for it, as I would have the rest of
the following week to mend!
On Friday morning I was full of nerves as I was very dubious of
my knee and I really did not want a repeat of Thursday where
I was walking and fighting with myself to carry on. A sending
off from more friends and family and the two Steves and I
were off, homeward bound! My knee was strapped to the hilt
in tape and compression wraps and I was off; no matter what
today brought I was going to shuffle on and complete the last
leg, and I did.
Friday was by far one of the best days; my knee seemed to
be holding up and allowing me to carry on with my new found
running style, much to the Steves’ amusement. Half way saw
us take a much needed break and have some food and fluids.
Once I had broken the 20 mile mark every step taken after
that was one step closer to home and one to completing this
mammoth challenge.
As I came to the brow of my Mum’s road along Bradlow I
could see there was a hefty welcome party; friends and family
from all over had travelled to see me finish which brought a
much anticipated lump to the throat and tear to the eye; I was
nearly there. I shuffled on down the hill and made it through
the makeshift finish line, to an explosion of champagne,
cheers, hugs and kisses. I had made it in 6.20 hours; I was
more than happy.
I loved every second of the week, the highs and the lows
and the time spent with my step Dad. I was in my element

of running amazing roads,
through amazing countryside
with amazing weather, and
all the way I knew I was
making a difference for
someone somewhere with
the money raised. I saw an
overwhelming amount of
support from friends and
family with well wishes and
words of encouragement
when needed. I had fantastic
support from my Mum and

partner in making sure I was always ready and at my best for
the following day and my step Dad, Steve, was my rock when
needed.
The 5 in 5 Challenge has seen a total of £3500 raised, which
was well over what I had initially expected, and money is still
coming in from people. I can not express my thanks enough
to all who have donated and raised money towards these
causes and I know that my two charities; St. Michaels’ Hospice
and the Huntington’s Disease Association Merseyside Branch
will be massively appreciative of the money also, which is to
be split 50/50.
Hayley

Jessica Blissett’s Skydive
The skydive was amazing!
I upgraded my jump from 11,000ft to 15,000ft to go the
extra mile, and it was the best experience ever! I want to
fundraise more, it was an amazing experience. I enjoyed the
proud moment of achieving something to raise money and
awareness of Huntington’s disease!
I’ve raised £609 so far, including offline donations.
Jessica Blissett

John’s Prudential Ride London-Surrey 100
In my early 40s I decided I was going to run a
marathon by the time I was 50.
I had a go at running but found
it a struggle and abandoned
that idea. In mid-2013 though
I re-discovered an interest in
cycling and, after seeing the
Prudential RideLondon-Surrey
100 event on TV and hearing
that my wife’s cousin had taken
part, I realised that it might be
quite an interesting challenge
for me. I entered the ballot
in August and started training
for it, not knowing whether I
would get a place. Given that
the furthest I’d ever cycled at
that point was 15 miles (nearly
35 years earlier), and the event
was 100 miles it was going to
be quite interesting!
I found out in January that I’d
got a place for the event on the 10th August, so it was time to
start training in earnest and to decide which charity to raise
funds for. I felt that some of the obvious options would already
have hundreds, if not thousands of people raising money for
them and, as my wife works in a specialist care home for
Huntington’s disease, she told me about the Huntington’s
Disease Association and the Huntington’s Disease Youth

Organisation. To that point I was not really aware of the
causes and implications of Huntington’s disease. After a bit of
research I found out how significant the risks of inheriting the
disease were, and I realised how difficult it must be to have to
live with the disease or the prospect of developing it, making
this seem like a very worthy cause.
My training continued through the spring and summer and, as
the miles I was cycling went up, my weight was coming down!
I had been quite overweight to start with but managed to lose
around 3½ stone during training.
As the date of the event approached things weren’t looking
too good; the forecasts were suggesting that the tail end of
Hurricane Bertha would be passing over London and Surrey
on the day of the event!
On the morning of the event I had hoped that we were going
to be lucky as the weather when I left my hotel was not that
bad but, as I arrived at the start point, I heard that contingency
plans had been put into action and the two big hills on the
course, Box Hill and Leith Hill, were going to be bypassed due
to the descents being too dangerous for that many cyclists.
This was a bit of a disappointment, as it shortened the route
to 86 miles, but I certainly had not been looking forward to
coming back down the hills, especially as my wife’s cousin had
crashed on Leith Hill on a damp training ride only 3 weeks
earlier.
It wasn’t long after crossing the start line when the rain started
to fall. By Walton-On-Thames it was torrential and there was
still a long way to go! Eventually though it started to brighten
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up as we headed towards the finish in The Mall and, although
I’d been absolutely soaked earlier, I’d started to dry out by
then. I felt surprisingly good towards the end and sprinted
towards the finish line to complete the 86 mile course in 5hrs
12 minutes and 21 seconds; a time I was delighted with.
Through my Virgin Money Giving page (http://
uk.virginmoneygiving.com/jmccabe), as well as direct from
colleagues at both my work and my wife’s, I managed to

exceed what I thought was an ambitious target of £500,
raising a total of around £580 to be split between HDA and
HDYO.
A massive thank you goes out to all of those who have
donated; without their support I’m sure I would’ve stayed in
bed that morning instead of going cycling in that weather!
John McCabe

Luke Wichard’s Month of Mud
The event(s) are a series of mud runs/assault courses
in October.
So far I have paid for 3 (Spartan,
Tough Mudder and Tough Guy). I
have taken part in tough guy twice
already plus other smaller 10k mud
runs such as ‘back to the trenches’.
The reason behind this is because
my family suffer from Huntington’s.
My mum, however, doesn’t so
neither do I. I feel it’s only fair that
I use my health to raise money
for this charity as obviously my
cousins cannot. My cousins are all
that are left. All my 3 uncles and
grandparents have passed away.

I have done assault
courses for charity for
the last few years and
the money I received
has dropped due to
people seeing it as an
annual bill rather than
a one off event. I am
trying to do something
more challenging for
hopefully more money.
Luke Wichard

The catalyst which sparked this event would be my latest and
last uncle to pass away recently (Richard Gulliver). I have
chosen to do as many events as I can afford in October. I’m
hoping to try and get at least 3 if not 4 runs if the dates and
locations don’t clash.

LVS Ascot’s 3 Peaks Challenge
On the 19th August this summer, a group of 11
students and staff from the 6th Form at LVS Ascot
headed to the base of Ben Nevis for the start of our 3
Peaks Challenge.
We set off at 13:50 and made really good pace for the first 45
minutes. Unfortunately one of our team twisted his ankle and
we made the team decision that it would be unsafe for him to
continue. Two of the boys volunteered to help him back down
to the bus before heading back up to meet the rest of us. We
lost around an hour of the 24 allocated to this, but were all
keen to continue and make up the time.
The top of Ben Nevis was a welcome sight – the constant
climb was beginning to make us realise just what we had
signed up for. The weather had closed in, so we didn’t hang
around at the top for long.
The bus was ready and waiting for us at the bottom, our
wonderful drivers had prepared hot food and even though
nothing much was eaten, we were glad to be warm and dry.
We headed off to Scafell Pike in relatively high spirits but a
couple of unanticipated motorway closures and diversions
meant we lost more time.
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We started Scafell Pike at
about 3:30am, whilst the
sky was still pitch-black.
The climb was pretty
uneventful – we couldn’t
see the top at any point
so we never knew how
far we had to go; we
just kept climbing. We
reached the top having
made up a little of our lost time, but we all knew we were still
behind and were eager to get back down. The weather was
pretty bad again; visibility wasn’t much more than 50m, so we
had to take care.
The students made it back to the bus having made up a little
more time, but our mountain leader was struggling with an old
knee injury and whilst waiting for her to make it back down we
ended up losing the time we had gained. Wanting more than
anything just to get the challenge over with, we climbed into
the bus and set off for Wales.
We arrived at the base of Snowdon with 2 hours of the original

24 left. We headed off
and it was apparent early
on that some of us were
more concerned about
the time than others.
We ended up splitting
into 3 groups. The first
group made it up to the
summit of Snowdon with
just minutes of our original 24 hours to spare. The second
group wasn’t too far behind, but narrowly missed the 24 hour

window. The third group was the girls – who had long ago
stopped caring about how long it took and were just glad to
reach the top.
The 3 Peaks was an experience, to say the least. It was a
lot harder than any of us had anticipated, but the sense of
achievement and the money we raised for the HDA more than
makes up for it!
Anna Drape

Mark Armitage and Team Take on the
Tour de Yorkshire

We met up at Leeds town hall at 0700 on Saturday
14th and set off at 0730.

We headed out of Leeds,
through the grounds of
Harewood House, through
Otley, Ilkley and to our first
stop at Addingham. We then
went out to Skipton and
then headed out into the
Yorkshire Dales. Our second
stop was at Buckden where
the gradient started to get
steeper. We then stopped at
Hawes before tackling the
Buttertubs Pass climb which
was really tough. We then
descended into Leyburn for
our next stop. We headed
to Ripon and then towards
Harrogate for the end of
the first day arriving at
Harrogate station at 2025
having covered 128 miles.
We travelled over to York for
an overnight stay and to be
near the start of day two.
On the Sunday we gathered
just after 0700 and set off
from York Racecourse at
about 0745. We headed out
of York and went through
Knaresborough and back
through Harrogate heading
out to our first stop of the
day at 25 miles. After some
well needed bacon and egg
sandwiches we headed
towards Addingham again, climbing the hill at Blubberhouses.
After leaving Addingham we headed towards Keighley, our
second stop of the day, before making our way to Haworth
and tackling the cobbled climb of Haworth High Street.
Several hills followed out of Howarth before we had a four
mile descent into Hebden bridge, our third stop. After leaving

Hebden Bridge we faced Cragg
Vale, the longest continuous
climb in England at over five
miles long. We then headed to
our fourth stop in Huddersfield.
After
leaving
Huddersfield
we faced an undulating route
to Holmfirth before tackling
the highest climb of the day,
Holme Moss, which aside from
being damp and foggy was also
really tough. We descended
Holme Moss and headed to
Langsett reservoir for our final
stop. The last stage involved
more climbing around and
towards Sheffield. Eventually
we descended towards Sheffield
but still had nine miles to go
around Sheffield with the last
climb of the day, Jenkin Road
(33% gradient at one point!),
about 3 miles before the end.
We arrived at the end at 2230,
near the arena, absolutely exhausted but really pleased to
have completed both days and were met with medals and
champagne to celebrate completing our challenge.
As a team we really supported each other and probably
couldn’t have made it without each other. We also had fantastic
support from Nicky, Roz and Oscar who met us at each stop
and topped us up with food and water.
We covered 260 miles in two days and climbed over 19000
feet. Did we find it easy? No way! There were times, especially
at the end of the first day, when we doubted we would be able
to complete the challenge but we did as we had each other
and the thought that we were raising money for the HDA. We
are all really amazed and proud that we managed it.
In terms of fundraising, we raised £2,355.13 in total!
Photos are available at http://picasaweb.google.
com/101446120233765762482/GrandDepartChallenge2014

Mark Armitage
West Yorkshire Branch
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Maura Garrod’s Garden Party
They say a change is as good
as a rest so this year instead
of our usual ‘Cream Tea’ we
decided to open our garden
to the public.
This involved even more hard
work in the garden than usual,
starting in April with baskets
planted up with all manner of
flowers. Trying to make a small
garden interesting is not easy
but with lots of imagination and
numerous quirky ideas I think we
pulled it off.
With over a hundred visitors to the
garden and lots of compliments on
the way, our ‘guests’ sat in the sun
and enjoyed cream teas and cakes
made and donated by friends and
family. A tombola, raffle and Brica-Brac stall helped to increase
takings and the plant stall went
down well with almost everything
sold by the end of the day.
On the day we took £1,200, this combined with a barbeque for
53 people the following day plus a number of kind donations
from those that could not attend meant we raised a grand
total of £2,500 for the HDA. Impossible without the amazing
support of friends and family.

We were thrilled to be able to present a cheque to Fiona
Sturrock, our Regional Care Adviser at our North Kent Support
Group Summer Barbeque on the 23rd August.
Maura Garrod

Maura Garrod’s Ladies Festival
During The William Russell Lodge Ladies Festival held on the
12th April this year I was very happy to receive, on behalf of
the HDA, a cheque for £300.
We had a lovely evening and danced the night away until the witching
hour!
Thank you to W. Master Richard Gillman and his Lady Viv for including
the HDA in their charity donations this year.
Maura Garrod
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Simon Wall’s ‘Wallathon’ Challenge
A year ago, on his 40th birthday, Simon Wall, a
Primary School teacher from Cambridge, began a
challenge that would change his life, both physically
and mentally.
He decided to try and complete 40 competitive running races
in one year, starting on May 20th 2013 and finishing on May
20th 2014. His final race was the Wimpole 10k, on Sunday
18th May.
So what was the catalyst for this extraordinary challenge?
Simon explains, “I have realised that I have lived a relatively
healthy life, but I know of many friends and family that haven’t
been so lucky. I just want to do something that shows my
support and will raise some essential funds for four charities
that are very close to my heart.”
The four charities that he is raising money for are Marie Curie
Cancer Care, Alzheimer’s Society, Spinal Muscular Atrophy
Support UK and Huntington’s Disease Association. So far, he
has raised over £1000.
But the challenge doesn’t end there. Simon has organised a
charity fun run at the primary school that he teaches at (Abbey
Meadows Primary School). Every child is going to run 1km and,
during his lunch hour, Simon is going to run another 10k!

If you would like to make a donation to one of Simon’s
charities, then visit his JustGiving page at
www.justgiving.com/user/36922513
Simon Wall

So what is Simon going to do after the challenge is over? “I
am open to suggestions, but I think the first thing I’m going
to do is go for a curry.”

Stuart Watkins Coast to Coast
I successfully completed the “Way of the Roses” coast to coast from
Morecome to Bridlington.
The route took two days, stopping in Ripon on Saturday night to rest and refuel
after a gruelling day in the saddle, conquering some mammoth hills totalling
8574ft of elevation gain over 79 miles. The second day went from Ripon to
Bridlington and thankfully was much flatter, however still 93 miles to overcome.
It was a great couple of days, by far the hardest challenge I have done, but with
great challenge comes great satisfaction.
Stuart Watkins
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Branch News
Branch Update by Becky Davis,
Branch Support and Development
Co-ordinator
I can’t believe that we are already approaching the end of 2014! It has been an
interesting year for our Branches and Support Groups. We have had three new groups start up this year:
Conwy & Denbighshire Support Group, Herefordshire Carers Support Group, and the newest of all, our
Berkshire Support Group. We would like to welcome you all to the HDA family and thank you for your
commitment to supporting local people affected by HD.
I have had the good fortune to visit all three of our new groups this year and I am pleased to say that
all of them are going from strength to strength.
Many of our groups have seen some considerable changes over the last 12 months. Our South Wales
Branch has welcomed a new Committee in Alison and Jane Prosser, having taken over the running of
the Branch after Peter Morse and Gareth Daniel decided to step down after many years of running the
Branch. I’d like to take this opportunity to thank Peter and Gareth for their many years of dedicated
service to the Branch and hope that they will still remain involved within the local HD community. We
wish Alison and Jane every success in their new roles.
We had a wonderful AGM and Family Conference this year and many have commented that they think
it was our best conference yet! It was great to see so many of our branch and support group members
there and we hope that you all enjoyed it as much as we did.
Sadly, we have lost our Somerset Branch this year. The Branch had been running for many years. We
would like to thank Alaric, Val and Sarah for their hard work and dedication in keeping the Branch
running for so long. Anyone in the Somerset area is encouraged to attend either the Bristol, Devon, or
Dorset Branches or the Wiltshire Support Group, depending on where they are based in the county. A
warm welcome awaits you at all of these groups.
I am very sad to report that Bob Higgins, Leader of our Milton Keynes Support Group sadly passed away
in October. Bob lead and developed this successful group and will be sorely missed. Our thoughts are
with his family and friends.
I have recently written a new document to support our branches and support groups to attract new
members and retain existing members of their groups. This has been sent to all of our groups and is
also available to download from the branch website (access only available to committee members and
group leaders). We hope that the document will provide additional support for those groups who have
struggled to attract new people.
All of our branches and support groups do excellent work in their local areas and are run by volunteers.
Our groups can only survive with the attendance and input of local people, so if you would like some
support, a listening ear, and the opportunity to share experiences, I would encourage you to approach
your local branch or support group. Your Regional Care Adviser can also put you in touch with your local
group, so do ask them. A list of all of our groups can be found in this newsletter, and also on our HDA
website: http://hda.org.uk/hda/branches. All contact details for our groups are available from Head
Office on info@hda.org.uk or 0151 331 5444. Some of our groups have their own websites, so please
have a look on the branch page of our website for more information.
If you haven’t got a support group or branch in your local area and are interested in setting one up,
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please do not hesitate to contact me for more information on how to go about this. We
have a useful guide to support you in setting up a local group, so please email me if
you would like a copy: becky.davis@hda.org.uk, or telephone 01743 369107.
We are so grateful for the continued dedication and commitment that our branch
and support group volunteers show, in supporting local people affected by HD.
We would not be able to reach as many people as we currently do without
their kind and generous support. We would like to thank you all for your
continued commitment and hard work.
I’d like to take this opportunity to wish all of our readers a very
Merry Christmas and a happy and peaceful New Year!
I look forward to continuing our important work in 2015.
Becky Davis

Branch Support and Development Co-ordinator

Bristol Branch
April 2014 AGM, Fry Club, Keynsham
The Bristol Branch AGM took place on 8th April, with an Easter Theme.
Winners of the Easter Bonnet Competition were Sheila Middleton and
Christian Gillman – Well done, both of you!
Heather Thomas gave an update on National/International matters and Carol
Dutton gave a review of her year as the Regional Care Adviser for Bristol,
Gloucestershire, South Gloucestershire and Oxfordshire.
In order to raise awareness of the needs of HD, Carol said that she has a
rolling programme with Cossham Gardens, Leonard Cheshire, where she
takes the nurses and carers out with her, enabling them to learn more about
HD and also meet our families. Carol also does regular information sessions
and over the last year, had taken out nurses from Sue Ryder, students who
are doing degrees in health and social care and also been involved in raising
awareness and education with Adult Community Care Teams, including
Mental Health professionals.
Donation from John Rainbow
Following the publication of our Newsletter on the Website last year, my
former colleague, John Rainbow, who was just about to retire, saw that I
had become involved and wanted to support our cause. John sent me a
cheque for £500, which was totally unexpected, incredibly generous and such a great help to us all. Thank You, John!
Store Collection - Co-Operative Store, Downend
Penny organised a Store Collection at the Co-Op in Downend, which took place on Saturday 26th April. Thank You to
everyone who took part and for raising the fantastic sum of £185.60 for us!
Winterbourne May Day Fair
Deb Gill and her sister ran a joint stall at the Winterbourne May Day Fair, making £140, which they shared between their
chosen charities. Thanks to both for all their efforts and to Deb, for the £70 she donated to HD.
Cabot Court Pamper Evening
Our meeting for May took place at Cabot Court, where HDA members and residents were able to enjoy drinks, a massage
and a free raffle. A very relaxing evening for everyone taking part.
Triennial Family Day, BAWA Conference Centre, Filton
The 5th Family Day, run by Carol Dutton, was held on Saturday 7th June at the BAWA Conference Centre, Filton. The
Family Days continue to grow and are specifically geared to meet the needs of all ages. This year we had Speakers giving
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us the latest Research, Workshops on Therapies
(Relaxation and Tai Chi), Benefits, First Aid for Carer’s
and HD ‘Management’ Tips from Cathy Yeates,
Stanley House. In addition, Patrick Esser from Oxford
Brookes University encouraged families to help with
his mobility study and Dr Metzler-Baddeley and Jose
de Bourbon Teles from Cardiff University were looking
for volunteers to help with rhythm exercise. Adam
Cho, Specialist Youth Worker, ran a Young People’s
Group and a crèche facility was available for the
younger children. The day was extremely successful
for everyone and also helped to raise almost £500
for our local Branch, £300 from the raffle and sale of
merchandise, £130 from the sale of cakes made by
Sarah from Downend, (who attended with her family)
and an additional £63.42, which Sarah brought along,
from an earlier sale of cakes made by her Mum,
Janet. Many thanks to Carol for all her hard work
organising the day and to everyone who took part,
both as professionals and participants.
Store Collection - Co-Operative Store, Kingswood
A second Co-Op collection organised by Penny took place at Kingswood on 2nd July 14. Once again, thank you to everyone
who took part, raising £75 for our Branch.
Greek Evening, Café Crème, Keynsham
Heather and Robin were “out to lunch” at Café Crème in Keynsham High Street and were interested to hear about the
“Greek Evenings” the Proprietors hold on behalf of local charities. Quick as a flash, they were on the case for an evening
in support of the HDA and this took place on 5th July! The event was great fun, the food was delicious and the proceeds
from the evening - £210 – were donated to our Branch! Thanks, everyone!
Treasure Hunt and Sunday Lunch
Our Car Treasure Hunt this year was organised by Greg and Fay Marsh. It started in “Aspects” car park, proceeded through
clues in Willsbridge, Oldland Common, Bitton, Keynsham and Saltford, culminating in a carvery lunch at “The Crown”,
Saltford. Everyone had a great time, including arguing about the clues over lunch!! Thanks Greg and Fay for a brilliant
day! Encore!
Donation from Pam Payne
Pam Payne, who everyone will know well from her many years as Committee Member and supporter of the Bristol Branch,
had a “Big Birthday” recently. Her Birthday Bash was held at Kendleshire Golf Club and Pam asked that there should be no
personal presents, but that donations to HDA Bristol would be lovely. Thank you to Pam for everything she still does for
our Branch, for a brilliant party and for the donations of £650, made in lieu of presents.
Sporting Spectacular Auction
Our Sporting Spectacular Auction took place on 12th September at Bitton Sports Club. Penny had secured lots of brilliant
auction items and the help of Andrew Morgan from Hollis and Morgan Auctioneers in Clifton, who had presided so well over
our previous auction, in 2012.
“The terrible threesome”, Heather, Robin and myself sorted the food, posters etc and sports quiz, assisted by anyone we
could con into helping!! We had 50 people at the event, so with ticket sales and auction items, we raised a total of £2273!
Thank you to everyone who donated auction items, Waitrose at Keynsham for donating Bucks Fizz, everyone who made
food and cakes, Andrew Morgan for encouraging people to spend so much money and all those who assisted, participated
and spent money on the night! A great evening and a brilliant amount of funds secured for HD, in the process!
Debbie Nicholl
Chair
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Branches and
Support groups of the HDA
Bristol
Chelmsford & District
Colchester & District
Cornwall
Cumbria
Devon
Dorset
Easington & District
Gloucestershire
Hampshire
Herts, Beds & Bucks

Berkshire
Cambridgeshire
Carmarthenshire
Conwy & Denbighshire
County Durham & Cleveland
Coventry and Warwick
Great Yarmouth
Harrow
Herefordshire Carers Group

Branches

Hull and East Riding
London
Merseyside
Newcastle
North Staffordshire
North Wales
North Yorkshire
Norwich
Nottinghamshire
Oxfordshire
Shropshire & Mid Wales

Support Groups
Jersey
Lancashire
Manchester
Milton Keynes
Northamptonshire
North Kent
North Lincolnshire
Nottingham Carers Group
Orchard House Herne Bay

Southend
South Wales
South Yorkshire
Sussex
West Midlands
West Surrey
West Yorkshire
Wrexham & District

Peterborough
Plymouth
Pontypool
Preston
South London
St. Andrew’s Healthcare
Suffolk
Wiltshire

We also have our online Message Board which provides tremendous support to people affected by HD.
For more information, please visit http://hda.org.uk/hda/message-board.

Not got a branch or support group
near you?
Interested in setting one up?
We are very keen to encourage people to set up new branches and
support groups in any areas of England and Wales where there
currently aren’t any such groups.
The HDA can provide you with support to do this and we would actively encourage people who
might be interested in setting up a group to contact Becky Davis or their local RCA in the first
instance, for more information.
Becky can be contacted on 01743 369107 or via email: becky.davis@hda.org.uk.

We look forward to hearing from you!
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Chelmsford & District Branch
Once again the Branch sends greetings to everybody in the HDA
and hopes you had a good summer.
We are VERY pleased to announce that our Chairperson Vicky Delicata
completed the 25km Thames Walk for Huntingtons disease, raising over
£750.00!
The Branch also had a quiz night at our local pub “The Tulip”, raising a
much smaller £125.00. Every little helps!
Special thanks goes to Hannah Butcher whose friends made up the bulk
of our participant’s, and who also made an excellent job as quizmaster!
Thanks also go to Heather and Ron Pratten who prepared the quiz.
Unfortunately our drive to recruit new members has not been successful, and as a
result our daytime meetings will cease at the end of the year. In fact low attendance
is a big problem, and the branch may have to close or become a support group next
year if replacements are not found for the outgoing officers by the May 2015 AGM, so
please come along!
Incidentally if you would like to receive, or continue to receive our newsletter, please
contact Kevin as we are revising our mailing list.
We hold our evening meetings every 1st Tuesday of the month from 7pm to 9pm at:
The Lawns Nursing Home
Springfield Hospital,
Springfield Road,
Chelmsford
CM1 7JB
We then go to our local pub, The Tulip, Church Lane, CM1 7SF from 9pm until closing time, if you’d like to join us! Please
contact Kevin Roberts for more information on 07780 700838 or email: roberts.kevin3@talktalk.net
Once again thank you to The Lawns for letting us use their dining room.
Best Wishes from the Chelmsford & District Branch.
Kevin Roberts
Secretary

Colchester Branch
Our summer trip to Great Yarmouth went
well. We started the day very early to get
the coach from Seven Rivers at 8.30am. It
was raining hard for most of the journey,
but as the coach dropped us off on the sea
front just after 10.00am the sun came out to
greet us and the flags were also out.
We had pre-booked the tickets for the pleasure
beach so the children and some adults were off
to have a day of fun. Some went to Seaworld and
others had a day in town shopping; Great Yarmouth
proved to be a good destination as all were catered
for.
We were back to get the coach at 4.00pm and the
heavens opened; those who were a few minutes
late got soaked. Thanks go to the Committee,
namely Lori and Pat for organizing the day out.
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We hold a Coffee morning at Seven Rivers on the second Thursday of each month
from 10.00am until 12.00 pm. Contact Lorina or Michael for details 01255 432551,
we look forward to seeing you.
Graham Wilkin
Treasurer

Cumbria Branch
There is no stopping her; Gill Thompson received
her veterans’ invitation to complete another
London Marathon, and once again finished, raising
sponsorship for the HDA.
Not satisfied with 26 miles, in early May Gill also completed
the local 40 mile Keswick to Barrow Walk. This year, not
only Gill, but another 10 of our local supporters left Keswick
at around 6am for this team and personal challenge. The
walk heads generally south west from Keswick, around
Thirlemere, through Grasmere, over Red Bank to Langdale,
down the east side of Coniston to Lowick, with 26 miles
under their belt, or more accurately, feet.
For more years than I care to remember I have been the
marshal at the 26 mile check point and this year cheered
some 2160 walkers/runners through for the next 14 miles
over Kirby Moor and through Dalton to finish at the Sports
Club in Barrow.
The fastest competitor completed the 40 miles in 4 hours
53 minutes and the real achievers I think are the tail end

Charlies who completed the walk in a gruelling 15 hours
53 minutes. Gill and our other 10 walkers all successfully
completed the 40 miles, with some suffering with painful
blisters. I am sure in November we will once again benefit
from a donation at the Awards Evening.
The Branch enjoyed a sunny June evening for our ‘families
and supporters’ cruise aboard the Steam Yacht Gondola
on Coniston Water. This annual event gives us a chance
to thank our supporters and, in a relaxed atmosphere, tell
them about some of the challenges of living with HD.
The Branch meets approximately every 2 months at Risedale
at Abbey Meadow Nursing Home on Flass Lane, Barrow-inFurness, where a number of people with HD are splendidly
cared for by the by Risedale’s staff. We very much appreciate
the Risedale management allowing us to use their facilities
for our meetings.
Dennis Whittaker
Chair

41

Devon Branch
Our Devon Network –
Facebook link to website
We are pleased to report that there has been a good response
to the Devon Branch Facebook group. Roy Badcock has set
this up and has now added the ability to access the Devon
Branch website directly from Facebook. Our networking is on
the increase! Maybe this will help us a lot when organising Get
Togethers and other events. Please visit our Facebook page:
https://www.facebook.com/groups/703737816334962/

Meetings at Exeter – need for change!

We have reviewed the attendance at our regular Get Together
meetings held at the Posloe & Priory Conservative Club in
Exeter and decided to discontinue them. We have had zero
attendance at the June and September meetings and now
feel it is right to ask our membership for other ideas. Possible
venues for future Get Togethers could include: Stockwell
Manor - perhaps more suited to summer months when those
attending could enjoy the garden and take a stroll around the
lakes. Either lunch or tea could be included. Or, a local pub
(like the Highwaymans Haunt, Chudleigh). Lunchtime would
probably suit most.
For future Get Togethers we will be asking members to
advise us of their intention to attend as this enables us to
make the Get Togethers more interesting and helps us to
plan catering etc. N.B. Before arranging any dates we would
appreciate some feedback from members regarding the
proposed change in approach.

Fundraising at Exmouth

Fundraising at Exmouth was great fun as you can see from
our pictures. A massive thank you to Mo, Lauren, Erin and
all their friends for all the work they put into making these
events so successful. They have raised over £1000.00 so far!
The photos show us joining in with the festival fun, selling
in the rain – we sold loads! The cakes looked and tasted
fabulous – thank you.
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And they did it again - it got even better!

We held another fundraising event in Exmouth on 4th
October! After a very wet start of putting up gazebos in the
rain the weather improved and out came the sunshine. Barry
and Peter arrived with Joy, the Vintage Fire Engine and the
South West communication Band came and entertained us
with traditional tunes. I would like to say a big thank you
to Lauren Williams as this was her first solo event she has
organised along with helpers Steve Gizzard, Moira Williams,
and Emma Wakerley. A great day was had and we raised a
fantastic £903.52 which will go to HD Devon Branch to help
local families with HD.

was their golden wedding
anniversary! They deserved
more than fish and chips
so we proffered a couple
of glasses of wine to keep
them smiling!

Cream Tea and
evening BBQ at Stockwell
We raise our glasses to Michelle
Fayre of Bradninch, who organised
a magnificent black tie Charity Ball
in July. The proceeds £4000 will be
shared between Hospice Care and
Huntington’s. Thank you Michelle
for a brilliant event!

Not only are we blessed to be able to use this beautiful
garden of Ann and Richard’s, but the sun came out to
complete our wonderful day. Catching up with old friends
and welcoming new friends to our afternoon of good food
and garden games

The photos show Michelle Phare,
the event organiser, plus the Devon
Branch of the HDA assembled at a
table of ten, including our past chairman, Paul Watkins and
other loyal supporters of our cause, and Richard and Ann
White congratulating Michelle on making the first Bradninch
Duchy Charity Ball such a success - long may it continue!!

Photographs kindly taken by Elite Photographic of Devon.

An evening on the water with the Tiverton
horse drawn barge
On a warm and sunny
evening in July a
party of Huntington’s
families, their friends
and
supporters,
boarded the horse
drawn barge and
cruised
up
the
Tiverton canal. What
a relaxing evening it
was and made even better with a stop under the bridge for
fish and chips!!! This may well be an event to be repeated.
Undoubtedly our special guests were Bob and Sylvia
White (pictured right) who revealed during the trip that it

Who better than our firemen friends to look after the fire;
Peter Hooper & Bernie Talling.
Watch our website and future newsletters for dates of
forthcoming events. We want you to join in – it’s fun and
more!
Richard White
Treasurer
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Hampshire Branch
The
Hampshire
Branch have been
busy since our last
report.
In addition to the
bimonthly
Branch
meeting and the monthly
carers meetings we have
had several social events.
We had two barbeques over the summer; one on the Isle of
Wight and one on the mainland.

We had two boat trips, one was a thrilling trip with ‘Wetwheels’
who specialised in taking disabled people out on the water in
a small catamaran with the passengers being encouraged to
take the tiller; the other was a more sedate cream tea cruise
to the island and back. We also enjoyed a buffet and skittles
afternoon.
We are looking forward to a Christmas buffet and a panto trip
in the New Year.
Anne Stephenson
Secretary

Lancashire Support Group
The Lancashire Huntington’s Disease Support Group
celebrated its first anniversary with drinks and a
buffet on Monday 16th June.
It is an informal group which provides support to individuals,
families and friends affected by Huntington’s disease. It is
run by volunteers who have experience of Huntington’s, who
are available to support people in similar circumstances. The
Group meets monthly in St Peter’s Church, Church Street,
Darwen.
Anyone wanting to find out more details should contact
either Theresa Westhead, the local Regional Care Adviser

London Branch
We were looking for a summer get-together which
would perhaps attract some of the people who attend
meetings in Highbury and Harrow.
We were lucky to have picked perfect weather and after a
bit of tidying up, the garden was in a reasonably presentable
condition (thanks mainly to my Mum) for the important
guests and competitors. The games of choice were croquet,
boulle, snooker and dominoes. The events did not seem to
be played strictly to international federation rules but there
was much frivolity on the croquet pitch in particular. Thanks
to the generosity of the competitors, the refreshments were
excellent and in particular the cakes were splendid.
As Sharon Gorrie’s photographs show we had a delightful
surprise visit by Jeroen de Schepper who delighted the
gathering by arriving on his bike that he had ridden around
the four corners of Europe, spreading awareness about HD
and collecting sponsorship for the European HD Association,
of which Jeroen’s Aunt is the President. Jeroen, who after
such exertions was an immediate hit with those present
(particularly the ladies). This was one of his last stops before
heading home to Belgium after a year out from teaching to
complete his incredible journey. It was a good do that we may
make an annual event.
Graham Goode
Chair
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on 01942 864645, or
Jantina Etezadi of the
Lancashire HD Support
Group on hda.lancashire.
supportgroup@hotmail.
com.
Phil Dunn
Support Group Member

Merseyside Branch
Well those 6 months have flown by so quickly. I hope
you have all enjoyed the lovely warm long sunny
days we were blessed with this summer.
Especially those brave folks who were doing lots of crazy
things around the country in order to raise funds and
awareness for HD. And we have our fair share of crazies
here on Merseyside (thank goodness).
We have had some fabulous fundraising events since our
last update. We held what has become our Annual Black
Tie event in March; a Casino Royale Gala Dinner in honour
of our late Chair Mary Howlett. It was a very glamorous
occasion and lots of fun. Just how Mary would have wanted
it to be and we raised over £3000 on the night, thanks to
everyone who joined us.

Now for the crazy stuff:
We had an amazing young lady called Hayley Presley set
herself a challenge called Presley’s 5 in 5. She ran five
marathons in five days, yes you read that right five marathons
in five days. Setting off from Chester on 16th June 2014
and ending in Ledbury on 20th June. You can read her own
account of her journey in her article but we would like to say
a big thank you - we are very grateful to this amazing, albeit
a bit loopy, lass for choosing to support us.
A bit closer to home was the Fab Duo George, our Treasurer,
and Gary Thorman, his son, who cycled the length of Wales;
tip to tip from the southernmost point to the northernmost
point. Again you can hear about their own personal account
of their achievements and adventures in George’s article but

our hats are off to both of them, especially George who for
some crazy reason decided to hold off until he was 70 to
set himself this challenge. They have raised over £5000 and
counting; a big thank you to you both for your support and
commitment and a big Well Done.
George and I were invited to the prelaunch of the new
Sainsbury’s Super Store in Liverpool (along with several other
community project teams). We met some lovely people and
made great contacts for sharing resources and ideas for
future events and projects and we managed to secure some
bag packing dates leading up to Christmas.
Anita Daly, our RCA, arranged our second successful Family
Day. Even bigger and better attended than the last one.
She has worked hard in the field with our families which
are increasing in numbers week on week and as a result
we have seen a great uptake of new members joining us
at our monthly meetings. The feedback has been nothing
but positive and really highlights the value of the work that
is being undertaken and the needs of our families. Thank
you Anita.
I know there are lots of you out there doing tremendous
things for your families, friends and loved ones but be assured
that all of us here at the Merseyside Branch appreciate all of
you and all that you do. Please remember that should you
need us we are here for you too.
Stay safe and warm over the coming months.
Christine Clarke
Chair

North Kent Support Group
Our monthly meetings continue to be held at Sidcup
Baptist Church Hall and this year we’ve had a varied
programme with speakers on Stress Management,
Tai Chi, Qigong and Meditation and the Charity
‘Education for the Children’ (in Guatemala).

A member, Sue and her twin sister entertained us with a
presentation about tracing their ancestors. No skeletons in
their cupboard but on delving into my family history, Sue
came upon a distant relative who was a horse thief!!!!!!!
Our final speaker this year is a freelance photographer
who will talk to us about his Remembrance Image Project
in connection with the centenary commemorations for the
First World War.
We’ve started to hold Carers’ Meetings and will soon have
our 4th. This has been well received and the numbers
increase each time.
Last year’s popular 3 hour boat trip on the River Medway
was repeated on a perfect summer’s day with 34 of us on
board the Kentish Lady. Another boat trip at the end of
September was enjoyed by 12 members. A smaller boat this
time available specifically for people with disabilities and run
by The Kingfisher Trust.
We’ve been chosen as the Charity of the Year by the Bexley
Homebrew Club and I attended their main event in October.
The last event of the year will be our annual Christmas
Buffet.
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Cream teas (twice a year) and coffee meets in between
meetings are still popular and 35 people attended our
annual Summer Barbecue in August.
We’ve fundraised at two local Tabletop Sales and our Star
Fundraiser, Maura, (see her report elsewhere), deserves a
mention. When she opened her lovely garden in mid July,
served coffee, tea and luscious cakes, then provided a
wonderful barbecue the next day, she raised the amazing
sum of £3,500 for the HDA. Such a lot of hard work went
into that weekend and after some wet, miserable days
preceding the event, the sun shone for Maura and brought
the crowds out.
Now starts the process of planning for 2015!
Sandra Abbott
Support Group Leader

North Staffordshire Branch
The North Staffordshire Branch has had another
busy year in its efforts not only to raise funds but
also in raising the profile of HD and supporting
families.

It has been a pleasure to welcome new members to the
branch who have recently moved into the area and good to
know that wherever we are in the country, local support can
be offered to all of those whose lives are touched by HD.

Recently our Chair, Sue Tams, took part in the making of a
video which was presented to the Annual General Meeting
of the local Mental Health Trust (Combined Healthcare NHS
Trust) giving a carers perspective of services. In addition
she has represented our views on various groups looking
at modernising the NHS locally and groups looking at the
development of care pathways.

Glenys White
Secretary

In July members of the group were on hand to welcome
Jeroen De Schepper from Belgium to Stoke-On-Trent as part
of his 10,000km cycle ride around Europe to raise awareness
of HD and to give him encouragement on his journey.
In addition to our usual fundraising activities we again held
a stall at the local Midsummer Mayhem; an annual event at
which charities can raise the profile of their chosen cause.
Although once again it had to be moved to September (hardly
Midsummer, we know) due to poor weather, however, it was
a success and we were able to talk to people who had been
touched by HD.
One of our local Speech and Language Therapists who
supports people with HD, Julie Barker, ran a 10km race to
raise money for HD with her daughter Emily. Julie bettered
her previous time and raised £400 and we all send our
thanks to them both.
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Nottingham Branch
January 2nd; it was a race against time. Would I get
to the panto on time?
I had all 20 tickets. I was late but the kind theatre manageress
held up the performance for 5 minutes and we managed to
get all the wheelchairs in place to enjoy a performance of
Jack and the Beanstalk. And very good it was too.
The AGM in March re-elected all the officers with a remit to
explore alternative fund raising activities. This resulted in the
Branch putting on and managing a table top event in May,
setting aside 2 tables for our own use. This proved hard work
but resulted in a tremendous success. Together with some
entrepreneurial activity on the day, over £600 was raised. We
built on this experience at Stapleford Carnival in September
where the team were awarded “Best Decorated Community/
Charity Stall”. This no doubt drew people to our stand and
helped generate a record taking for this event.
Our 2nd new venture of the year was to attend the “Barefoot
in the Park” charity event at Wollaton Park. Maria, Matt and
Marie completed the walk raising over £100 in sponsorship.
Kirstine, Chase and Tony looked after the stand which had a
busy afternoon. We managed to sell out of cakes!!! A huge
thank you to all involved. This, we hope, will be an annual
event making the most of life time friendships and supporting
a great cause. Just hope the weather in 2015 is just as kind!!
It was a beautiful
sunny day on 6th
July when a lovely
large group of men,
women and children
descended
on
Rushcliffe County Park
to complete a 15km
cycle ride. Although
firstly, Lynne had
provided a wonderful
picnic lunch and lots
of cold drink for all to
enjoy. Many of these
wonderful
people
had travelled down
from Newcastle, as well as from all across Nottinghamshire.
Two of the youngest riders finished the course very quickly,
Ruby aged 8 – who did all 15km on her own bike, and Finley
aged 2 who had a little help! Leading the way was Andy &

Lynne Burgess – all
to raise money and
awareness
for
Huntington’s disease.
The weather for
those of us watching
could not have been
better – but those
riding a slightly
different matter –
one of those very
rare, very hot days in
the UK.
The green and pink
cycle tops looked
amazing and could
be seen all over
the park. A total of
£1323.50 was raised
for the Nottingham
Branch and over £4000.00 was raised on the Just Giving site.
A number of people not riding walked round the park with
collection tins raising more money and better still awareness.
This completed our main fundraising activities. Thanks to
Kirstine & Chase, Matt & Marie, Maria and Tony for all the
hard work put in to ensure a successful and rewarding year.
In August the Old Market Square, Nottingham, was invaded
by the Nottinghamshire Branch. Several families gathered
to enjoy the seaside atmosphere. A fun fair, paddling in the
fountain, children making sand castles, ice cream, hot dogs,
helped enhance a simple but very rewarding day out. People
watching at its best.
Soon it will be Christmas. We look forward to a new style
Christmas party on December 13th at Wollaton Community
Centre. Why not join us, 2-4.30pm.
Finally it is with tremendous sadness that we have to record
the recent passing of two former officers of the Notts Branch,
Sandra Shaw who was finance secretary in the nineties and
John Marr, who was chair 1996-2003.
Kirstine McDaniel
Chair

South Yorkshire Branch
The branch is an informal group of people affected by
Huntington’s Disease. This includes friends, family,
carers and people with Huntington’s Disease.
Membership is open to anyone interested in HD.
Meetings always include informal time to: chat (over tea and
cake), get to know one another, share experiences and offer
support.

We sometimes have
an invited speaker
who is an expert on
some area related
to the disease
and we always
make time for your
questions.
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Members can engage in
various fundraising activities
for the group, if they wish
to, and support people in
the local area.

months: February, April, June, August, October, December.

New members are always
very welcome.

Diana King 01142 873209 diana.king@hda.org.uk

Meetings are held 7.30
- 9p.m. on the second
Thursday of the following

Meetings are held at Ferham House, Kimberworth Road,
Rotherham S61 1AL
Contact details:
The HDA Calendar of Events can be found at
http://hda.org.uk/events/

Southend Branch
Hello to all our lovely extended HD family.

editions, well done.

Well… what a great year we have had again at our Southend
Branch (which covers Southend and South East Essex). Our
meetings are weekly every Thursday from 10.30am until 1pm
without fail. Also, of course, Wednesday every week at our
fantastic allotment.

Our next outings are;
The Cliffs Pavilion for
another show and
the Alan Titchmarsh
show.
Events
coming up are a quiz
night, music night,
charity
Christmas
tree
decoration,
Christmas meal and pantomime to name a few.

We
have
had
lots more of our
group who had a
lumbar
puncture
for research. Some
of them for the
second time; very
brave they are too.
Dr Salman Haider
came to the group in
May and members who wanted to take part gave blood for
research. Adam Cho came to see us in August and organised
a separate support group for young members at risk.
Alison Heavey, our RCA, continues to visit us once a month
for the carers meeting. The meetings are valuable to all our
members who come from all over South Essex. Alison, please
keep them up; where would we be without you?
The group has had some great days out. We went to the
cockle sheds at Old Leigh on a lovely summer’s day, for a pint
or cup of tea and cockles, prawns and whelks; smashing. We
also went to the Cliffs Pavilion to see La Cage aux Folles, and
the Alan Titchmarsh show again organised by Pete, we always
have a good time there. There was a very lively charity night
out at a Mexican restaurant set up by Carrol which raised a
lot of money.
Our variety music night in December was a stupendous hit
with some enthralling and talented turns. Paul’s son Oliver
took part in a boxing match; what an unusual way to raise
lots of money for us, and huge awareness. A pamper and
physic evening was also a great success. Our pantomime
of Snow White and the Seven Dwarfs was hysterical, with
mostly members with HD taking part. They were absolutely
fantastic, I am so proud of each and every one of them. Roll
on this year’s epic production. Our Christmas meal was just
as lovely as the year before.
Steve Saunders’ brainwave of HD fridge magnets was also
a hit, as were the two days spent in the foyer of Morrison’s,
raising great awareness for us. Also the huge advert that
Steve’s son put in the Financial Times for us in several
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We were happy to welcome some new members to our group
this year.
Our magnificent allotment
We didn’t start off the year very well with our greenhouse
being completely shattered in the terrible winds. But on a
good note the men built a new wheelchair friendly one that is
so strong that it could take a nuclear explosion. We accepted
a donation from Leigh Horticultural Society who made us
their charity of the year. We had a Christmas party for all
allotmenteers in December. We also had another Easter family
and barbecue day. Our annual scarecrow making day went
well with paella and barbecue in August. We had another very
welcome visit from three members of the London Branch in
August. Last November our firework and bonfire night was a
great success with 100 + turning up for a brilliant night out.
We hope to see as many people this November.
I am sorry to say that our phenomenally unique chairman
David McDonagh has had to stand down as Chairman of
our Branch. He has not been in good health for a long time
and has kept battling on regardless. We have not lost him
completely as he will still be on our Committee as a valued
member of our group. You can’t keep a good man down. Our
group is so strong and successful all due to this lovely man
who has put his heart and soul into it. Thank you David.
Once again I would like to take this opportunity to wish
you all…

A very Merry Christmas and a very happy and healthy New
Year, with lots of love from the Southend Branch of the
Huntington’s family.
Pat Nelson
Secretary and Allotment Manager

Sussex Branch
The last few months have been very busy for the
Sussex Branch; our dedicated members have again
been raising money and awareness for HD.
Ant, Joe, Sally and a couple of their friends ran both the
Brighton half marathon and the Brighton full marathon. Also,
Sue and a couple of her friends did a skydive as well.
Our amazing chairperson, Sandra has arranged some excellent
events this year which included a fund raising morning in
Lewes, a dog racing evening where we managed to get local
companies to sponsor the races and we had approximately 50
people having dinner
and placing bets on
the races. And we also
did a brewery tour
followed by a lovely
pub lunch. All of these
events would not be
possible without our
dedicated members
helping to make them
happen.

from the National
Hospital
and
Jo
Johnson, a Consultant
Neuropsychologist,
whose talk was titled
‘Can you shrink your
smirch?’ and this was
about a book she has
written which relates
to people with HD
and dealing with the
day to day stresses
for everyone involved.
We are now in the
process of planning
events for 2015 and
we hope it will be as
successful as this year
has been.
Sue Cross
Secretary

We have also had some great speakers at our monthly meetings
which have included an update on research from a doctor

West Midlands Branch
We have had a busy year so far: In January the West
Midlands Branch visited the pantomime Snow White
at Birmingham Hippodrome.
We have had a number of well attended and lively support
meetings at the Priory Rooms in central Birmingham with a
number of interesting speakers including Charlotte Fox, a
solicitor talking about relevant legal matters, an OT from the
Barberry Centre in Birmingham to tell us about her work with
HD sufferers, and Mark Malkin a sufferer who spoke about his
experiences of physiotherapy and how it has helped him. Our
RCA, Poppy Hill, is normally at our meetings to give advice
and support as needed.
We have done a sponsored walk which raised needed funds
for the Branch and we also organised a Garden Party which
took place in August at Chivemor House in Castle Vale,
Birmingham. A busy year with more to come next year!
Jim Taylor
Secretary
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West Surrey Branch
It is twenty years since the West Surrey Branch set
up shop.
As you will imagine, we have met a lot of HD families in that
time and been able to offer friendship, lend a willing ear,
share information and experiences, raise awareness about
HD and act as a catalyst to encourage others to raise funds,
some of which have been used to help families with grants.
At our recent Branch AGM, our treasurer, Eric Lupton, paid
special recognition to two sources of income for the Branch:
Neville Clayton and his daughter, Lisa, have held a golf day
every year since 2001 to raise funds in memory of Neville’s
wife, Susan, who died of HD. Eric told us that our Branch has
received £66,850 from these golf days but I know that Neville
and his family and friends have also been the source of other
significant donations to our Branch.
Pete Osborne (Pete the Stamp) has for many years collected
used postage stamps which Pete sorts and sells. He is a
magician as, we give him bin liners full of bits of paper, and, in
exchange, he gives us cheques for hundreds of pounds. Eric
told us that Pete has given our branch £16,275. Prior to giving
us the funds he raised, Pete was passing on huge sums to the
former London Branch and, now he has relocated to Dorset,
he is passing his donations to the Dorset Branch. Of course,
we will continue to collect stamps for him. By the way, if you
want to know more, Pete is an entertaining speaker! Pete and
his family have also been the source of other donations to the
HDA over the years.
In these circumstances, and with the generous help of many,
many people, our Branch has been able transfer about
£185,000 to Head Office and give welfare grants of nearly
£18,000 to members over these past twenty years. This is
something we never imagined would happen when we started
off with a small group in 1994.
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However, sadly, we are now in decline. Numbers attending
our meetings have fallen significantly. We do not have anyone
willing to stand as Chair. We struggle to get new committee
members. It is the same few who keep the Branch going.
We have had to reduce the frequency of meetings and we
hesitate to invite speakers to a small gathering. The alleged
increase in the incidence of HD in the UK does not appear
to have brought in new members. Of course, the situation
has changed much over the years. There is now a wealth
of information about HD on the internet. We have a super
Regional Care Adviser in Mandy Ledbury. There is a flow of
information and advice available from the neurological clinics.
We know we are not the only Branch experiencing these
problems so, if anyone has any advice or suggestions how
to change the situation to better meet the needs of the HD
community, do please get in touch with us. It is unlikely that
we will be able to continue as we are.
Ian Prosser
Committee Member and former Chair

West Yorkshire Branch
Tuesday 3rd June 2014 - Do you Really Want to Know
- Film Screening
Venue: Seven Arts, 31A Harrogate Rd, Leeds
LS7 3PD
The branch organised a screening of the film ‘Do You Really
Want to Know?’ by Academy Award winning Canadian director
John Zaritsky at a local independent arts venue in Chapel
Allerton, Leeds. The film follows three families who have
been confronted with the decision of whether or not to be
tested for Huntington’s disease and considers the complex
emotional, ethical and psychological issues surrounding
predictive genetic testing.
With a capacity of 120 we were really pleased to see well
over 50 people attend and it actually looked like a lot more.
Everyone there, regardless of their knowledge of Huntington’s,
found it a very emotional and thought provoking film and
nobody was unaffected by the, at times, difficult subject
matter.
This was only the third public screening of this film in the
UK and we are very proud to have been able to offer this to
branch members and the general public. The intention of the
night was awareness raising rather than fundraising and not
only were we able to cover the costs of screening the film
there were quite a few faces we hadn’t seen before so it was
a great success all round.
Sunday 22nd June 2014 - Family Picnic - Social
Venue: Robert’s Park, Saltaire, Bradford
The branch met for its annual summer picnic at Robert’s Park,
Saltaire. The event was not as well attended as last year but

the weather was perfect and everyone present enjoyed some
good food and company in the lovely, family friendly and
accessible park.
Saturday 12th July 2014 - Kirkstall Festival Awareness/Fundraising
Venue: Kirkstall Abbey, Leeds
This year we had a stall at the Kirkstall Festival in Leeds.
The main purpose of the day was to lure people in with the
promise of free cakes so that we could inform them about
Huntington’s disease, hand out information leaflets and ask
for any donations they could spare.
The festival is very popular and very well attended and
although we didn’t raise a huge amount of money, over £70,
we managed to speak to hundreds of people and handed out
plenty of leaflets. It was a great festival to attend and we will
be back next year!
Saturday 20th September 2014 - Saltaire Festival Awareness/Fundraising
Venue: Saltaire Village, Bradford
Every year the historic village of Saltaire in Bradford hosts
a week-long festival of culture, arts, food and family
entertainment. This year the Branch had a stall on the Saturday
of the main weekend of this festival. Again the focus was on
awareness raising with a lure of reasonably priced cakes and
a Name the Teddy’s competition. There were thousands of
people attending and we were able to speak to hundreds of
people, handing out lots of leaflets and balloons!
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Monday 29th September 2014 - Branch Meeting
Venue: Midland Hotel, Bradford
Our regular bi-monthly meeting was held at the Midland
Hotel in Bradford on Monday 29th September. We were
pleased to welcome a local Speech and Language Therapist,
Naveed Aslam, who very kindly agreed to speak about the
services and support available in the Bradford area.
Naveed explained in detail the services available which was
very informative and interesting. Although she could only
speak for the Bradford Healthcare Trust it gave everyone at
the meeting an idea of what might be available in their local
area. We were very grateful to Naveed for giving up her
spare time to attend the meeting and share her knowledge
and experience.
As usual the meeting included a raffle and a chance to catch
up with other branch members. We were also very pleased
to see some new faces.
November 2014 - Branch Meeting

Please see www.hdawestyorks.org.uk for more information
on our Branch activities.
Mark Armitage

Committee Member

Venue: St Patrick’s Church, Torre Road, Leeds,
LS9 7QL
Late November sees our annual ‘not quite Christmas’ party
where we have a fun social evening with some food.

Advertisement

Specialist Nursing Care
for Adults with Complex
Physical and Psychological
Disabilities
Set in the heart of the beautiful
Herefordshire countryside, Stanley House
offers 24 hour nursing care, combined
with holistic and therapeutic support,
in a relaxed homely environment.
For a brochure, please phone
either Cathy Yeates or Linda Jones

Bosbury, Nr Ledbury
Herefordshire HR8 1HB
Telephone 01531 640840
Fax 640826
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Christmas is
coming!

If you haven’t quite finished your Christmas shopping
yet, please consider using Give As You Live if you are
ordering online. There is no extra cost to you at all,
but the HDA will receive a donation for every purchase
you make.
For more information and to sign up to Give As You
Live, please visit: www.giveasyoulive.com/join/hda

News from the RCA Team
First of all I would like to welcome Lee Martin and John Gregor as the latest additions to our growing
RCA team. Both have written a paragraph about what they have been up to in the past few months and
I am pleased to say that they have settled in very well indeed. This year’s Awareness Week actually
became an extended version of the norm, stretching from May to July and most RCAs gave training
to mental health professionals during that time. All training is vitally important for improving quality
of care and enhancing services for people with HD and their families, including carers. This is a huge
focus on the support provided by the RCAs.
As you will read, the network of branches and support groups is expanding and each has a role to
play in the local HD community, often supported by the local Care Adviser. There have been many
activities on offer across the country both on land, above ground and on water, so it’s not all serious
stuff. Nevertheless, it is important to raise awareness in whatever takes your fancy, whether that be a
Gong Bath or a zip wire!
Bill Crowder
Head of Care Services

Youth Service Update
To say that the last six months have been busy would
be an understatement. As well as continuing to
contact and visit the 151 children and young people
that I support, August saw a few new activities
that I would like to tell you about and also take the
opportunity to thank a few people along the way.
At the beginning of August we held our second
young person’s residential for 16-18 year olds. This year we had nine
young people from around the country meet up in Lichfield and spent the
weekend literally hanging around (we did high ropes and climbing), set fire
to things (we also did bush craft) and complain (the weekend included a
workshop on stress). Feedback from the young people was great and we
have already booked the venue for next year (1st to 2nd August just in
case you’re interested).
From Lichfield it was then on to Southend where the branch had very
kindly agreed to let me pilot an arts workshop in one of their rooms while
the branch meeting was going on in the main room next door. The idea
was to invite any young people connected to the branch to come along
and express their thoughts about HD on a big piece of flip chart, they
could either draw or write on it with no boundaries. It just had to be true
for them. We had two young women come along and as we talked through
the piece they had produced I personally found it very thought provoking.
After Southend I travelled down to Plymouth, this was the first time I had
visited the area and I have to say it is a lovely part of the country. We had
organised an activity day for young people from the Devon and Cornwall
branches that consisted of a first aid session and an afternoon of sailing
on the River Tamar. Five young people along with their families came along
and spent the day taking part and for some of them facing their fears,
after all being on the open water can be just as scary as being high up
for some people. Again the feedback we received was really good and an
excellent day was had by all of the young people.
While we only had what could be counted as small numbers for each of
these activities I think it is important to have them. One of the biggest
concerns for young people living in families affected by HD is the feeling of
isolation. It doesn’t matter if they live in the centre of London surrounded
by thousands of people or the middle of a forest surrounded by nothing
but trees. If they don’t know or have never met another person who
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shares something as monumental as coming from a HD family the sense of isolation can be daunting. By giving these young
people the opportunity to meet others their own age who they have this in common with it can only be of benefit.
Finally I would like to take this opportunity to say a big THANK YOU to; Ruth Abuzaid and Theresa Westhead for supporting
the 16 to 18 residential; Alison Heavey, David McDonagh and the Southend Branch for their help and support with the Arts
Workshop; Charles Whaley, John Crosswaite, the Tamar River Sailing Club and the Devon and Cornwall Branches for their
support and generosity on the Activity Sailing Day.
If you would like further information about my role or the support that I am able to provide please feel free to contact me, I
can be contacted on 0151 705 3460 or adam.cho@hda.org.uk.

Adam Cho – Specialist Youth Worker

I have continued to be busy supporting families and the branches across Essex. New referrals come
my way every month and I am pleased to report that awareness of HD is better than ever in Essex.
I was able to give training to many Community Mental Health Teams across Essex as part of our
Awareness Week campaign and this has led to better team working. I have also been working closely
with Community Matrons and the hospice services in Essex, giving training and raising awareness
of the needs of those with HD and their families. I have been able to work with and give specialist
knowledge to those assessing for Continuing Healthcare funding.
I visit care homes that care for those with HD and always offer training to staff, which is most usually
keenly accepted. I really enjoy these training sessions and know that it leads to better understanding
of HD and therefore better care for your family members.
Following a successful course for family carers in South East Essex and the subsequent regular monthly meetings, I am
now planning a day course for West Essex family carers in Harlow in October. This will have happened by the time you read
this and I hope to plan other day courses in 2015 in other areas of Essex. If this is something you would be interested in,
please let me know.
I also continue to organise the Young Adult Weekend for those at risk/tested positive/partners aged 18 to 35. The next
weekend will be at the Park Inn in Telford on 25th & 26th April 2015. Our special guest speakers will be Prof Roger Barker
to talk about sleep disturbance in HD and Dr Ed Wild to give us the latest news in the world of research. Please contact
Head Office to book your place as soon as possible as this is a popular weekend and has limited places.
Please contact me if you have any ideas for raising awareness of HD in Essex or areas that require support and training;
alison.heavey@hda.org.uk, 01255 823088.

Alison Heavey – RCA for Essex, Southend, Thurrock, Barking and Dagenham, Havering
and Redbridge
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I can’t believe we are heading towards Christmas again!! What a busy six
months we have had, time really does fly.
Firstly I would like to say that I am privileged to work with some inspirational
people in the areas that I cover in my role as an RCA. There are too many
things to mention about our families and friends raising awareness and funds
for Huntington’s disease. Whether it is bag packing, climbing mountains, charity nights, bike rides,
marathons, or sky dives, the list is endless. I know it is something very close to all your hearts, and
I would personally like to thank you all for your hard work and efforts in achieving so much. It is
greatly appreciated.
The Merseyside Branch still continues to be a tower of strength to the families who require their help and support. They
have pulled together after the very sad loss of our lovely Chair, Mary Howlett, earlier this year; we will always think of Mary,
she was a truly inspirational lady who inspired me from day one. Her passion and commitment was visible for all to see and
she will continue to be in my thoughts and prayers. She is greatly missed, and she will never be forgotten.
The Branch work tirelessly to offer support, funding and a warm welcome to our new and existing family members as
always. Together we are stronger, and this year we have been very busy working together on two family days, plus
numerous other events.
Our first Family Day in August was very much a fun day. It was lovely to see every one, new families and old attending.
The day was packed with information stalls, BBQ lunch, singers, dancers, raffles, tombola table and entertainment for the
children. The complimentary therapy stall went down a treat!! A great day was had by all. I must say a massive thank you
to our family members for donating a huge amount of fantastic prizes for the tombola table, and a beautiful HDA cake,
for guess the weight of the cake! The cake was the best sponge I have ever tasted, Amazing! I would also like to thank
my family and friends, the local community for providing room hire free of charge and prizes. We couldn’t do these things
without your generosity and kindness, so thank you so much for all your support.
Our second Family Day/Conference was a more formal event in Chester. This event was for families and professionals.
My colleagues Alwena Potter, Diane Lyes and I arranged this event with our families and professionals from Wales and
Merseyside. We were privileged to have Jimmy Pollard as our guest speaker. Additionally, we were delighted to welcome
Dr Alberto Salmoiraghi, Cathy Yeates and Sheena Taylor who all provided us with very informative presentations. Thank
you to all involved in making this a great day.
I will continue to attend clinics, family visits, meetings and training events etc. with our families and professionals in both
Merseyside and the Isle of Man to ensure that we are raising awareness and providing the best possible advice and support
for our families and professionals. I wish you all a very Merry Christmas and a peaceful New Year.

Anita Daly – RCA - Merseyside and IOM

This has been another action packed six months for Dorset and Wiltshire, with a well attended Family
Information Day held in June, which was well evaluated.
Among other activities, I have undertaken training in nursing and care homes, for agencies providing
care at home; worked with employers to enable symptomatic individuals to continue to work for
longer with an agreed plan of action of support within the workplace; worked with multi-disciplinary
professionals to ensure appropriate packages of care are in place for those who need them, with
regular reviews. I have visited people at a place to suit them and supported many others by telephone
and/or email.
The Swindon HD Forum continues to facilitate professionals working with those with HD to access
other members of the team to ensure best practice in meeting the needs of those with HD. The Dorset Advisory Group
meeting has changed its format slightly and now focusses on Multidisciplinary Case Reviews to work towards improved
outcomes. We had the kind offer of Gong Baths for those on low income in Dorset. As I had never heard of them, I went
along to try one for myself one evening! Although I have no scientific proof that this is beneficial, the anecdotal evidence
is very positive. I certainly found it very pleasant and could see how it could benefit others, especially stressed carers. I
found a brief description of this as follows: “The gong bath is a one hour immersion in sacred and healing sound wherein
the gong master activates the full sonic potential of the gong and bathes the listener with sustained waves of primordial
sound.” Several people tell me they have taken up the offer and benefitted. I think this sums up just how very varied and
interesting the role of an RCA is and how important it is to have an open mind. You never know what will happen next and
that is never boring!

Ann Pathmanaban – RCA – Dorset & Wiltshire
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The Family Day in June in Bristol was a great success, supported by families and professionals. The
day started with professional speakers and after a lovely lunch, we ran our workshops which then
ended with tea, lots of cake and a chat!
I do feel our RCA input and knowledge does actually make a huge difference to our families ongoing
care and support when we work alongside our professional colleagues, but for me, the best part of
this job is visiting and supporting our HD families.

Carol Dutton – RCA – Gloucestershire, Oxfordshire and Bristol

The Cornwall Branch is celebrating its 25th anniversary this October and we have arranged a
conference for family members and professionals to celebrate the occasion. It is currently fully
booked and will be an enjoyable and informative day.
The Devon Branch have held a cream tea event during the summer (now, is it cream on top of the
jam or the other way round?) and have held other informal ‘get togethers’ for family members.
In August we put on a sailing event for young people from families with HD; what a great day of fun.
Everyone took to the water, young people and other family members alike, either on a sailing boat or
the safety powerboat. We were blessed with good weather and each person grew in confidence as
they took to the water. I’m sure some of the young people will be taking this up as a hobby.
The Exeter, Plymouth and Cornwall HD Clinics are now well established and provide a wealth of expertise from a variety of
professional specialist staff. They tend to be a backbone to the HD service across the region.
As I write, I am finalising the next set of Pop-up HD Cafes across the Cornwall and Devon area and they will be published
on the Devon Branch website (www.hd-devon.org.uk), in branch newsletters or contact me for further information. I hope
to see you there.

Charles Whaley – RCA - Cornwall, Devon, Jersey, Guernsey and Isles of Scilly

The last six months have had a strong commitment to training and increasing awareness. In July, I
organised a conference at Wrexham Medical Institute, which was predominantly about Mental Health
and HD. This was well attended, with over 75 delegates. No sooner had one conference finished, than
the preparation for the next one began. This time a joint venture with colleagues, which has already
reached its maximum capacity and has attracted a good balance of families and professionals.
The Wrexham Branch is now well established and although has only a small group of members, it has
been very effective in supporting many HD families. A recent joint venture with Mountain Lane CP
Golf Committee raised an astonishing £6500, not to mention awareness!
The North-Wales HD Clinic continues to flourish. Dr Raj Sambhi and Dr Alberto Salmoiraghi are
committed to working with the HDA and seeing the clinic develop further. It is on target for becoming registered as an
Enroll HD site. Exciting times ahead, which should lead to better services for North Wales patients and their families.

Diane Lyes – RCA - Flintshire, Wrexham, Powys and Shropshire

As the leaves have changed colour and fallen once more, I realise that I have
been back another year and I’ve started to look at where I am now and what
I need to look at next.
I have met up with lots of professionals and families in the time since our last
meeting and worked on some interesting projects around all aspects of the
HD world, from awareness raising to funding, knowledge and service development.
It has been challenging at times, but I feel that most of the time we are starting to get somewhere
in raising awareness of both the condition and the services available.
Frustratingly, the services are not equitable across the area. My next challenge is to try and get the
service provision that some areas already get replicated in all of my areas. I am working with the CCG’s, NHS England and
the actual services on the ground to try and make this happen. Hopefully this will make things better for everyone affected
in any way by HD, by having a clear and appropriate route to follow as needs and the condition changes.

Diana King – RCA – South, West Yorkshire (below the M62) and Bassetlaw
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Since the last newsletter I have organised and run the JHD Weekend in the Lake District [more on
this elsewhere in the magazine]. Helen Santini is taking this back now so next year I will be organising
and running a kids summer camp near Ashford in Kent – this will be a new venue for 2015. Do get in
touch if you want to come along!
Guy’s HD Clinic ran an outreach session in Whitstable and this was well attended and we hope to
repeat the experience next year. It certainly saved some people from a long journey to London.
Dartford and Gravesham in Kent invited me to have a stall at their ‘Adventure into Dementia’ day
which was a resounding success and has spread out to other areas in West Kent. Sandra Abbott has
been great in attending those that I couldn’t go to and I really appreciate her help and support. This
has raised our profile and we have made some useful new contacts.
I continue to give training in a variety of places and have given some free sessions this year as part of our Awareness Week
theme of Mental Health – again giving some useful contacts as well as providing professionals with information about HD.
We have just held a Professional/Family Conference entitled ‘HD – Meeting the Challenges’ which went well and we are
very grateful to our speakers for giving their time and knowledge so generously - Rachel Taylor, Nurse Consultant, Dr Dene
Robertson, Graham Goode and of course Jimmy Pollard.
The North Kent Support Group kindly invited me to their Summer BBQ and presented the HDA with a massive [literally]
cheque for over £2,000 which Maura Garrod raised – what a fantastic achievement!
I have also taken part in the ‘Pie in the Face’ challenge for the HDA! It was absolutely hilarious and you get to lick cream
off your nose!

Fiona Sturrock – RCA - Kent and Sussex

A lot of things have been happening in the last few months. In addition to the branches and support
groups locally, our carers group is now back up and running, and it is alternating every three months
between Stevenage and St Albans. If anyone is interested, then please let me know. Sarah Wright
has now taken over the role of coordinator for rarer neurological conditions in Hertfordshire. It is
also looking positive that we may have a similar post covering Bedfordshire in the near future – watch
this space!
In terms of JHD, booking forms are available for next year’s JHD weekend for anyone who is interested
and who hasn’t received one. A new exciting project looking at services for those affected by JHD is
due to start shortly, and there is some information about this elsewhere in the newsletter.

		

Helen Santini – RCA – Herts, Beds and Bucks & JHD Care Adviser

Since the last Newsletter I have continued to help people affected by HD to access appropriate
support. Awareness Week extended over a longer period this year, and I was very pleased to be
able to deliver the package of Awareness Training on HD and Mental Illness to a wide audience of
mental health teams across South Wales and Herefordshire. Community Mental Health Teams often
have very little knowledge or experience of HD, so this Awareness Package was an excellent tool
and, hopefully encouraged mental health teams to realise that their input can be very appropriate
and valuable. I have also continued to deliver more general awareness training to health and social
care workers in Local Authorities and those working in privately run residential and domiciliary care
settings. It is really important that people working on the front line, such as professional care staff,
are given the knowledge they need to provide the appropriate care. They often make the biggest difference to quality of
life for many families.
There have also been changes in the network of support groups in my patch. I am very pleased that a Herefordshire
Support Group has met twice since the last newsletter, and, hopefully, will continue to flourish. Unfortunately, the Cardiff
Group failed to get off the ground, although the meetings we had were very enjoyable and I hope, helpful to those who
came along. If there is anyone who would like to take responsibility for future meetings in Cardiff, please let me know.
It would only involve notifying people and making sure that someone has made a commitment to definitely be there
and welcome others. The Torfaen group continue to meet and would be very pleased to welcome newcomers. Gareth
Daniel, Treasurer, and Peter Morse, Chair, of the South Wales Branch for many years, have both now retired from their
positions. The Branch would not have got off the ground without them and I cannot thank them enough for their reliable,
longstanding contribution. Alison and Jane Prosser, key players in the Carmarthenshire Support Group, have now kindly
taken over these responsibilities, and join the other members of the Branch Committee. I send my many thanks to all of
you and look forward to taking part in the South Wales Branch AGM and family meeting.

Jacqueline Peacock – RCA – South Wales and Herefordshire
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It’s been a busy time since my last update! Apart from supporting families and professionals
across North and South East London, which has been both a joy and a challenge, I have been
doing a considerable amount of training with care and nursing homes, multi-disciplinary neurological
rehabilitation teams and most importantly, the training that was offered to mental health teams as
part of our HD Awareness Week. This kind of training has an enormous impact on the quality of care
that our families receive - and does so much to raise awareness about HD generally.
Together with my husband Bill, I was part of the team (under the leadership of RCA Mandy Ledbury)
who helped at the Kids Camp at Avon Tyrrell in August. It was the best camp ever it seems, and we
have already signed up for the camp next year when it moves to Ashford under the leadership of RCA
Fiona Sturrock, although you need a few days afterwards to recover!
The North London Branch has gone from strength to strength with monthly meetings in Highbury on the third Thursday
in the month and Kenton on the fourth Thursday of the month. The new leadership team for the North London Branch;
Graham Goode, June Lavers, Sharon Gorrie, Kerrie Cherry and David Lewis, have injected new life into the group and they
are now totally self-sufficient - a long way from where we were a few months ago when there was a danger that the North
London Branch might have to close.
On the 3rd August North London Chair, Graham Goode, opened up his beautiful house and garden for a Garden Party
and Sports Day. The weather was lovely and sunny and a great time was had by all. We were honoured to be joined by
Jeroen De Schepper, who was on the last leg of his mammoth cycle ride through the length and breadth of England, Wales,
Scotland and Ireland and he raised an enormous amount of money for the European Huntington’s Disease Network.
More recently I was so excited to be able to attend the European Huntington’s Disease Network Conference in Barcelona.
The experience was humbling and inspiring and one of the main things I took away is how fortunate we are in England
and Wales with the kind of services and experts we can access, compared to some other countries - although it does not
always feel like that?
And finally, the AGM and Family Conference in Telford - what a joy to meet and spend time with families from all over the
country and hear the messages of hope for the future from the brilliant speakers.
The North London Branch will be dashing / walking (and generally having a good time) at the Santa Dash in Victoria Park
on the 7th December - it would be lovely to see you there!

Jeanette McMullen – RCA - North & South East London

I have been in post as the Regional Care Adviser for the North East since Dee Boyd retired in May.
I have heard some wonderful things about how much Dee’s support has meant to people over the
years, and have come to realise that I have some very big shoes to fill!
It has been an intense few months trying to deepen my understanding of Huntington’s disease and
the complex issues that surround it. I was fortunate to be able to attend the HD Course in Liverpool
in May. I have also had the opportunity to meet some wonderful and inspiring people as I have
travelled around the North East introducing myself to the families affected by HD and the professionals
supporting them. I have tried to get out to meet as many people as possible and will continue to do
so over the coming months. If you would like me to visit please get in touch.
I would like to say thank you to the Branches and the Support Group in the North East who have given me very warm
welcomes, which have been invaluable in helping me settle into my new role.

John Gregor – RCA – North East
My first five months in my post have been an enlightening experience. Every day with the HDA,
you learn something you did not know before and this makes for an interesting and challenging
environment.
I have met and continue to meet some amazing people, those who have HD, those living with relatives
or spouses with HD and those who provide care and services. Attending the AGM also offered me the
opportunity to meet people from a variety of different areas, and listen to some incredibly inspirational
speakers with their own unique involvement with Huntington’s disease. I can now say my new
professional crush for motivational speaking is Dr Ed Wild; an incredibly effervescent speaker who is
so intelligent and articulate, he even made having a lumbar puncture sound attractive!
I am lucky to have had some great teachers and a fantastic mentor who have shown patience and kindness to a new
starter. My background in care management has been a great apprenticeship, for what is now, the best job in the world.

Lee Martin – RCA – North East Yorkshire
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Although nights have sadly drawn in again it has been wonderful summer to reflect back on. The JHD
weekend was again fabulous due to the families who came and the amazing set up of the Calvert Trust
and their staff - And yes it stayed dry for the most part!
As part of this year’s Awareness Week I facilitated 4 training sessions with mental health teams who
reported an improved understanding of HD. Students on placement attending requested I deliver
similar trainings at their respective unis. So this is on my agenda – to train at source where possible!
Bex Devlin an OT, in Dr Rickards HD team is now a good 6 months into her role and doing a superb
job helping people with HD in the Coventry area with support and intervention as needed. I recently
had an encouraging meeting with 2 neurologists who have an interest in HD to look at possible ways
to improve HD provision in this geographical area which can at times feel challenging.
For those involved in research at the Barberry, Dr Rickards July party was enjoyed by all. As always he gave an excellent
talk on latest research and forthcoming trials at the Barberry. For those who know Jon Piedad from this team or the JHD
weekend, Jon is off to Nottingham University to study medicine. A loss for us but a massive gain for medicine!
Both the Coventry & Warwickshire Support Group and West Midlands Branch continue to thrive and grow aiming to deliver
the most effective support, education and ‘time out’. The West Midlands Branch held a fantastic summer tea party – a
wonderful turn out and effort made by all, and raised money to fund future outings and much needed grants.

Poppy Hill – RCA – Birmingham & West Midlands

I am writing this on a beautiful autumnal day, thinking about all the advances that have been made
in research into HD and the care of those with the disease since I first starting caring for people with
HD 17, almost 18 years ago. During the past year I have continued to work with Professor Barker
and his team at the HD clinic in Cambridge; it has been good to meet families when they come for
appointments.
So far this year I have visited the Norwich Branch and the Support Groups in Great Yarmouth, Ipswich,
Cambridge and Peterborough; it has been great to see these groups thriving and I have had a great
welcome, and they always have cakes and posh biscuits!!!
Kid’s camp at Grafham Water went well, there is a separate report about this elsewhere in the newsletter.
Next year we will be at Whitemoor Lakes but from what I hear there will still be plenty of opportunities to get wet!
I have continued to raise awareness of HD in my area through neuro networks in Suffolk and Norfolk, training sessions with
nurses and GPs, social workers, therapists and mental health workers. In November I will be speaking at a neurological
study day in Peterborough; the venue is a new care home that has the facilities to care for people with HD, a number of
people have already made themselves at home there.

Sue Hill – RCA – East Anglia and Lincolnshire

In summary
The emphasis this year has been training professionals to understand HD and mental health, but we have run many successful
conferences and training days with hugely inspirational speakers. Jimmy Pollard has been a great hit at conferences in the
north, south and at the AGM/Family Conference in Telford. I had the job of chairing this conference as Cath was nursing
broken bones at the time. I was rewarded with a pie in the face for my efforts, as a line of us did a version of the Mexican
wave. It’s put me off squirty cream for life.
Adam continues to work with young people individually and in small groups which work well. He is always looking for new
ideas so bring them on and contact our Youth Worker.
As we move into the depths of winter, I am pleased to welcome yet another member of staff to the fold. Sue Tompkins has
commenced as RCA for Northants, Oxfordshire and Warwickshire. She took up post in November and will write a piece for
the June 2015 newsletter.
Don’t forget to make contact with your local RCA if you need advice, support or help in any way. We have experienced staff
in all parts of England and Wales who are happy to assist wherever they can.
May I wish you all a Merry Christmas and a happy and healthy New Year.

Bill Crowder
Head of Care Services
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Staff Contact Details
Head Office telephone number: 0151 331 5444

(Office Hours: 9.00am to 5.00pm Monday to Friday, except Bank Holidays).
As and when staff contact details change, the updated information will be displayed on our website: www.hda.org.uk.
Chief Executive:
Name
Cath Stanley

Area
England & Wales

Telephone
0151 482 9067

E-mail
cath.stanley@hda.org.uk
E-mail
info@hda.org.uk
karen.crowder@hda.org.uk

Head Office, Youth Worker & Branch Co-ordination:
Name

Area

Telephone

Karen Crowder

Office Manager

0151 331 5444

Anna Donnelly

0151 482 9067

anna.donnelly@hda.org.uk

Mark Ford
Danielle Carr

PA to Cath Stanley and Executive Assistant
to the Trustees and Management Team
Administration Officer
Administration Assistant

mark.ford@hda.org.uk
danielle.carr@hda.org.uk

Adam Cho

Youth Worker

0151 331 5444
0151 331 5444
0151 705 3460
07711 004146

Becky Davis

Branch Support and Development
Co-ordinator

01743 369 107

becky.davis@hda.org.uk

Telephone
020 8597 5572
0151 489 3816
020 8868 8329
0151 331 5445
0151 331 5444

E-mail
ayla.besser@hda.org.uk
jill.shan@hda.org.uk
carolyn.mcglamry@hda.org.uk
events@hda.org.uk
sharon.bakewell@hda.org.uk

adam.cho@hda.org.uk

Fundraising:
Name
Ayla Besser
Jill Shan
Carolyn McGlamry
Hannah Longworth
Sharon Bakewell

Area
Head of Fundraising
Fund Raising-Trusts & Companies
Fundraising-Local Authorities
Events Support Co-ordinator
Financial Accountant

Regional Care Advisory Service:
Name
Bill Crowder
Head of Care Services
Ruth Abuzaid
Deputy Head of Care
Services
Shirley Bignell
Anita Daly
Carol Dutton
John Gregor
Alison Heavey
Poppy Hill
Sue Hill
Helen James
Diana King
Mandy Ledbury
Diane Lyes
Leonnie Martin
Jeanette McMullen
Alwena Potter
Ann Pathmanaban
Eve Payler
Jacqueline Peacock
Debra Robinson
Helen Santini
Fiona Sturrock
Sue Tompkins
Theresa Westhead
Charles Whaley
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Area

Telephone

E-mail

England & Wales

01704 875496

bill.crowder@hda.org.uk

England & Wales

020 8446 2662

ruth.abuzaid@hda.org.uk

Bath, Somerset & Weston-Super-Mare
Merseyside
Oxfordshire, Bristol & Gloucestershire
North East including Northumberland
Essex, Barking, Dagenham, Redbridge &
Havering
Birmingham & West Midlands
East Anglia & Lincolnshire
Northants, Derby, Staffs, Leicester &
Nottingham
South Yorkshire, Huddersfield, Bassetlaw,
Wakefield & Dewsbury
Surrey & South West London
Flintshire, Wrexham, Powys & Shropshire
North & East Yorkshire and Leeds
London (excluding S. West)
Anglesey, Conwy, Denbighshire &
Gwynedd
Dorset & Wiltshire
Hampshire & Berkshire
South Wales & Herefordshire
Greater Manchester & Cheshire

01460 57079
0151 487 6514
01451 861575
0191 228 9978

shirley.bignell@hda.org.uk
anita.daly@hda.org.uk
carol.dutton@hda.org.uk
john.gregor@hda.org.uk

01255 823088

alison.heavey@hda.org.uk

0121 4261015
01353 688517

poppy.hill@hda.org.uk
sue.hill@hda.org.uk

01332 518988

helen.james@hda.org.uk

0114 287 3209

diana.king@hda.org.uk

01483 285231
01691 671722
01757 282281
020 8207 3490

mandy.ledbury@hda.org.uk
di.lyes@hda.org.uk
lee.martin@hda.org.uk
jeanette.mcmullen@hda.org.uk

01492 549 162

alwena.potter@hda.org.uk

01425 627960
0238 061 2218
01873 831931
01477 534434

ann.pathmanaban@hda.org.uk
eve.payler@hda.org.uk
jacqueline.peacock@hda.org.uk
debra.robinson@hda.org.uk

01279 507656

helen.santini@hda.org.uk

01580 212 276

fiona.sturrock@hda.org.uk

TBC

sue.tompkins@hda.org.uk

01942 864645
01579 345480

theresa.westhead@hda.org.uk
charles.whaley@hda.org.uk

Herts, Beds & Bucks & Juvenile HD Care
Adviser. England & Wales
Kent, Sussex, Bromley, Bexley & Dartford
Northamptonshire, Oxfordshire &
Warwickshire
Lancashire, Cumbria & I.O.M
Devon & Cornwall

Tributes

Tribute in memory of Fred Gerada

Back in May my dad, Fred Gerada, died of Huntington’s disease. My dad was a generous, kind and hardworking man,
hailing from a little fishing village in Malta. He came to the UK in the 70s with my mum, with just £30 to his name. He
worked hard his whole life and was a bus driver in Portsmouth; something I was very proud of. My dad often stopped
in random places to pick up friends of mine, hosted a tonne of people at our home and on holidays in Malta and
worked so hard to secure the best life for me and my sister, Josette Sampson.
My sister and I invited donations to the HDA after my dad passed away, as we are so grateful to the organisation
for working tirelessly with limited resources to support sufferers and their families with this disease. The HDA were
incredibly supportive and helpful right from the start when my dad was first diagnosed, right up until the end when
they recommended his nursing home.

We do not give up hope about one day a cure being found for the disease, and are grateful that despite our father’s life
being cut short, we still had many happy, memorable years together.

Charlotte Gerada

Tribute from Mrs J Harris,
in loving memory of her
husband, John Harris

After glow

I’d like the memory of me to be a happy one.
I’d like to leave an echo whispering softly
down the ways,
Of happy times and laughing times and
bright sunny days.
I’d like the tears of those who grieve to dry
before the sun,
Of happy memories that I leave when my life
is done.

Tribute from Mrs Pearl Bricker
in loving
memory of her daughter,
Louise Harrison

She is Gone
You can shed tears that she is gone,
Or you can smile because she has lived.
You can close your eyes and pray that she will
come back,
Or you can open your eyes and see all that she
has left.
Your heart can be empty because you can’t see her,
Or you can be full of the love you shared.
You can turn your back on tomorrow and live
yesterday
Or you can be happy for tomorrow because
of yesterday.
You can remember her and only that she’s gone,
Or you can cherish her memory and let it live on.
You can cry and close your mind,
Be empty and turn your back,
Or you can do what she would want:
Smile, open your eyes, love and go on.
							
By David Harkins
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Barbara Whillis

Barbara was born in Belize (then British
Honduras) in 1942, where her father,
Rev. Herbert Cook, was Headmaster of
Wesley Boys School. When she was four,
the family moved to Jamaica, where her
father was given the task of organizing
the building of a Methodist Theological
College, for training young Jamaican men
for ordination, and then becoming its first
Principal. Later Barbara wrote that she
had a very happy childhood, marred only
by her being an only child. However, when
she was eleven, the college opened and
to her delight she had 4 “big brothers”
– then 10 – and finally 30. She greatly
enjoyed growing up in this community
atmosphere!
Two anecdotes tell us something of
Barbara’s character. Her father became
friends with the (pre-independence)
Governor of Jamaica, Sir Hugh Foot,
and the family was periodically invited
to dine at Government House. On one
such occasion, Rev. & Mrs. Cook went on
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ahead, leaving young Barbara to follow.
In true tomboy style, she turned up in her
favoured tee-shirt, shorts and plimsolls.
Her father (she said) was furious; Sir
Hugh was very nice, and Lady Foot took
Barbara upstairs and found her clothes
suitable for young ladies when they dine
at Government House! When she was 11,
her parents decided it would be best for
her education if she went to a boarding
school in England. Barbara was horrified.
She loved her open-air life in Jamaica,
and knew from holidays that England was
cold and wet and generally no fun at all.
The entrance examination papers arrived,
and the headmistress took Barbara to an
empty room and sat her in front of them.
But at age 11, Barbara already knew her
own mind; she wrote her name carefully
and clearly at the top of the page, and
then sat for the allocated time in front of
the otherwise blank sheet of paper. She
did not go to school in England.
A few years later, her mother started

nursing on a voluntary basis in church
clinics. For one year they lived in a village
house – mud walls, straw roof, concrete
floor, no mains services – in order to learn
the language and to be closer to the people.
Somehow Barbara still managed to cater
for large numbers of visitors – kindness
and determination were two of her most
striking characteristics. By the time her
first son, Andrew, was born, she and Alan
were in a more modern house.

showing the first signs of HD, and as
Barbara progressed through her teens,
life gradually changed from Mum and
Dad looking after young Barbara, to Dad
and Barbara looking after Mum. When
Barbara was 19, her mother’s HD forced
the family to move back to England.
Her father took up a teaching post at
a theological college in Leeds while
Barbara started her nursing training at
Leeds General Infirmary, popping home
whenever she could to help look after her
Mum, and also working as a volunteer at
a church centre for homeless people. Six
years later, she married one of her father’s
students, Alan Washbrook, and after his
ordination the couple spent ten years in
Nigeria as missionaries; Barbara helping
her husband with church work and also

I should add that when Barbara was first
married, she was keen to have children, but
also to protect them from HD. She therefore
decided to take ‘the pill’permanently, while
adopting children. Sadly, no adoption
agency would accept her because of the
danger that HD might develop while the
children were still dependent. This caused
her a lot of heartache. However, this was
before the days of genetic testing, and some
years later, while on holiday in England,
Barbara saw a senior consultant, and after
he had checked her mother’s records, he
told her that the illness was probably not
HD. Accordingly he advised Barbara that
she was probably safe to have children
naturally – an honest mistake.
In 1977 Barbara, Alan and Andrew
returned permanently to England, living
first in Stevenage, where Ben, her second
son, was born. They then moved to Chester,
and then Birmingham. Around 1989 the
first signs of HD appeared, and soon after,
Barbara had to give up nursing. In 1992
HD was finally diagnosed definitely; and
her husband left her a few weeks later. The
church found a suitable rented house for
her, with members helping her settle in
and arranging state benefits, carer visits
etc. After a period of stress, she knuckled
down to her new life with her usual
cheerful resilience.
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However, a few years later, Barbara
married again, this time to a friend,
Martin Whillis, who she and Alan had
known in Nigeria. They (or rather, we!)
enjoyed countless walks in nearby places
such as Cannock Chase and Sutton Park,
as Barbara was very concerned to “keep
her legs going”, as she put it. Barbara
would push the wheelchair for stability
and periodically sit down in it for a rest.
After many punctures we bought what we
called our “off-road wheelchair”, with
large wheels and solid tyres. As the years
passed and the HD progressed, Sally
Phoenix, HDA Regional Care Adviser at
the time, was invaluable as a source of
advice and information.
In 2006 Barbara’s aunt died, leaving
her bungalow to us. So the last 7 years
of Barbara’s life were spent in quite an

idyllic setting - a bungalow on the edge
of a Bedfordshire village, with trees at the
end of the garden and fields beyond with
cows and buttercups! Thanks to aids such
as a Motability wheelchair accessible
car and a portable hoist, which we could
use when staying in Travelodges while
visiting friends, a reasonably active life
was still possible until Barbara died
unexpectedly on 1st January 2014. She
had weathered HD for about 25 years.
She was buried in the green area of the
village cemetery, with trees in place of a
headstone. In the church, Andrew and
Ben showed a PowerPoint slide show of
her 71 years of eventful life. She was the
most kind-hearted, generous and strong
willed person that I have known.
Martin Whillis

Robert Andrew Watts

Passed away March 21st 2014, aged 54,
at Mill Lodge, Kegworth.
Gone is the face we loved so dear.
Silent is the voice we loved to hear.
Love Mum, Sister Margaret and families.
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In Loving Memory of my Wonderful
Wife, Julie Pollard, who bravely
fought with Huntington’s until
the end.

Tribute for
John-Tracy Payne,
aged 52 years

1st June 1962 – 20th April 2014

Beloved Son, Brother, Father,
Granddad!

They say memories are golden,
Well maybe that is true.
I never wanted memories,
I only wanted you.
A million times I’ve needed
you,
A million times I’ve cried.
If love alone could have saved
you,
You never would have died.
In life I loved you dearly,
In death I love you still.
In my heart you hold a special
place,
No one could ever fill.
If tears could build a stairway,
And heartaches make a lane,
I’d walk the path to heaven,
And bring you home again.
Our little chain is broken,
And nothing feels the same.
But when God calls upon me,
Our chain will link again.
Rest in peace Julie, all my love
always,

You showed us a lot of things,
We learnt a lot we didn’t know!
But you forgot to tell us one last thing,
How we let you go!
We know you didn’t mean to leave,
Sometimes we have no choice.
We will miss seeing you and hearing you.
You always meant a lot to us,
I could never ever forget.
I know it’s true when they say
God only takes the best!

Rest in peace with your late Dad,
Sister Dawn and Nanna Doll.
Leaving behind, Mother and daughters;
Toni, Kirsty, Nadine, grandchildren,
sisters and brothers. XXX

May xxxx
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Website Update Deadlines 2015
If you wish to have any forthcoming events or information posted
on the HDA website, please contact Head Office with full details
by the following deadlines:

2015:
31st January, 31st March, 31st May,
31st July, 30th September, 30th November
If you have any queries or suggestions regarding the website,
please do not hesitate to contact Head Office at info@hda.org.uk
or telephone 0151 331 5444
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Forthcoming Events 2015
Date

Event

Location

25th - 26th April 2015

Decisions, Dilemmas and Discussions
(conference for 18 to 35 year olds)

Telford

11th - 15th May

AWARENESS WEEK

19th - 21st May

HD Certified Course

Liverpool

29th - 31st May

Juvenile HD activity weekend

Keswick, Cumbria

29th - 31st May

Children’s Activity Weekend (South).
Ages 9 to 15 years.

Ashford, Kent

24th - 26th July

Children’s Activity Weekend (Midlands).
Ages 9 to 15 years.

Staffordshire

31st July - 2nd August

Young Person’s Activity Weekend
(Ages 16 to 19).

Staffordshire

16th - 18th October

AGM & Family Conference

Telford

For more information on the above events and new events, please visit our website:
www.hda.org.uk/events/
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Please note:

The copy date for articles for the next issue of the Newsletter is

Friday 3rd April 2015

This newsletter is for our members and we are always pleased to receive and share any items of
interest you might wish to display within its pages. We appreciate those members who send items
in and would encourage others to do the same. With many thanks for your continued support.
Editorial Panel: Cath Stanley, Bill Crowder and Becky Davis.

Huntington’s Disease Association
Huntington’s Disease Association
Suite 24, Liverpool Science Park, Innovation Centre 1,
131 Mount Pleasant, Liverpool, L3 5TF
Tel: 0151 331 5444 Fax: 0151 331 5441
E-mail: info@hda.org.uk Web: www.hda.org.uk
Registered Charity No. 296453

Produced by: Allsorts Design & Print 01948 841933

