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Message from the Chair
Christmas already! Where has 2015
gone? It only seems like yesterday
that we were in Telford at
the AGM, which was a very
emotional but rewarding event
for both Robin and I.
For those of you who were not
in attendance, I announced
that I was standing down as
Chair, and by the time you
receive this newsletter your new
Chair will have been elected; we
wish them every success in their
new role.

experience and I can honestly say that Robin’s life and mine
have been enriched in so many ways.
The involvement I have had with the European Huntington’s
Disease Network and the International Huntington’s
Association has been so very interesting, especially with the
trials that are happening across the world.
I will now be concentrating on chairing the Bristol Branch of
the HDA and taking up a new role as Trustee of a local charity
based in Bristol; the Carers Support Centre, which I am very
excited about.
Being able to be part of the above will enable me to
concentrate on caring for Robin and continue to enjoy our
travels, wherever they may take us; watch this space!!

As outlined in June’s newsletter, this time last year I met with
your Trustees in Birmingham. One of the areas we discussed
was succession planning, which is so important to a charity
such as ours, to ensure a smooth transition from one stage
of our work to another.

To all the dear friends I have made, the staff and Trustees
of the Association and all of whom I have touched through
the HDA, I say a big thank you. Your support, friendship,
generosity of spirit and love have enabled me to carry out
the role of Chair.

I came away from that gathering knowing that the Charity
was in a very good hands and, after long discussions with
your Trustees and “Mr T” over the last 6 months, I felt that
this October’s AGM was the right time to step down.

With best wishes to you all, and continued success with the
Association.

Being Chair of the Trustees of the Huntington’s Disease
Association, England and Wales, has been a wonderful

Heather Thomas (and Robin; Mr “T”) xx

Outgoing Chair of the Trustees

Advertisement

4

News from the
Chief Executive
There are exciting times ahead for the
Huntington’s Disease Association,
with a number of plans currently
being implemented to further
develop the Association and the
services it can offer.
Firstly, I am pleased to announce
that a rebrand and restyle of the
HDA’s literature is now underway and
our new look will be revealed in 2016.
The HDA will be working with the Travis
Perkins brand team on this project who have very kindly
agreed to donate their time, expertise and support. This is
a significant commitment from Travis Perkins and we are
extremely grateful for their support.
As part of the rebrand project, the HDA website will also be
reviewed and updated. We have listened to feedback from
various users and are taking action to make our website more
user friendly, fresh and modern, so people visiting the site
can easily obtain the information and support they need.
Our new Head of Fundraising, Kate Davis, has been working
with the Fundraising Team to establish new ways that the
HDA can increase donations in order to reach more people.
We are determined to increase our supporter base so we
can realise our plans to grow the SHDA support service and
respond to the needs of the HD community. We have been
focusing on an integrated Major Gifts programme, slowly
identifying those individual and Trusts and Foundations that
can give at a higher rate. We are also introducing a legacy
campaign which aims to inform people that they can make
a difference to the Association by leaving a gift in their Will.
This income will not be realised for a few years but it is
important we lay the foundations for the future sustainability
of the HDA. You will also be seeing a lot more activity on our
social media sites, as we work to raise the profile of the HDA
as well as HD. We want to make giving to the HDA easier, so
are introducing new ways for people to donate and will be
writing to give people the opportunity to contribute.
The HDA receives such amazing support from its volunteer
fundraisers who really do a wonderful job in raising both
funds and awareness of HD. I am delighted to announce that
we will be holding an event in 2016 to officially thank them
for their hard work, support, dedication and perseverance!
We will be asking people to vote for their chosen fundraiser
on Facebook and our website and will unveil the winners on
the 6th June.
I am also excited to announce plans for a celebration black tie
ball which will be happening next year. We are still finalising
the detail but hope that this will be a fantastic opportunity to
raise funds for the HDA.
Awareness Week this year was an incredible success with

over 60 specialist training sessions delivered across England
and Wales by our SHDAs on end of life care for people with
HD, and over 500 copies of the End of Life care booklet,
written by professionals and family members, distributed
so far. Year one of the ‘Cake that, HD!’ campaign, to raise
awareness of Huntington’s disease amongst the general
public through cake sales and afternoon tea events, was a
huge success. Events took place throughout England and
Wales and an incredible £3,792.00 was raised. We hope that
this campaign will continue to grow year on year.
As part of our continuous development and improvement
strategies, we are currently in the process of updating our
training materials. A group of staff are working together to
update training presentations with clearer imagery and video
clips to make them more interactive, to help SHDAs provide
professionals with a much better understanding of HD and
demonstrate effectively the impact the disease has on HD
families.
We have recently been made aware that BBC’s Casualty
are hoping to run a Huntington’s disease storyline in late
2015 early 2016, spanning a number of months. I have been
working closely with the BBC’s researchers providing advice
and information to help ensure an accurate portrayal of the
disease. This storyline is likely to be very emotive but is an
incredible opportunity to help raise awareness outside of the
HD community.
This year has flown by and I can scarcely believe that our
Annual General Meeting and Family Conference has been
and gone! We had an exciting schedule with presentations
from Dr Ed Wild, Dr Dene Robertson, Paramjit Oberoi and
HDA staff. There were some interesting workshops on the
Sunday on speech and swallowing in HD and also a cookery
demonstration and an opportunity to find out about current
research opportunities. We had a pink and green theme this
year for our dinner dance in celebration of our logo colours
and I am sure you will agree it looked amazing! It was lovely
to see and catch up with so many of you and what a fun and
memorable weekend it was!
It is with regret that we see our current Chair of the Trustees,
Heather Thomas, step down from the position and from the
Board of Trustees at this year’s AGM. It has been a pleasure
working with Heather during the past years and I’m sure
you will join me in wishing her and Mr T the very best for
their retirement. Heather has contributed a great deal to the
development of the HDA, and on a personal note a great
source of support.
Cath Stanley
Chief Executive
Huntington’s Disease Association
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December 2015
Newsletter Information
Inside this edition of our bi-annual newsletter, you will find the following documents:
•

Donation Form with return envelope

•

Factsheet & goods order form

The above documents are sent out automatically with our newsletters to all of our
members.
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 with your payment,
to our Head Office. Alternatively, you may visit our website to place your order online:
https://hda.org.uk/shop.
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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HD Buzz Research News
Huntington’s disease research news. In plain language. Written by scientists.
For the global HD community.

Research news articles on the HD Buzz website:
HDBuzz primer: Clinical trial designs and phases
Dr jeff carroll and melissa christianson on october 09, 2015
The last few years have been full of announcements about the results of clinical trials for HD drugs, but
it can be surprisingly hard to understand what these results actually mean. What seems like a simple
question – did a drug work or not – turns out to be more complicated than you’d expect. HDBuzz is
here to help HD families untangle hope from hype when it comes to clinical trial announcements.

http://en.hdbuzz.net/203

A Few Bad Seeds: Using Brain Fluid to Grow Clumps in Brain Cells
Melissa christianson on September 15, 2015
It’s like gardening gone wrong: scientists can sprinkle Huntington’s protein on the outside of
laboratory-grown brain cells and make sticky, potentially harmful protein clumps grow inside the
cells. Now, new research showing that human brain fluid does the same thing could help us monitor
Huntington’s disease.

http://en.hdbuzz.net/202

New tool to measure outcomes in Huntington’s disease
clinical trials
Megan krench on september 03, 2015
When patients participate in clinical trials, there needs to be some type of readout to determine
whether the new treatment worked. It’s important to know two key things: what to measure and
how to measure it. In the case of HD, these obstacles have vexed scientists and doctors for years.
The latest research comes up with a clever new approach to overcome both challenges in a new way.
These results could offer a valuable tool to study new HD therapeutics entering clinical trials.

http://en.hdbuzz.net/201

A faulty filter? Blood vessel changes in Huntington’s disease
Melissa Christianson on May 13, 2015
Because brain cell death drives symptoms in Huntington’s disease, these cells steal the spotlight in
disease-related research. But new research on the brain’s blood supply has uncovered changes in HD
that could be making it harder for the brain cells to cope with the disease.

http://en.hdbuzz.net/196

For all the latest research news items, please visit http://en.hdbuzz.net/
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Liftoff: First humans treated
with gene silencing drugs for HD!
Major Announcement: First HD patients treated with gene silencing drugs
By Dr Jeff Carroll on October 19, 2015
Edited by Dr Tamara Maiuri
The first Huntington’s disease patients have been successfully dosed with gene silencing drugs targeting the HD
gene. These brave volunteers are the first HD patients to ever be treated with drugs designed to attack HD at its
root cause, a treatment approach with huge potential. What about this news has got us so excited?

Gene Silencing
Many HD researchers, including the editors of HDBuzz, believe that a treatment approach called gene silencing
is the most exciting thing happening in HD research right now. To understand why, we need to cover a little bit
of HD basics.
Every HD patient has inherited a mutated version of a gene that we sometimes call the HD gene. In scientific
circles, the gene is actually called Huntingtin, and abbreviated HTT, but that can be a bit confusing.
Everyone on earth has two copies of the HD gene, one they inherited from mum and one from dad. In every HD
patient, one of these copies has a sort of genetic stutter, a repetitive bit of code near one end of the gene that
tweaks the way this gene does its job. This turns out to be bad news - Huntington’s disease is the consequence
of this stutter lengthening beyond a critical threshold.
We still don’t understand a lot about HD. What the HD gene normally
does, why does it have this repetitive stretch of DNA, and what makes it
stretch out are questions that we still don’t have scientific consensus on.
But what’s clear beyond a shadow of a doubt is that every single HD
patient has the same type of mutation - a lengthening of the repetitive
stretch of DNA in the HD gene. In the code scientists use to describe
genetic sequences, the stuttering letters are abbreviated “C-A-G”, which
is why you might have heard of people talking about “C-A-G repeats”.
This genetic certainty is terrifying for family members - if your mum or
dad has HD you have an exactly 50% chance of inheriting this awful
mutation. But there’s a flip side to this bad news, which is that this
certainty gives us a really good target for trying to attack HD. Since every
single HD patient has a mutant HD gene, why don’t we just try to get rid
of the mutant gene itself?
Gene silencing drugs interfere with
the way that genes are used to make
damaging proteins. ASOs work by
targeting specific messenger molecules
for destruction, which has the effect of
reducing levels of the damaging protein.

In previous generations, this would have been like asking someone to
reach up into the sky and pluck out your favourite star, but we live in
amazing times. It turns out that this kind of thing might actually be
possible now because over the last 20-30 years, techniques have been
developed by scientists that let us pretty much switch off a given gene
at will.

At root, scientists are a curious bunch. As they’ve poked and prodded how cells achieve particular tasks, they’ve
uncovered a wide range of ways to shut off certain genes. You might hear about “antisense oligonucleotides
(ASOs)”, or “zinc finger nucleases (ZFNs)” or even “transcription activator-like effector nucleases (TALENs)”. The
idea behind this zoo of approaches is the same: trick cells into shutting off the HD gene and only the HD gene.

Isis and ASOs
A wide range of scientists are applying all of the above approaches (and more!) to the problem of shutting off
the HD gene. The most advanced program uses a type of drugs called “antisense oligonucleotides”, or “ASOs”.
Basically, ASO drugs are short heavily modified bits of DNA that instruct a cell to destroy a particular gene.

8

Compared to some of the other technologies that turn on or off genes, ASOs have been around for a long
time. The company with the most advanced HD gene silencing program is called Isis Pharmaceuticals, which
was founded in 1989. For those of us that remember the fall of the Berlin Wall, 1989 might not seem like so
long ago, but in the biotechnology world that’s a long run.
The benefit of all this experience is that Isis has a long history in applying ASOs to the problem of human
diseases. Versions of their various ASO drugs have been tested in thousands of humans with a wide range
of health problems. They’ve also successfully had drugs approved by regulatory agencies like the FDA, so
they’ve got a realistic idea of what it takes to get a drug to people.
Luckily for us, Isis has developed an ASO drug they call “ISIS-HTTRx” which targets the HD gene for destruction.
Animals treated with the mouse version of this drug show remarkable and important improvements in HD-like
symptoms, which has a lot of scientists very excited.
The success of HD silencing drugs in mice is neat science, but actually running a trial for HD patients is a
big and expensive problem. Isis understands that they need partners with deep pockets and even more
clinical trial experience to get drugs to patients as quickly as possible. For this reason, they’ve partnered with
pharmaceutical giant Roche to test ISIS-HTTRx as quickly and competently as possible.

The first HTTRx study
As we recently described at HDBuzz (http://en.hdbuzz.net/203), getting drugs
approved is a long and complicated process. The first step along the way is
what’s called a Phase 1 trial. Any phase 1 study has a single, essential goal: to
make sure that an experimental drug is safe in people. Not mice, not monkeys,
not rats, but people.

Two companies - Isis
Pharmaceuticals and Roche
Pharma - are working hard to
bring gene silencing drugs to
HD patients.

Often phase 1 studies are conducted in healthy volunteers, but in this case
the phase 1 study of ISIS-HTTRx is being carried out in 36 HD patients in
Canada, the United Kingdom and Germany. This may seem like a small number
of patients, but remember the goal of this study is to establish safety, so what
we want is to treat a small number of volunteers to look for any problems before
we test the drug in a larger group.

This is especially true for a drug like ISIS-HTTRx which must be delivered directly
into the brain. After a lot of experimenting, Isis developed a plan to deliver ASOs
directly into the fluid that bathes the brain, the cerebrospinal fluid (or CSF).
Because this fluid circulates throughout the brain, delivering a small amount of
drug at the base of the spine results in the drug getting carried throughout the entire brain.
A lot of homework has been done in both animals and humans to figure out this delivery trick, but of course
anytime we deliver an experimental drug to someone’s brain we have to exercise extreme caution. That is
why a relatively small number of patients are enrolled in this first phase 1 study of ISIS-HTTRx.
This question of the spread of the drug within the brain raises an important concern. The data collected by
Isis so far suggests that the drug gets almost everywhere in the brain, but not very much into part of brain
called the striatum.
This is too bad, because the striatum is the most damaged part of the brain in HD. The hope is that fixing
other parts of the brain with an ASO may prove a big benefit for the striatum -figuring out if this is true is
one of the goals of these studies.

What’s happened?
So what’s the big news? Simple - Isis has just announced that
the first few patients have been successfully dosed with ISISHTTRx. Professor Sarah Tabrizi, global chief clinical investigator
of the study at University College London, has said: “I’m thrilled
that this antisense drug has now been safely administered to
the first patients. Families ravaged by Huntington’s disease
have been waiting for this milestone for decades. I look forward
to ensuring the smooth running of this first trial and hopefully
seeing ISIS-HTTRx through to efficacy testing and licensing”.
This means that the trial is underway, and that the first
volunteers have been treated without any immediate complications. The next year or so will be a period of
intense study of these trial volunteers to make sure that they don’t have unexpected complications from the
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treatment. They’ll also be examined for a range of measures of whether or not the drug is working, which will
provide critical information for planning future HD gene silencing studies.

Where’s this going?
This announcement represents a huge milestone, but it’s only one step on the path towards developing a gene
silencing approach to HD. If this phase 1 study is successful and the drug is proven safe, another trial will
be required to prove that the drug has an impact on HD symptoms. And also remember that these trials are
experiments that we don’t know the outcome of - it’s possible the drug will be safe, but not have enough impact
in the brain to significantly impact HD symptoms.
This sounds daunting, but patients and families can be comforted by the knowledge that planning for this next
trial is already underway. Everyone involved in this project wants safe and effective drugs for HD in the clinic as
soon as possible.
Today’s announcement represents a remarkable step the long fight against HD. We feel great excitement, as
well as a deep sense of gratitude to the researchers and participants in this pivotal trial. Stay tuned to HDBuzz
for more updates as these trials progress.
You can view this article online by visiting: http://en.hdbuzz.net/204.

Huge study reveals new
‘genetic modifiers’ of Huntington’s
disease
GeM-HD identifies the first solid leads in the hunt for genetic variations that
affect Huntington’s disease onset
By Dr Jeff Carroll on July 31, 2015
Edited by Dr Ed Wild
Even though every patient with Huntington’s disease has a mutation in the same gene, the age at which
HD patients develop symptoms varies widely. A global consortium of HD researchers has just published a
landmark study of genetic differences between people that might explain some of that variability, producing
some tantalizing new targets for drug discovery efforts.

CAG sizes and onset
The mutation responsible for every case of Huntington’s disease was
discovered in 1993 by a large international team of researchers called
‘The Huntington’s Disease Collaborative Research Group’. These scientific
pioneers discovered a gene that has a repetitive stretch of DNA letters:
C-A-G. This repetition is longer than normal in people with HD. Anyone
who has 40 or more ‘CAG repeats’ in the gene will develop HD at some
point.
The researchers nicknamed the gene huntingtin. (Why? Because scientists
like gene names that end with “-in”, like albumin or haemoglobin.)
The GeM consortium has identified a
few regions where genetic differences
influence the age HD symptoms begin, like
identifying a few books from a library of
thousands.
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They quickly realized that HD patients don’t all have the same number
of CAG repeats in their mutant copy of the huntingtin gene. The average
length in people with HD is about 42, but some are much longer – even
more than 100. This turned out to be really important, because on average,
people with longer CAG repeats tend to experience HD symptoms earlier
in life.

The CAG count is the main thing that explains why different people experience HD symptoms at different
ages.
But a nagging mystery persisted: people with the same number of CAG repeats sometimes had very different
ages of symptom onset. For example, two people with 42 repeats could develop HD symptoms years or even
decades apart.
That means the CAG count isn’t the whole story. It’s also why the CAG count isn’t terribly helpful, in most
cases, for trying to predict what age a particular person will get symptoms – for the most part, all we can say
is that if it’s 40 or more, HD will develop at some point.
For years, scientists have thought that some of the variation in onset age could be due to genetic differences
in genes other than the Huntingtin gene - so-called genetic modifiers.

The search for modifiers
Searching for genetic modifiers has been a long-running interest of Huntington’s disease researchers, and
yesterday a massive new study was published describing the biggest genetic modifier study ever conducted
in HD.
You can think of these genetic differences between people as ‘nature’s experiments’. Most of these little genetic
differences don’t produce any noticeable effects, while others have subtle or not-so-subtle effects on the way
the body works. The ones we’re interested in alter things in a
way that speeds up or slows down the damage caused by the
abnormal huntingtin gene, resulting in symptoms developing
earlier or later than expected.
So inside every cell of everyone with HD, nature is effectively
running a decades-long experiment! Each person carries
their own set of genetic differences, slowly playing out over
time, and the outcome of the experiment is whether those
differences produce earlier or later symptom HD onset.

Finding the signal in the noise
The cool thing about genetics is that we already know these differences exist, and modern genetic technologies
enable us to find them in a person’s DNA more quickly, cheaply and efficiently than ever.
Searching through someone’s entire DNA code or genome, to look for individual differences that influence a
disease is called a ‘genome-wide association study’ or GWAS (pronounced ‘gee-wass’).
The downside of this kind of study is that each of us carries thousands of these little genetic differences that
make us unique. But even if a person has really early or late HD onset, it’s impossible to know which of these
many genetic differences was responsible for altering the development of their Huntington’s disease in that
individual.
But if we look at the DNA of many thousands of people, the truly important differences start to stand out. If
a thousand people who share a particular difference all get earlier HD onset, that one bit of DNA they have
in common is probably important.

The GeM-HD Consortium
Luckily, clinics around the world have been collecting DNA samples and disease information from Huntington’s
disease family members for years – sometimes even decades. A team of very dedicated HD genetic
researchers, led by Drs. Jong-Min Lee and Jim Gusella, led a group called the Genetic Modifiers of HD or
GeM-HD consortium, to work on this problem.
The team brought together DNA samples from clinical groups and big studies including PHAROS, COHORT,
TREND-HD, PREDICT-HD and HD-MAPS. Pooling all these DNA samples resulted in about four thousand HD
patients whose DNA and age of onset of HD information were available.

The finding
At the end of this massive, multi-year, effort, the researchers found just what they were looking for. Differences
in at least two, and likely three, regions of DNA were firmly linked with an earlier or later onset of Huntington’s
disease.
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For example, people with one of these tiny genetic differences were
found to experience HD onset six years earlier, on average, than we
would predict from their CAG size. Another difference in a neighbouring
bit of DNA had the opposite effect - it led to about a year-and-a-half
delay in symptom onset.
So far the researchers have just identified small regions of DNA that
contain these influential differences. Though they’ve narrowed it down
massively, from over 3 billion letters of DNA to just a few thousand,
they’re not precisely sure yet which genes are changed in the subjects
they studied.

Several of the genes identified are involved
in repairing and maintaining our DNA - a
It’s as if they’ve examined a massive library and found the right book,
possible clue to how they may influence
but still need to find the exact page that tells us what genetic difference
the age of HD onset.
led to these alterations in onset.

The impact
One important outcome of this study is that it proves that the onset of Huntington’s disease can be shifted.
With a little help, nature has shone a bright spotlight on a small list of genes and said, “Hey! If you can make
this gene work better or worse, you can change the course of HD!”
If we can identify precisely, what genetic difference led to a six-year hastening of symptoms in HD patients,
we could then try to make a drug that would target that gene, or alter its effects in cells, to protect them
rather than speed up the onset of HD.
You can be sure that HD researchers are starting to look, hard, under that spotlight.

Faulty DNA repair?
The GeM-HD team’s work ended with a clever thought experiment. They have narrowed the hunt down to just
ten or so genes that live in the right neighbourhood to modify the onset of Huntington’s disease symptoms.
Each of our twenty thousand genes does something different. Some make the enzymes that break down our
sugars and produce energy. Others serve as the bookshelves for DNA itself, helping cells read their own DNA
code.
Are there any common functions among the ten or so genes that
might contribute to hastening or slowing HD onset? In fact, yes, the
researchers noticed that a surprising number of the genes living in the
right neighbourhoods had something to do with repairing DNA.

This breakthrough was only possible
because thousands of people from HD
families volunteered to take part in
research studies.

Our DNA code is so important that cells put in a lot of work to keep
it free from errors. Like everything else our cells do, the instructions
for making this DNA-repairing machinery are stored in our genes. And
several of those DNA-repair genes are among those that the Gem-HD
spotlight has illuminated.

The findings of the GeM-HD consortium team lend weight
to an idea that has been around for a while, which is that
damage to DNA – especially in the brain – might be part of the process that makes brain cells sick
in HD.

The take-home message
This is a landmark study that opens up new avenues of genetic research and drug discovery that are among
the most important since the HD gene was discovered in 1993.
Crucially, this breakthrough was only possible thanks to the participation of thousands of volunteers in clinical
research studies. It’s an important reminder that participation in research can have benefits beyond what we
imagine when we first sign up for a study.
You might be wondering whether these newly identified genetic differences could be tested for in people, to
try to predict more accurately when a person with the HD mutation will get symptoms. That’s a theoretical
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possibility in the future, but we’re not there yet. First we need to nail down the exact genes involved and
understand how they alter the course of HD.
Importantly, this study proves that the age of Huntington’s disease symptom onset can be modified. No
longer do we have to wonder whether it’s possible to shift the onset of HD, because nature’s experiments
have proven that it is.
Now, the challenge is turning these new genetic observations into treatments. Rest assured, researchers will
be rushing to pursue these findings as quickly as possible.
You can view this article online by visiting: http://en.hdbuzz.net/200

Switching it up: variety in
the HD gene affects symptom onset
Variety in the HD gene’s on switch affects when symptoms arise.
By Melissa Christianson on May 29, 2015
Edited by Dr Jeff Carroll
Just like it is difficult to predict exactly when a storm will hit, predicting when Huntington’s disease symptoms
will arise for any particular person is hard to do. However, new research suggests that tiny changes in the
on switch of the Huntington’s gene affect symptom onset – and may provide important information in the
search for Huntington’s therapies.

Eying the Storm
Like the signs of a thunderstorm, the symptoms of Huntington’s disease are unmistakable. In the place of gusting
winds, pelting rain, and cracking thunder, however, Huntington’s brings stereotypical movement, cognitive,
and psychiatric symptoms that are remarkably consistent across the patient population. Nevertheless, just
like it is difficult to predict exactly when a storm will hit, predicting exactly when Huntington’s symptoms will
arise for any particular person is hard to do.
We already know that the genetic mutation causing Huntington’s affects
the onset of symptomatic disease. This mutation centres around a set
of three DNA building blocks inside the Huntington’s gene that we refer
to as “CAG”. In Huntington’s disease, these building blocks get repeated
too many times and thereby lengthen the gene - and the longer the
gene, the earlier (on average) symptoms arise. However, gene length
doesn’t tell the whole story about symptom onset: even among people
whose Huntington’s genes have similar lengths, the onset of symptoms
can vary by as much as decades.
“Just like it is difficult to predict exactly
when a storm will hit, predicting exactly
when Huntington’s symptoms will arise is
hard to do.”

This variation has scientists eying the Huntington’s storm in the hope of
understanding, and potentially co-opting, how nature delays the onset
of symptoms. These scientists think that additional genetic factors play
a part in this variation – and that bits of the Huntington’s gene we don’t
normally talk about may serve an important role.

Small Changes in a Big Gene
The Huntington’s gene is one of the biggest genes in human DNA - it is made up of about 170,000 DNA
building blocks all strung together. Even though we focus most on the extra repeats that cause the disease,
these repeats make up just a tiny fraction of the whole gene. The rest of the gene is actually also full of
information that could influence when symptoms arise.
One specific part of the gene, called the promoter, is particularly well positioned to affect symptom onset. A
promoter is a special part of a gene devoted to turning the gene on and off. If you think of a gene like a CD
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sitting in a boom box, then a promoter is like the boom box’s on switch: just as the on switch turns on the
CD to make music, a promoter turns on a gene to make protein.
Small changes in promoters can have big effects on genes. Continuing our gene-CD analogy, imagine that we
made a minor change in the on switch and moved it to the underside of the lid. By making it harder to reach
the on switch, this relatively small change would make it much more difficult to play the CD. In a similar way,
small changes in a gene’s promoter – especially changes that make the promoter hard to reach – can make
it difficult to turn on a gene.
For genetic diseases like Huntington’s, such changes can have big consequences.

Could Promoters Affect Symptom Onset?
A group of scientists based at the University of British Columbia in Vancouver wondered if variety in the
Huntington’s promoter could be one of the things controlling when symptoms of the disease arise.
To ask this question, they looked at a version of the Huntington’s promoter occurring in a very small number
of people with the disease. This rare promoter has a tiny, tiny change from normal – in it, a single one of
the ~170,000 DNA building blocks in the Huntington’s gene is different. However, just like in our CD analogy
above, this small change makes the promoter hard to access. Consequently, Huntington’s genes that use this
promoter as their on switch are difficult to turn on, and they make less protein than normal.
Could this tiny change, the scientists wondered, be enough to affect the age of symptom onset in Huntington’s?

Hold On, I’m Seeing Double
However, asking this question isn’t as simple as it sounds. In fact, it’s twice as hard as you might have
expected.
The reason why has to do with a central feature of human DNA. Remember that we humans get two copies
of most genes (including the Huntington’s gene) at birth – one from mum and one from dad. For individuals
with Huntington’s disease, every cell in the body therefore contains two copies of the Huntington’s gene: a
normal-length copy and an extra-long copy that causes the disease.
Both copies need to have a promoter attached so that they can be turned on. However, the promoters on the
two genes do not have to be the same. This means that either copy - the normal-length or the extra-long
one - can have the rare promoter the scientists wanted to study.
To ask if this promoter affects the age of symptom onset in Huntington’s disease, therefore, the scientists
actually had to ask two separate questions: does having the rare promoter attached to the extra-long
Huntington’s gene affect symptom onset, and does having the promoter attached to the normal-length
Huntington’s gene affect symptom onset?

One Change, Two Different Consequences
So, what did the scientists find when they pulled double-duty to ask and answer these questions?
The answers to the questions may surprise you – because they were opposites!
People who had the rare promoter attached to their extra-long
Huntington’s gene got sick almost a decade later than expected,
whereas people who had the rare promoter attached to the normallength copy got sick almost four years earlier than expected. Thus, the
rare promoter could either delay or hasten symptom onset, depending
entirely on the copy of the Huntington’s gene to which it was attached.
Why on earth would this be the case?

“Because we all have two copies of the
Huntington’s gene, it is as if our cells are
constantly listening to - and trying to
make sense of - music coming from two
different Huntington’s CDs played at the
same time.”
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Our genes-as-CDs analogy can help us understand these surprising
results. Because we all have two copies of the Huntington’s gene, it is as
if our cells are constantly listening to music coming from two different
Huntington’s CDs played simultaneously. One CD (representing the
normal-length gene) plays the song cells need to hear to stay healthy,
whereas the other (representing the extra-long gene) plays an altered
melody that can drown out the correct song.
If we move the boom box’s on switch, we make it harder to play one

CD or the other. When turning on the extra-long CD is hard, cells get healthier – because they can hear
the correct song much better without a competing melody. When turning on the normal-length CD is hard,
though, cells get sicker – because the only song left playing is the competing melody.
The real science works on exactly the same principle: making it hard to turn on the harmful, extra-long
Huntington’s gene delays symptom onset, whereas making it harder to turn on the good, normal-length
Huntington’s gene hastens symptom onset. Affecting the Huntington’s gene promoter thus has the power to
alter symptom onset in either direction.

Notes of Caution
However, as with most research studies, there are a few things to consider before trying to apply these
findings more broadly to patients and families.
Most importantly, the version of the Huntington’s promoter the scientists studied was quite rare. Because only
a very small portion of the Huntington’s population actually has this genetic variation in their promoter, the
new results may not directly apply to most of the Huntington’s community.
Another thing to consider is that researchers used a strategy of looking at groups of people who had very
early or very late onset of symptoms for this study. Why would they do this, rather than just looking at
everyone?
Imagine you’re interested in searching for genetic changes that make people really tall. Do you think you’d
have better luck finding such rare changes in a random group of people, or with the Los Angeles Lakers
basketball team? Probably, you’re better off starting with the basketball players, who tend to be taller than
normal.
That’s sort of what this team of scientists did - they enriched their study population with HD patients who
had very early or very late onset of symptoms. This gave them a better chance of finding rare variations that
change when people get sick with HD.
However, when they looked in another group of people without ensuring a big number of people with early
or late symptom onset, they didn’t see the same effect.
These are early days for this research, and there’s a lot more work to be done. We might need to find more
common genetic variants near the HD gene, or look for interactions between more than one variation, before
we can more accurately predict the age of onset of HD using genetics. However, this study is an important
proof that we can find genetic changes that modify HD age of onset.

Does This Research Help Us Find HD Therapies?
Despite these cautions, this new research is really exciting and brings several important ideas to the floor.
It emphasizes that the both normal and extra-long Huntington’s genes affect symptom onset and that the
balance of these two genes is important in the search for new therapies.
Additionally, this research has implications for a cool type of therapy called “gene silencing”. Gene silencing
is exactly what it sounds like – a way to turn off (silence) human genes. Gene silencing gets tricky in
Huntington’s, though, because there are two copies of the Huntington’s gene (one good and one bad). The
research here suggests that generically turning off both Huntington’s genes might delay symptom onset, but
that specifically turning off the extra-long copy could be even more effective.
Thus, this research both helps us to understand what drives the onset of Huntington’s symptoms and guides
the search for effective HD therapies.
This article can be viewed online by visiting: http://en.hdbuzz.net/198
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Measuring harmful
huntingtin protein in the brain’s
bath water
How will we know whether HD-lowering treatments are working? New
advancements in the detection of mutant huntingtin.
By Dr Michael Orth on May 18, 2015
Edited by Dr Tamara Maiuri
Exciting technologies such as gene silencing are being developed for the treatment of Huntington’s disease.
Aside from waiting for disease progression to take place, how will we know whether they are working? This has
been a major hurdle for HD researchers, but we now have a super-sensitive method to measure the build-up of
harmful huntingtin protein in the nervous systems of HD patients.

Needle in a haystack
Cells harbouring a mutation in a gene, like in Huntington’s disease, in most instances go on to produce a protein
with the mutation. The DNA contains the script for the mutation but it is the abnormal protein that does the
ensuing damage. In the HD research community, efforts are under way to silence the HD gene with the goal of
reducing levels of the so-called ‘mutant huntingtin protein’. The litmus test of the success of these approaches
involves measuring how well they can reduce levels of the mutant huntingtin protein.
HD researcher Dr. Andreas Weiss, now at Evotec in Hamburg, Germany, has developed a number of very sensitive
methods to accurately measure levels of the huntingtin protein. In a recent study published in the Journal of
Clinical Investigation, Dr. Edward Wild of UCL Institute of Neurology, Dr. Weiss, and their team of international
colleagues reported that they’ve fine-tuned a method to detect single huntingtin protein molecules - in effect
finding the proverbial needle in the haystack. They’ve also figured out exactly which haystack to search.

Testing the waters
Huntington’s disease is a disease of the brain cells, so ideally one wants to measure mutant huntingtin protein
levels in the brain. This is rather difficult in live humans, unless one takes a piece of the brain… something that
may not be advisable. Hence, the research team turned to the fluid that bathes the brain, called cerebrospinal
fluid or CSF. CSF contains a host of proteins that come from brain cells, so the team used their new method to
scan it for mutant huntingtin.
As expected, in healthy controls they detected no mutant huntingtin. However, in people carrying the HD
mutation, not only did they detect mutant huntingtin, but there was more of the harmful protein in patients
who had already developed signs of HD than in those who were well. In fact, the researchers report that levels
of mutant huntingtin increased with disease burden, and actually predicted the severity of motor and cognitive
problems.
As a sort of bench mark, the team looked at the levels of two other proteins that attest to the integrity of
brain cells, called ‘neurofilament’ and ‘tau’. These brain integrity reporters behaved proportionally to mutant
huntingtin suggesting that the spill-over of mutant huntingtin into the CSF results from increasing damage to
brain cells. “We think the mutant huntingtin is being released into the CSF from the very brain cells it is killing,”
said Dr. Wild in a UCL press release. “It may be a smoking gun that reflects the harm the protein is doing in the
living human nervous system.”

Onward and upward
Measuring mutant huntingtin reliably in CSF is an important step closer to what really matters in HD: the mutant
protein in brain cells. Not only will this technology be important for testing up-and-coming HD-lowering drugs,
it may provide a useful clinical tool for predicting and monitoring the progression of HD.
At this point, however, the results by Wild and colleagues need to be reproduced in larger numbers of CSF
samples. We also need a better understanding of exactly what CSF mutant huntingtin levels can tell us about
what is going on within HD brain cells. Add to this the question of how stable these measurements are in
the same person over time, and how they change in response to a drug that lowers mutant huntingtin, and
researchers like Dr. Wild and Dr. Weiss have their work cut out for some time to come. You can be sure they’re
working hard. You can view this article online by visiting: http://en.hdbuzz.net/197
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Adam’s Special Day - Willow Foundation
Creating Unforgettable Special Days
Willow is the only national charity working with seriously ill 16
to 40 year olds to fulfil uplifting and unforgettable Special Days.
For some their Special Day is the opportunity to return some normality to
their lives. For others it is the last chance to fulfil a dream. But for all, it
is a life-affirming experience that can lift spirits, reunify families and be a
source of strength when it’s needed most.
Adam is 25 and has Huntington’s disease. Life for him and his family is
more often than not focussed on managing his condition, so for his Special
Day he simply wanted to be able to spend some quality, care-free time
with his mum, dad and brother, creating happy memories together.
Something to look forward to
Having something positive to talk about other than hospital appointments was a change that Adam and his family needed.
Willow were able to help by organising a trip to the Chelsea football ground, which gave the whole family something to look
forward to and was the perfect way to celebrate Adam’s birthday. Liza, Adam’s mum shares his story:
“I found out about Willow through an internet search as I wanted to do a Special Day for Adam before he became too ill and
Willow was the only charity who catered for his age group.
He’s supported Chelsea from a young age. The day, from beginning to end, was excellent and we as a family had one of the
most enjoyable, stress-free days out in such a long time.
Having a Special Day enabled us to have something to look forward to. What made it so much more special was that it was
also Adams 24th birthday. More than anything, it gave Adam something to get excited about and for the disease to not be at
the forefront for a change. It also gave us something to talk about weeks afterwards with other members of the family and
our friends.
Best Day Ever!
We now have lots of memories and photos. We’re always talking about our day at
Chelsea. Without Willow, we wouldn’t have been able to afford this on our own.
We truly felt like VIP’S from the moment we were picked up to being dropped
back home that evening. But most of all, we were given the chance to forget about
Huntington’s disease and spend time as a family.”
When asked to describe his Special Day in three words, Adam said, “Best Day Ever!”
To date, Willow has provided more than 11,500 Special Days for young adults, just
like Adam, diagnosed with a life-threatening condition such as cancer, motor neurone
disease, muscular dystrophy and Huntington’s disease.
If you, or anyone you know, could benefit from a Special Day, then please do
get in touch today. Applying is simple, you can fill in the form online at www.
willowfoundation.org.uk or if you have any questions you can call the team on 01707 259 777.

Awareness Week
Awareness Week joint event for Dorset, Wiltshire, Hampshire,
Berkshire and Isle of Wight
A successful professional palliative care event was held by Eve Payler,
Specialist HD Adviser for Hampshire, Berkshire and the Isle of Wight and Ann
Pathmanaban, Specialist HD Adviser covering Dorset and Wiltshire. It was
held at Brockenhurst Village Hall during Awareness Week on Tuesday 12th
May. Around thirty four professionals attended, we were delighted that on
the day only a few people were unable to attend.
Ann introduced the event and there was a brief viewing of Charles Sabine’s
poignant video about him and his family, Eve presented “Caring for people
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with advanced HD”. Wendy Bailey, Specialist Neurology Nurse, Dorset,
gave a thought provoking and interactive talk on “Developing advanced
care planning and systems” and Nikki Haswell, Development Manager,
Disability Wessex discussed with those present “who can make decisions
for another adult: lasting Powers of Attorney and Deputyship”.
Alan, Ann’s eldest son gave his time to be our technical specialist and
made sure the presentations went smoothly. Nikki Burch from the
Community Neurological team in Dorset did an excellent job registering
delegates as they arrived.
Hugh Marriot was the most charming meet and greet person possible
while Lorna (Eve’s mum) dished up the delicious array of cakes she had
baked especially. Eve’s carrot cake was good too!! Roo and Lorna did
a fantastic job of providing tea and coffee (with all the accompanying
washing up) to complement the cakes.
The day was well evaluated, identifying we had reached the audience
and improved their knowledge and understanding of providing for and
looking after people with advanced stage HD so it was well worth the
hard work!!
Ann Pathmanaban
SHDA – Dorset & Wiltshire

New Enroll HD website
The new Enroll-HD website is now live: www.enroll-hd.
org. You can find lots of information about how the study
is structured and the people who keep it running, from site
staff to participants to clinicians to researchers. Please check
back often for new articles, updates and announcements.
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AGM Weekend & Family Conference
What a weekend! Full to bursting point with old
friends and new, such a fabulous atmosphere. In
short; a great weekend.
Friday was busy setting up stalls and meeting delegates
as they arrived having battled through Friday night traffic!
With the option of attending a workshop on running an
event, expertly run by our very own Hannah Longworth,
Community Fundraiser and Social Media Lead. Indeed
Hannah could be seen all weekend tweeting and posting
on Facebook to allow the wider HD community to have
a taste of the weekend. After a delicious dinner served
by the lovely staff at the Holiday Inn, we got down to a
bit of fun, with the HDA’s version of “Who wants to be
a Millionaire”. Well done to “Phil’s Babes” on becoming
millionaires on the night!
Saturday saw the arrival of more delegates, lots of
catching up and chatting. The programme for the day
included a really interesting talk from Dr Dene Robertson
who gave insight to coping with psychiatric symptoms in
HD and a moving talk from Paramjit Oberoi, who told the
story of her daughter, who is affected by HD, but set out
to bring happiness to other children affected by this form
of the illness. Kate Davis, our new Head of Fundraising
talked about new funding streams for the HDA, whilst I
gave an update about what has been happening in the
HDA, including sharing the secret that Casualty will be
running a story line on HD. Jackie Harrison launched the
#giveatossforHD campaign, which the whole audience
then joined in with, she had created a really moving video
of why and how she had this idea. The most exciting news
by far came from Dr Ed Wild who shared that the first
safety trial on gene silencing has started…..that news got
the party started!
Saturday evening was full of pink and green filled fun,
my thanks to everyone for entering into the spirit of this.
What a fabulous night!
Sunday was workshop time, and we were grateful for Sara
Minster coming to talk about how people can get involved
in this research, and 2 fabulous (and over-subscribed!)
workshops on eating, swallowing and diet, run by Emma
Burnip and Neil Palliser-Bosomworth; my grateful thanks to
them.
All too soon it was time for home. Lots of hugs and
kisses…the weekend perhaps best summed up by “Parsnip
Pete’s” poem:

They say the HD community is like a big family – I’m sure
that’s true,
Judging by the number of people saying “hello, it’s good
to see you”.
There were three sisters with the surname Kaye,
Who plied me with drink and led me astray.
Last year two of them had kept me up till 3am as if that
wasn’t plenty,
This year I didn’t get back to my room till four twenty.
Heaven knows what it would be like if all four sisters were
to come,
Something, I think, that would be close to bedlam, but still
lots of fun.

19

Thank you Kevin you are a friend indeed,
You were there for me in my hour of need.
Ed Wild told us about some exciting research results that
were secret and new,
We all promised not to tell anyone till Monday at one
minute past two.
We recognised some of the staff from the year before,
They were all so very helpful – we couldn’t have asked for
more.
The food was wonderful, tasty and hot,
I was very happy with the feast that we got.
Thanks to the kitchen staff for my mum’s “Happy
Birthday” on a plate,
Mum had the best birthday ever – she said it was great!
Thank you Pat and the Southend crew,
Mum had a brilliant day – thanks to you.
Thanks to the organisers for an informative weekend filled
with fun,
Your hard work is appreciated by everyone.
Parsnip Pete (October 2015)

Southend Branch
And so to next year:
Where: Holiday Inn Telford
When: 4th – 6th November 2016
Please book early to avoid disappointment....we look
forward to seeing you there!
Cath Stanley
Chief Executive
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Improving the services for Juvenile
Huntington’s Disease
As a Lay Member of the Research Project to Improve the Services for Juvenile Huntington’s disease I
have been asked to help identify JHD individuals and their families who would be willing to share their
experiences as part of the project.
The first task is to establish the prevalence, the total JHD numbers in the whole of the UK. It is thought that there might be
more than 300 young people, with ages ranging from 0 - 25, with this disease. Finding them all will be a challenging task.
If you are able to assist this search in any way the Project team would be most grateful.
The main aim of the project is to identify which specific Health and Social Care services JHD youngsters and their families are
currently receiving, and ask their opinion of alternative models of care; specifically, concentrating expertise in a traditional
Multi-Disciplinary Team to which patients/families travel - or alternatively establishing a virtual MDT using Tele-health, or a
secure Skype system via the internet.
For example, does your JHD youngster see the Health and Social Care professionals at home as domiciliary appointments
– or do they have to travel to awkward “out-of-town” hospital appointments?
If you are interested in being involved, or know someone who might be, please contact
Rachael Cann, Clinical Research Officer, OPD2 Northern General Hospital, Sheffield S5 7AU.
Tel: 0114 2-717150 (Direct) or 0114 2-717025 (Main Office).
email: JHD.study@sch.nhs.uk.
Alternatively, please visit:
http://www.sheffieldchildrens.nhs.uk/our-services/huntingtons-disease/take-part-in-research.htm
Thanks,
Allan Adams
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Introduction to Palliative Care Day
Family Event on Saturday 16th May
Dorset/Wiltshire/Hampshire/Berkshire/Isle of Wight
Following on from our theme for Awareness Week, Ann Pathmanaban and Eve Payler held a family event for our areas at
Brockenhurst Village Hall in the New Forest.
Ann Pathmanaban led the day which was exceptionally well catered for with Danishes for morning coffee, lunch and warm
scones with our afternoon tea.
We had some excellent speakers; Jason Harris, an independent financial advisor from AFH wealth managements, spoke
at length about the complexities of life insurance, critical illness cover, mortgages and pensions. This was followed by a
presentation from Nadine Hodgson, discussing the difficult decision around artificial feeding and left us all better informed
in this area.
After lunch we had a speaker Nikki Haswell from Disability Wessex who impressed upon us all the importance of completing
Power of Attorney for everyone. The afternoon workshops were run by Gino Cirelli, teaching us some relaxation techniques,
and Jean Houston talked us through the importance of oral hygiene and demonstrating some useful equipment to help with
this. Both workshops were well received.
Although the day tackled some very difficult subjects, all those who attend felt that they were better informed in these
areas and had enjoyed the day.
We would like to thank Ann’s sister; Carol, and Ann’s son; Alan, and Ian the chef from the catering company “Kitchen
Angels”, for their invaluable support to ensure the day ran smoothly.
Eve Payler
SHDA - Hampshire, Berkshire and Isle of Wight

JHD Weekend 2015
This was the eleventh weekend we have held, having started the JHD
weekend in 2005 following suggestions from families. This was our
largest weekend ever, with thirteen families attending and close to 60
people.  Eight families also came for the first time, which is a much more
than we usually have.
The weekend has grown over the years, but some things never change - in particular
the inspirational stories that we always seem to come away with from the weekend.
To me, it seemed that after every session groups came back with stories about
how one person or another had achieved something, or tried something, that they
initially didn’t think they would. And there were certainly lots of smiles around when
the groups came back!
The weekend is aimed at the whole family, including the young person with JHD,
parents/carers, as well as brothers and sisters. The young people with JHD and
siblings take part in the activities available at the Calvert Trust (Keswick) where we
hold the weekend, including horse riding (always very popular!), archery, canoeing,
rock-climbing and swimming. This year, the weather on the Sunday wasn’t brilliant
so the group who were supposed to be canoeing went on a trip to the local pencil
museum. Although it may not sound the most exciting trip, we were assured that
it was great fun and certainly the smiles on return to the Calvert Trust seemed to
prove that it had been! The parents usually take part in separate sessions to enable them to have a chance to meet and
share, followed by a slightly wet trip on a Catamaran on Sunday morning.
On Saturday evening we turned the main room into Neverland – we had a few Peter Pans, as well as quite a few fairies and
pirates among us! It was really enjoyed by all, and gave everyone a chance to relax, having started to develop friendships.
Another aspect of the weekend that people regularly say is how much easier it is to relax when you know that everyone
else around you understands, which can be hard to do elsewhere.
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Again, reflecting on where we have come from, it
also seems to me that we are in a different era with
the internet and social media. I hadn’t quite been
prepared this year for the rush to get photos onto the
HDA facebook page! Also, friendships can continue
and flourish beyond the weekend now in a way that
they couldn’t back then. It is really lovely to see the
connections growing on facebook; everyone staying
in touch with new friends and getting support from
people who understand.
I know coming for the first time can be daunting, but
for those affected by JHD I would encourage you to
come and try the weekend. As my mind already turns
to next year, I would like to say to those considering
coming, and to those who are familiar faces at the
weekend – we can’t wait to see you next year!
Helen Santini,
Specialist JHD Adviser and SHDA – Herts, Beds and
Bucks
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Summer Camp at Grosvenor Hall, Ashford,
Kent – 29th May to 31st May 2015
In total 10 children attended this year’s camp in Ashford, Kent. We had
a final booking for 14 but 3 cancelled prior to the event and one child
did not arrive. On checking with his parent by phone from the camp I
was told he had changed his mind.
We had 4 girls and 6 boys with an age range of 9- 13 years. 3 children came from
Hampshire and 1 from the Isle of Wight, 1 from Kent, 4 from West Sussex and 1
from Berkshire. 5 leaders also attended.
Activities
We participated in 11 activities throughout the weekend, including:
Fencing
Pool party
Crate stack
Aeroball
Quad biking
3GSwing
Indoor laser
Parachute games
Camp fire
Team challenge
Aerial Runway
Most children participated in all activities and most activities were well received. The staff from Grosvenor Hall were
excellent and encouraging and the children had the opportunity to make friends and work together with people they did
not know well. They were encouraged to push themselves but not forced to participate if they really were afraid to do so.
Their enjoyment of the activities was obvious.
The activities were very good on the whole, the children were kept busy all day until 9pm on a large but secure site.
Feedback was given to the group after each activity and this was really useful; both positive and negative, e.g. it was
pointed out when people were helping others and also when they were not!
The weather could have been kinder on the Sunday but activities carry on no matter what the weather!
Everyone loved the pool party and the indoor laser with the activities around the ropes also being popular and enjoyable.
The staff are fantastic and the organisation at the venue was superb.
Fiona Sturrock,
SHDA - Kent and Sussex

The generations come together to launch
childcare business
THREE generations of the same family has opened a new
childcare business as a tribute a late family member.
Dot Lomas, 69, Lisa Lomas, 46, and Lydia Hamilton, 21, began
Robin’s Nest in Downham Chase, Timperley, in memory of Robin
Lomas, who died of Huntington’s disease in January 2014.
Robin and Dot had been married for 48 years at the time of his death.
Dot said: “The idea was always something I talked about and it was
always at the back of my mind and I just needed a change of direction
after he died.
“From my point of view, I will bring experience. Lisa is very playful and
energetic and Lydia is creative-minded. So we all bring different skills.
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Four generations of the same family Dot Lomas,, Lisa Lomas, Lydia Hamilton and
baby Robyn

“We wanted to have an emphasis on learning. We want to give children confidence and to help them develop.”
The trio studied to pass their childcare exams to open the business for newborns to children aged eight, and it was
approved in March by Ofsted.
Prior to this business venture, Dot, a resident of Timperley since 1980, worked on Altrincham Market with her late-husband,
Lisa was an employee at British Airways and Lydia was a full-time nanny of four.
Lydia recently gave birth to a baby girl, aptly named Robyn, who is going to be the first official customer at Robin’s Nest.
Dot added: “Rob loved children. He was a fun loving man who had a great sense of humour.
“The birth of Robyn means so much. She brings so much pleasure and even though Rob never met her I think he knew
she was coming.”

Reproduced by kind permission of Sale and Altrincham Messenger.

Whitemoor Lakes Summer Camp 2015
Whitemoor Lakes is a specially designed, purpose built activity centre
set in a beautiful part of Staffordshire.
In the month before camp we had the possibility of 21 children attending but
unfortunately, for various reasons 5 children had to drop out so we had 16 children;
7 boys and 9 girls. Ages ranged from 8 to 16 years. We also had 3 of our Specialist
HD Advisers and 3 volunteers. A merry bunch!

Activities
On the Friday evening we started with ‘ice breaking’ games involving lots of frantic
running around. During the rest of the weekend we enjoyed a number of activities.
T shirt painting started as we all arrived and continued for some during any spare time during the weekend; there was
some amazing talent in the group.
Canoeing and kayaking was great fun with lots of games and wetness going on; Eve getting the prize for the most
spectacular ducking.
Problem solving tested the higher mental processes, or not, as the case may be, but was fun anyway. Archery brought out
the competitive streak and showed off some real talent.
Having done kids’ camps for a number of years now I never cease to be amazed with the courage of those that tackle
high ropes and abseiling, even when they are scared. What amazing children!! The staff commented that they rarely get a
group when all the children do everything as our group did with everyone tackling every activity with no-one holding back.
I now have some thank you’s. Firstly I want to thank all the children who came; you were and are fantastic, we enjoyed
your company and enthusiasm. Thank you parents for lending us your children for the weekend; they were great. Thanks
you to the staff at Head Office for all you did to help things run so smoothly, and last but not least for the team that helped
at camp; volunteers Anne, Rick and Tim, and Specialist HD Advisers, Eve and Di.
Many thanks to you all.
Sue Hill,
SHDA – East Anglia and Lincolnshire
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Fundraising
Firstly, a really big ‘THANK YOU’ to all the
individuals and organisations who
support the HDA by organising
and taking part in fundraising
activities. We have to raise
over £1.2 million every year
from charitable fundraising
and donations and we could
not run our wonderful advisory
service without the help from
a huge number of people. We
are grateful to you all.
In order to grow our service
and help all families affected by
Huntington’s disease, we need to raise more funds, so a new
strategy introducing new ways of raising much needed funds
is being implemented. We are determined to increase our
turnover and ultimately reach more people in need.
This is an extremely exciting time for the charity but we
couldn’t achieve this without your help. As part of this we are
doing more on social media. A video which will (hopefully!) be
launched soon is in the planning phase, the aim is to increase
understanding of HD and the impact it has on people’s lives,
this will then be followed by a text donate ask – so people

can help support the critical work our SHDA’s undertake.
The charity is also rebranding; Travis Perkins (the building
merchant) has been integral to this process, providing their
services on a pro bono basis – thank you Travis Perkins!
Included in the rebrand is a revamp of the website, so our
fundraising pages will be easy to navigate and be clear in
messaging. We are turning a corner in our communications
with our supporters and you are essential to our success.
You will soon see a new suite of fundraising leaflets, with
powerful messages, asking people to support. We are
extremely excited to be launching this in 2016.
Our fabulous Trust and Foundation’s Fundraiser, Jill, is set
to retire at the end of December 2015. We would like to
wish her all the best for her future and thank her for her
unwavering commitment to the HDA, thanks Jill!
If you would like to make any suggestions or have any
questions about our fundraising, please do get in touch.
THANK YOU.
Kate Davis
Head of Fundraising

Pete the Stamp Man

I, with the help of my wife Sue, have been collecting stamps to raise funds for
the 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 I start work
a quarter of an inch
around the stamp when
at 8 o’clock. Then at night times and weekends. The stamps are sorted into the categories required
cutting them.
by the wholesaler who gives us a price for them. In the seventeen years in which I have been
collecting them we have made about £55,100.00 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
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Diamond wedding raised £1400 for the HDA
The photos show my parents Peter and
Jane Beckwith who celebrated their
Diamond Wedding, spanning 60 years of
married life with their family and friends
on 11th April 2015; 60 years to the day
since their wedding in Middlesbrough in
1955.
They enjoyed a grand diamond wedding
day celebration, with a lunch function at the
Masonic Hall, in Durham City. They were
joined by their best man, Peter Cussons, who
read out greetings, including the Queen’s
congratulatory card. Their wedding day
bridesmaid, Anne Gloag, was also present for
the occasion. Four generations of their family
travelled from various parts of the country for
the celebration, including the youngest, threeyear-old great grand-daughter Eliza.
Their son-in-law, my husband, Brian was diagnosed with HD in July 2014 and so in lieu of gifts Peter and Jane requested
donations to the HDA and we are grateful to Hannah at Head Office for supplying the printed envelopes for the occasion. They
raised the fantastic amount of £1400 which we hope can help in the search for a cure for HD, which blights so many families
for generations.
Ann Bowen

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:
•

Hayley took part in the Blackpool 10K and raised £140

•

Harry-Jon Morgan organised a touch rugby tournament and raised £300

•

Carrie-Anna Wise held a Cake That, HD! event and raised £145

•

Margaret Sutherland organised a line dancing event and raised £905.06

•

Carrie Watson asked for donations in lieu of wedding gifts and raised £58.81

•

Wendy Pankhurst-Bygraves has been selling plants and has raised £280.67

•

Ruth Irving took part in the Humber Bridge Half Marathon and raised £400

•

Margaret Cairney organised a family fun day and raised £2,442.77

•

Mrs Love has sold handmade cards and raised £100

•

The Leyland Eagles MC picked us for their charity of the year and raised £500

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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Half Marathon In
Memory of Mike
Burrell
I completed a half marathon in
memory of my Dad, Mike Burrell, who
was the inspiration behind my taking
part. My Dad was the best, most
caring, selfless man who meant the
world to his family.
Ruth Irving

A-Z London Challenge
Rebecca Stanier and Nicola Coppen, both
of Bexleyheath, decided to do an abseil at
the Olympic Park on Friday 17 July, each to
raise money for our chosen cause. All was
fine and sponsorship was coming in, then we
had a phone call with a week to go, which
changed our plans completely – the abseil
venue cancelled all bookings!
So, undeterred by the set-back we thought
about what we were doing the sponsorship for Parkinson’s UK (Rebecca) and Huntington’s Disease
Association (Nic) – and came up with a challenge
we felt was much more suited to our charities of
choice. We billed it as ‘The A to Z of London…on
wheels’
This consisted of visiting 26 places in London, one
for each letter of the alphabet, taking a wheel
chair along for the ride, to highlight the real issue
of disability. We set out at 9am that morning
for a photo shoot at Anthony Martin who kindly
sponsored us for the day and then headed to
London.
With a brightly coloured wheelchair, balloons and
stickers to give to anyone who stopped to talk to
us, we learnt lots from other wheelchair users and
were able to raise awareness of the causes. It was
amazing how many people had been comforted
by what we were doing as they recalled family or
friends with a link to either illness.
We were absolutely shattered and felt really low at
the end of the day, getting back to our respective
homes at 11pm, as we really didn’t know how well
we had done, but it was also a great day. We found
out how wheelchair friendly London was and was
pleasantly surprised in many cases, but roadwork
diversions, footpaths with obstructions, steep
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kerbs, speed of traffic light changes and even some of the access ramps were not as useful as they could be. It was also
striking to have two extremes when it came to seeing one of us in the wheelchair– either completely ignored or given priority.
So far, we have managed to raise just over £800 – although with our next part of the challenge being a raffle with corporate
gifts donated, we are hoping to exceed the £1000 or even more!
It really was a challenge and one which makes us grateful to not be in wheelchairs, but has brought home to us how people
with these diseases can end up with all sorts of accessibility issues, despite the fact that they could once do what we consider
simple.
Nic Coppen & Rebecca Stanier

Benidorm or Bust
Banger Rally
Thank you to Darren, David, Neil and Alan
who took part in a 3 day rally in a banger from
Blackpool to Benidorm. They raised £3,102.

Pier to Pier
Challenge
Thank you to Ros and the team from
dentalessence who walked 13 miles
from Brighton Pier to Worthing Pier
and raised £1,028.16.
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Get your fundraising featured on our
Facebook page!
If you have taken part in or organised an event to raise funds for the Huntington’s Disease Association and
would like to be featured on our Facebook page please email Hannah Longworth, Community Fundraiser with
your photos; events@hda.org.uk.

Your Donations Are Worth More
with Virgin Money Giving
The Huntington’s Disease Association has so far raised £76,523.61 this year, with over 3122 donations
having been made. The average donation is £24.51. Over 88 new pages were created during 2015
and the average raised per page was around £526.
Our Virgin London Marathon fundraising this year totalled £19,667 across 11 pages. The average
amount raised per page for the Virgin London Marathon was £1788.

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 , Community Fundraiser and Social Media Lead
Direct Line: 0151 331 5445
Email: events@hda.org.uk
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Branch News
Branch Update by Becky Davis,
Branch Support and Development
Co-ordinator
It is good to see so many of our branches and support groups in this edition
of our newsletter. It has been a busy year of activities up and down the country, providing support and
many social occasions for local families to get involved in.
All of our branches and support groups do excellent work in their local areas and are all run by volunteers.
The HDA are incredibly grateful to them for providing the opportunity for local people affected by HD to
come together and support one another.
I am pleased to report that we have a new support group in Doncaster, which began in July this year.
We would like to welcome Sarah Dawson, Support Group Leader, and thank her for setting up the group.
We also have a new support group in North Yorkshire which Lee Martin, Specialist HD Adviser, has set
up during the summer. We wish both of our new groups every success.
Sadly, our South London Support Group has closed this summer, due to low numbers attending and no
one coming forward to run the group. Mandy Ledbury, Specialist HD Adviser, will continue to support
the people that were involved in the group, and they are also in touch with each other for support.
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 Specialist HD Adviser can also put you in touch with your local group, so please 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, 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 and
their families a very Merry Christmas and a happy and peaceful
New Year.
I look forward to continuing our work together in 2016.
Kind regards,
Becky Davis
Branch Support and Development Co-ordinator
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Branches and
Support groups of the HDA
Bristol
Colchester & District
Cornwall
Cumbria
Devon
Dorset
Easington & District
Gloucestershire
Hampshire
Herts, Beds & Bucks
Hull and East Riding

Berkshire
Cambridge
Cardiff
Carmarthenshire
Conwy & Denbighshire
County Durham & Cleveland
Coventry and Warwick
Doncaster
Great Yarmouth
Harrow

Branches

London
Merseyside
Newcastle
North Staffordshire
North Wales
North Yorkshire
Norwich
Nottinghamshire
Oxfordshire
Shropshire & Mid Wales
Southend

Support Groups
Herefordshire
Jersey
Lancashire
Lowestoft
Manchester
Milton Keynes
Northamptonshire
North Kent
North Lincolnshire
North Yorkshire

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

Nottingham Carers Group
Orchard House Herne Bay
Peterborough
Plymouth
Pontypool
Preston
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 Specialist HD Adviser
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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Bristol Branch
Table Top down on the farm
Everyone was down on the farm on Saturday 27th June raising funds for Upton Cheyney
United Reformed Church restoration. The venue was Manor Farm and being a beautiful
sunny day, the attendance was really good. Although teas and coffees were available, more
substantial snacks could be purchased from the Farm Shop. In particular the bacon rolls
went down really well.
Other organisations were invited along and had for sale jewellery, plants, and puzzles and
of course refreshments.
The Bristol Branch of the Huntington’s Disease Association had a bric-a-brac stall and a
stall selling the HDA’s own merchandise i.e. piggy money boxes, shopping bags, and note
pads etc. The Branch took the opportunity to display posters advertising their “SIZZLING
SUMMER DISCO”, which was held at the Fry’s Club and Conference Centre on Saturday
18th July.
Saturday Night Disco
On Saturday 10th October there was no one with the blues at the new Fry Club and
Conference Centre, as “Mr Sapphire”, Steve Davis, used his turntable to ensure all had a
great time.
Steve and Aquaterra the new owners of Somerdale Pavilion could not have made the guests
of the Bristol Branch more welcome. Over 70 people attended including families with HD,
their friends and supporters. There was even a young Billy Elliott (Christian Gillman) who
entertained the gathering with this magical steps and quick moves.
Penny Beresford-Smith, “The Raffle Queen”, was there running the draw and together with
ticket sales and donations, managed to raise over £280, with help from fellow committee
members.
The money raised will be used to support families with HD in the Bristol area to make their
lives a little more manageable.
To find out more about the Bristol Branch, please visit www.hdabristol.org.uk.
Heather Thomas
Branch Chair

Carmarthenshire Support Group and
South Wales Branch
Jane and Alison Prosser currently run the Carmarthenshire Support Group but are also the Treasurer and Secretary of the
South Wales Branch.
The Carmarthenshire Support Group meets on the last Wednesday of every alternate month at 7.00pm. The next meeting
will be on Wednesday 27th January. The venue is Cefneithen Rugby Club, 96 Carmarthen Road, Cefneithen, SA14 6SU
(from A48 at Crosshands, take second exit onto Llandeilo Road towards Tumble. At the Cross Roads (traffic lights) turn right
into Carmarthen Road – you will pass the cinema on your left and then not far on your right is the rugby club).
This is a meeting for you to just chat over a cup of something and share knowledge and experiences with other people
with Huntington’s disease in the family. Please feel free to bring friends if you don’t feel comfortable to come on your own.
As part of the South Wales Branch, Jane and Alison would like to thank the following people/organisations for the hard
work they have put in to raising money and awareness this year for the Branch and Head Office: FBM in Tenby, Tenby Male
Voice Choir, the Shaw family in Tenby, the Subbiani family in Tenby, Peter Morse and friends for the Swansea 10K, Julie &
Shirley from the Wyndham Conservative Club in Porth, Pam and family from Pontypool, Sandvik Osprey in Neath. I hope
we have not forgotten to thank anybody.
We would both like to say how privileged we feel to be able to help out in any way we can for the HDA.
Alison Prosser
Branch Treasurer
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Colchester & District Branch
Hello everyone!
I start on a sad note; as you may know Michael, our Chair, and Lorina, our Secretary,
have wanted to step down for two years. Unfortunately that time has come and at
our AGM in May 2016 (date to be advised), Michael and Lorina will stand down after
16 years’ service as Chairman and Secretary, and will also leave our Committee.
We thank them for all their loyal hard work throughout the years, taking over from
Jean Harding in 1999. They have been involved with the HDA for 36 years; you will
be much missed by everyone!
The picture shows Dennis Scott with Graham Wilkin holding his London Marathon
medal, on a recent visit to Colchester. Dennis’ time was 2 hours and 35 minutes.
Thank you, Dennis, for your support.
We hold an informal coffee morning at Seven Rivers nursing home in Great Bromley
on the second Thursday of each month from 10am until 12 pm. Please contact
Lorina or Michael on 01255 432551 for more details. We look forward to meeting
old and new friends - all are welcome.
Graham Wilkin
Branch Treasurer

Cornwall Branch
A Taste for Fundraising
In May 2015 our new Branch Chair was talking to a friend who ran a famous pub in Perran-ar-Worthal (The Norway Inn)
and they came up with the idea of offering a ‘gourmet evening’ as a fundraising event for the HDA.
They launched the idea with the staff and the Head Chef and came up with a proposal for a “seven-course-gourmet-taster
evening” including a range of unusual dishes. Each one would be offered in several variants of the central ingredients and
the chef would come out and explain the key features of each course to the diners.
A menu was drafted and the idea was floated to family and friends for the gourmet evening at a price of £40 per head, with
50% going to the HDA and 50% to the restaurant.
The idea took off and there were 61 guests filling the restaurant that evening. It turned out to be an outstanding success
with everything going just that little bit better than planned. Some of the suppliers and all of the staff gave their services
for free and thanks to them, in the finish we raised over £2150 for Cornwall Branch funds.
In addition to that we had entertained a wide variety of different people and we took advantage of the evening to
communicate what the HDA is all about.
Of course, not all the pounds gained were monetary, but we were all brave enough to stand the strain!
Jeremy Preedy
Branch Secretary

County Durham & Cleveland
Support Group
We are a very informal group who meet in Darlington every 2 months for a cup of tea and a chat. Members of the group
share experiences and offer each other advice and support. We talk about a wide range of issues connected to HD (and
also quite a few things that have nothing to do with HD at all!). We are always pleased to see new faces.
If you would like to come along please contact John Gregor on 0191 2622358 or email john.gregor@hda.org.uk, to check
meeting times.
John Gregor
SHDA – North East
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Coventry & Warwickshire Support Group
The Coventry & Warwickshire Support Group meet every 6 weeks or so. We
usually have a social event in early December and many of us, plus extended
family, go out for dinner instead of meeting at the usual location. Our meetings
take place at St Laurence Church Hall, Old Church Road, Coventry, CV6 7ED
between 7pm and 9pm. Meeting dates for 2016 will be listed on the events
page of the HDA’s website shortly.
Our meetings are very informal and provide a good opportunity to catch up
on events and share experiences. Typical topics for discussion can include;
holidays, personal experiences with home adaptions and ways of raising money
to fund these, sharing information on clinical trials and whatever else is on our
minds. We would welcome new members to join us for a cup of tea or coffee
and a chat.
At our September meeting, Chris Sephton announced that he had been contacted by the BBC regarding an HD storyline in
the near future on Casualty. In particular the BBC wanted permission to use his son Luke’s Jeans for Genes video taken 3
years ago as a link for people wanting to know more about HD. They were happy for the BBC to use this link which can
be found on You Tube entitled “Luke’s story - a Genetic Disorders UK Jeans for Genes Day film”. The BBC researcher was
interested in hearing about Chris’ personal experience with HD caring for his wife, Gaynor.
The attached photo was taken at our recent meeting. It should be noted that the wine bottles and goodies on the table
are not consumed at the meeting! These are raffle prizes to cover the cost of our meeting room.
Norma Ellison
Support Group Leader

Easington and District Branch
The Easington Branch held a band night in July in
memory of my late husband David O’Donnell. The
singer in the pictures is my nephew Zach Pygall of
County Durham, who organised the event on Friday
3rd July at the Easington Colliery Workman’s Club. It
would have been David’s 65th birthday on the 4th July.
The group pictured are the Day Men from
Northumberland and the other performers were Naomi
Jane Robson of Sunderland and Erik Lee of Newcastle.
All performers gave their time free of charge. The
event raised £1200 from entrance fees and a raffle and
I think you can see that people enjoyed the event.
Cath O’Donnell
Branch Treasurer
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Gloucestershire Branch
The Gloucestershire Branch continues to flourish and we have had several
successful social meetings where members have been able to share ideas. At
our September meeting we heard about a befriending research programme run
by Sue Ryder. Carol Dutton, Specialist HD Adviser, told us about her interview
with Radio Swindon and her experience on the Casualty set in Cardiff. Casualty
are to run a story line before Christmas involving an HD patient. She also told
us about a kiss on her cheek from ‘Charlie’ played by Derek Thompson.
Our group have had several generous donations from the Lions Club which will
help us support HD families in Gloucestershire.
The photograph shows some of our members sitting on a bench donated by the group in memory of Andrew Kennett, who
was a resident at The Dean Nursing Home until his death in February.
Ann Kennett
Branch Chair

Hampshire Branch
We received fantastic news in June from Clare McConnachie, Annette Ablitt’s
daughter, who was the ‘Star of the Family’ winner and ‘Overall Winner’ in the
Portsmouth News Youth Awards 2015.
The Portsmouth News said: “The 16-year-old is a pillar of the community – a
Brownie leader, a lifeguard, and a coach of Portsmouth’s synchronised swimming
team. Clare put her all into the community while being a carer for her father
Craig, who was diagnosed with the debilitating genetic disorder Huntington’s
disease 10 years ago. She supported her father at every turn. Sadly, he died
from pneumonia in March of this year at the age of 53. Clare dedicated her
trophy to the memory of her father.”
Anne Stephenson
Branch Secretary

Hull & East Riding Branch
A number of the group were able to share lunch
together when we had some time out for our
September meeting. We have been able to meet
each month through this year and have been
pleased to welcome one or two new faces to our
group. We continue to function as a support and
encouragement to as many people as we are able to
in what is a fairly wide geographical area.
Our normal meetings are held at the Buckingham
Street Day Centre, Buckingham Street, Holderness
Road, Hull, HU8 8UG, on the third Monday of each
month between 1pm and 3pm. We are open to
anyone who may find the meetings of help to
themselves or their families.
Chris Heywood
Branch Treasurer
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London Branch and Harrow
Support Group
This spring we welcomed Anna Gardner, our new Specialist HD Adviser, and over the summer months got to know her and
had the benefit of her advice and input at our monthly meetings in Harrow and Highbury. These support group meetings
have been in turn both lively and beneficial to us all. Our regular attendees feel comfortable sharing their experiences and
problems and can usually find support and advice from one of us who has been through the same problems.
Fundraising has been regular and enabled us to continue to provide grants as and when required. We are particularly
indebted to our Deputy Chair, June Lavers, whose son made a generous donation of £3,000 from his society’s golf day. This
has been an enormous boost to our group’s funds.
We had a stall at the Hillingdon Carers Fair in Uxbridge for the first time and learned a lot from visiting professionals. The
new guide for General Practitioners and Primary Health Care Teams proved popular.
Our annual social events during the summer were well attended. The first was the “Picnic in the Park” which started badly,
hitting the day of the North London Monsoon. After a long spell sheltering under a very porous tree, the rain stopped, the
sun almost shone, and we were able to make the most of Golder’s Hill Park attractions.
Our second event “Sports Day” was blessed with glorious weather, so much so that much of the croquet, boule, and quoits,
were replaced by long periods of relaxing chat and refreshments in the shade. It was great to get some members from
both the Branch and the Support Group together.
Members of the London Branch are all now, I am sure, in training for our annual attempt at the London Santa Dash to top
up our funds for Christmas.
Graham Goode
Branch Chair

Merseyside Group
As I write this, I am enjoying the last of the summer sunshine, hoping it takes
us gently into the autumn and on to the end of 2015.
Well we’ve had an eventful last few months. Lots of lively branch meetings
where we welcomed many new members into our ever growing HD family.
It’s so heart-warming to know we continue to reach out and support our
families in the broader community too, thanks to the wonderful work of our
SHDA, Anita Daly. We also had a super guest speaker, an IMCA from our local
advocacy service to tell us of the pending changes to the Care Act and how her
team could help us through the legal maze if we needed it.
Thanks again to Anita for arranging a magnificent family event for us, supported by
her lovely family we had a fantastic race night. So well attended; we danced, laughed,
ate a lot, drank a bit, (well some of us!!) and had a little flutter too, everyone had a
fabulous time. We think it will be tough to follow that one next year!!
Our wonderful friends and families have continued to work tirelessly to keep the
fundraising going. As usual, their generosity and commitment is so humbling.
A huge thank you to everyone who has contributed, participated in events and donated
recently. We could not continue our work without you.
We would like to give a special, huge thank you to Michael Caddick and his new bride
Ceri. Michael, son of Maureen and Billy Caddick, recently married the love of his
life, Ceri, in the sunny climes of Texas. Selflessly the couple asked their family and guests to donate to the cause of the
Merseyside Branch in lieu of wedding gifts and raised an amazing £3413.63. From all of us, we wish you every happiness
and a long and happy future together in the big US of A.
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So, looking forward, we’ve a Black Tie Gala
Dinner to plan for 2016 to keep us busy, not to
mention the Christmas meal at our favourite
Greek Taverna, not to wish the months away
but we can’t wait!
We hope the winter is kind to you all. Stay
safe and we’ll catch up with you in the spring.
Christine Clarke
Branch Chair

North Staffordshire Branch
The North Staffordshire Branch took part in the annual event ‘Midsummer Mayhem’
on Sunday 6th September and we had a tombola stall which raised £123.00. Diane
Rowley’s 8 year old granddaughter, Tara, helped us and was really excited when we
told her how much she had helped to raise. She included it in her scrap book that
she was doing for school.
The first photograph is of myself (Diane) and granddaughter Tara, along with other
members of our group; Marjorie & Tim and Tim’s sister, Dawn, who was visiting him
and decided to help as well.
My sister Melanie Walklate has HD and is a resident in Scotia Heights in Tunstall,
Stoke on Trent. One of the activity staff, Steve Chapman, took part in our Potteries
‘arf Marathon in June and has kindly donated the funds that he has raised to our
Branch. He completed the course in 1:45:11 and raised £209. The photograph shows
my sister, Steve and myself. We are very grateful for Steve’s support.
Diane Rowley
Branch Treasurer

North Wales Branch &
Conwy & Denbighshire Support Group
The
Conwy
and
Denbighshire Support
Group is part of the
North Wales Branch of
the HDA. Both groups
are going from strength
to strength and are well
supported by Alwena
Potter, SHDA.
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We have included a selection of photos here from our events; the beautiful cake was
a raffle prize donated by a friend of Lyn McCann (nee Huws) for our HD Northern Soul
Charity night; our Christmas dinner and disco held in Rhos on Sea, and a couple of
photos from our first meeting in Abergele, when Becky Davis, Branch Support and
Development Co-ordinator, came to see us.
Everyone is welcome to join us at our meetings. For more information, please contact
Lyn McCann on chuws5054@btinternet.com.
Lyn McCann
Branch Secretary

Shropshire & Mid Wales Branch
Charity Fashion Show in Shrewsbury

L’Armoire Ladies Fashions of Llanidloes presented a fashion show at Mr David Hair
and Beauty in Shrewsbury. The event raised more than £2000 for the Branch.
Around 120 people attended the sell-out event which also featured a pianist, drinks
and canapés on arrival. Hair and makeup for all models was courtesy of Mr David
and his staff.
We are very grateful for everyone’s
support.
Di Lyes
SHDA & Branch Secretary
Article and photographs reproduced
by kind permission of Shropshire
Magazine.
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Southend Branch
Seasonal greetings to all our lovely HD friends from everyone at the Southend
Branch.
Once again Christmas is upon us; it really comes round quicker every year don’t you think? I do
love it though, it is such a lovely, cheery time of year.
We have been very busy again this year at our Branch since the last newsletter in June. We
have had a lovely few hours at Old Leigh cockle sheds, where we had cockles and prawns and
a pint or a cup of tea. It was lovely and sunny which always makes the day.
A day trip to a vineyard was definitely a hit with all our members and we had a quiz night in July.
In early 2016 we are hopefully going to be collecting and raising awareness of HD outside
Tesco’s in Southend or Basildon.
We shall be having a pantomime at our group on the 17th December which is always lots of fun
as it is acted by our group members. This will be followed by our group Christmas meal.
Two local pubs made us their charity of the year this year; The Blue Boar and Clouseau’s Bar.
They made a donation to us from the events they put on and most importantly raised loads of
awareness for HD - thank you to all who took part. Also, they are making us their charity of the
year again next year. Thank you.
Kevin Roberts, Claire Flood, Anne Godward, Steve Saunders, Vicky Delicata and her husband
climbed Mount Snowdon and raised money and much needed awareness for HD. Our thanks
go to them all.
We have received lots of donations from other fundraisers throughout the year and every single
one of you knows who you are, and we shall be eternally grateful to you all.
We are very pleased to welcome new members in recent months, you are all very welcome and have fitted in already.
It is with much regret that we lost a much loved member of our group this year…our lovely Dorothy Ford…she was such
a lovely lady both at our group and our allotment…R.I.P. Dot.
Alison Heavey is still doing the monthly carers meetings at our group meetings which take place at the Ekco Club from
10.30am until 12.30pm on a Tuesday. The meetings are very welcome and popular, so thank you so much Alison, we will
always need you.
Our Alison also went to Warsaw in Poland in September for the European Huntington’s Association Conference. She came
back with lots of interesting things to tell us and new ideas for us. Thank you Alison.
Our own Kim Worgan and Steve Frost are both fantastic pioneers for HD and are on the trial drugs to hopefully give an
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effective treatment for HD. Kim’s is to help with movement and speech and Steve has been on a drug trial from the drug
company Pfizer since July, which is to last for eight months. We are so proud of you both…THANK YOU.
Our fantastic allotment is still going from strength to strength. We meet there every Wednesday from about 10am until
about 3pm and it is well attended. You don’t have to dig or get mucky to be an allotmenteer, as long as you can drink loads
of tea and coffee and be able to laugh that is fine by us.
We had a smashing afternoon on May Day when a great man came to the allotment with his maypole and accordion and
entertained us all afternoon. A very happy afternoon was had by all.
We had our annual scarecrow making day in August and we are planning our next bonfire night. What would we all do with
ourselves on a Wednesday if the fantastic David McDonagh had not had the brainwave to start up an allotment… thanks
mate x.
Our weekly meetings are still at The Ekco Club, Thornford Gardens, Southend every Thursday from 10.30am until 1pm. You
will be made very welcome any time you want to pop in for tea/coffee and cake and a chat with us.
Have a lovely Christmas all our HD friends and a super happy and a very healthy New Year. God bless you all xxxxx.
Lots of love from us all at the Southend Branch.
Pat Nelson
Branch secretary and Allotment Manager

Suffolk Support Group
Suffolk Punch
The Suffolk Support Group is one of many small groups dotted around the UK. Our small group takes membership from
anywhere in Suffolk or come to that, from anywhere; we have members from Cambridgeshire.
We meet monthly in Ipswich, the market town of Suffolk; sadly more town than market. Our meetings take place on the
second Monday of each month, the exceptions being January and August. January usually lives up to its reputation which
is why we give it a miss; however I could not say the same about August, which tries our expectations on a regular basis
when the most useful instrument is an umbrella.
Luckily we don’t meet outside though; at one time it looked like we might well have to, when the counties care homes were
sold off to private companies and along with them went our free meeting place.
We moved into a local public house where we were kindly offered a fairly quiet area. Things quickly changed and instead
of meeting in the evening, the group decided to meet at lunch time and so our meetings became more of a social occasion
as we eat lunch together.
As a small group we live on a shoe string with all contributing £1 each time we attend; this allows us to produce and
distribute a monthly newsletter by post, which is our largest outgoing, thank you Royal Mail?
So if you are reading this, please come and meet us at The Royal George, Colchester Road, Ipswich IP4 4SR, on the second
Monday of the month at 12.30pm.
My regards to you all,
Terry Yates
Support Group Leader

Wiltshire Support Group
The Wiltshire Support Group meet at Yatesbury Village Hall, which is a small village
between Marlborough and Calne in Wiltshire. There are now about 50 people on our
books, made up of presymptomatic, symptomatic, family, friends and last but certainly
not least carers. We usually get about 20 – 25 people turn up for each meeting.
We meet every 2 months in the Hall, where we eat cake and drink tea and chat, there
is never a dull moment. It is like one big family gathering with everyone chatting away
knowing that we all know where the other is coming from. On the month in between
each meeting, those who can, meet to go out for lunch at one of the local pubs, which
is another great get together.
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At our last meeting in September there were several new
members, one of whom was rather special. Her name is Penny,
and she lives most of the year in Bermuda, but escapes to
Marlborough, in Wiltshire, for the hottest time in Bermuda. She
is such a lovely lady in her seventies, and is the only person in
Bermuda with Huntington’s disease. It took a while for her to be
diagnosed, as she knew no one else in the family with it, but her
father was a pilot in the 2nd World War, and was killed in action,
at quite a young age.
Penny is off back to Bermuda next week, and a few of us went
out to lunch with her yesterday to say farewell. We will certainly
keep in touch with her. I will be sending her anything of interest
about HD by email and we all look forward to her return next
July.
Jenny Parrish
Support Group Leader

ADVERTISEMENT
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Disabilities
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Herefordshire countryside, Stanley House
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News from the SHDA Team
SHDA Team Introduction by Bill Crowder, Head of Advisory Service
There are many emotional situations within families and none so important than how and when to talk to
children and others about HD. We have a team of Specialist HD Advisers (SHDAs) right across England
and Wales, and a single Specialist Youth Worker (SYW) covering the same area. All can be contacted to
help families in any aspect of HD including the dilemmas they face. We also have various leaflets and
booklets that may help and have strong links with HDYO and HD Buzz. All resources can be found on
the website or by contacting head office.
All our professional staff are available to raise awareness of HD with other professionals through
training sessions, study days and being involved in various networks throughout the country and in
Europe as mentioned below. All details are printed in this magazine or can be found on the website.
Please do make use of them. Here is a summary of what we have been up to from a cross-section of
the team:
A large part of my role sees me visiting families all over England and Wales that are affected by HD in
some way. As I have said before in various newsletters I spend a lot of my time on the road travelling
around the country having conversations with my Sat Nav or seeing if I can get people in other cars
to smile back as we pass each other. One thing I have found is that the families I visit can usually be
separated into two groups;
The first are where they talk openly about Huntington’s disease and the effect that it is having on the
family. They actively encourage discussion and look for the additional support that is available to them,
especially for the children.
The second group of families are those who are looking for a way to tell the children more about HD.
It may be new to the family, the children may be asking more questions or they may have decided the time is right to bring
HD out into the open.
It was with these families in mind that I sat down and looked at the resources available to them and decided to create a new
resource for children and families. Harry’s Story is a booklet that tells the story of a young man who is making the transition
to secondary school; his dad is symptomatic with HD and Harry is a hidden young carer. While he is adjusting to school he
finds out that he isn’t the only pupil in school that comes from a HD family. This results in him finding out more information
than his family has shared with him and finally really talking to his parents about it.
While the story isn’t about one individual young person that I have met it is based loosely on a lot of experiences that young
people have shared with me. I think that something like this could be used as a good resource for when young people want
more information or as a way to engage them in discussion.
I would also like to take the opportunity to say a big THANK YOU to Riley, Shannon, Ben and Megan who were the first
young people to read Harry’s Story and give positive feedback. If you would like a copy of Harry’s Story then please visit our
website; www.hda.org.uk.

Adam Cho – Specialist Youth Worker
Since I wrote my last update I have been busy giving training and raising awareness with the various
hospices in Essex. I have delivered training to over 100 people working in hospices and made some
excellent contacts and working relationships. This will ultimately benefit families in Essex as the hospices
can offer fantastic support not just at the end of life but to anyone with a life limiting illness and they
are especially interested in supporting those with rare neurological conditions.
Training has been a major focus for me all summer and I frequently deliver sessions of one hour or
more to care homes and care agencies that care for those with HD. If you or your loved one are in
receipt of care and you feel that the care staff may benefit from more knowledge of HD, please get in
touch with me and I can talk to the home/agency involved to arrange a session with staff.
Planning for the next Young Adults Weekend has begun and next year will be on 2nd/3rd April at the Holiday Inn, Telford. This
is for those aged 18 to 35 with HD in the family and is primarily aimed at those at risk or with known gene status and their
partners/supporters. The price remains the same at £45 per person including all meals and an overnight stay. Booking forms
are available from Head Office.
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Unfortunately the West Essex Carer Group did not attract enough carers and I have suspended meetings. I would be happy
to resume meetings if there is enough interest, so if you live in West Essex (Harlow, Epping or Uttlesford) and would like to
meet up, please let me know.
On 18th to 20th September I was fortunate enough to be able to attend the European Huntington’s Association meeting
in Warsaw, Poland. This was a great opportunity to meet both professionals and family members from across Europe, with
many coming from further afield such as Canada, USA, Oman, Australia and New Zealand. I was privileged to be able to run
a workshop on Nursing and Caregiving in HD with a colleague from Sweden and this was well received. I was thrilled to be
able to hear talks by Michael Hayden, Joe Guilano (from CHDI) and Benhard Landwehrmeyer. I have returned from Poland
with many new contacts, some new friends and renewed hope for the future of research into HD.

Alison Heavey, SHDA - Essex, Boroughs of Southend and Thurrock and London Boroughs of
Barking & Dagenham, Redbridge and Havering
It has been a busy 6 months working with families across my counties
in North Wales. In July I organised an HD Family Day and it was,
again, a great chance for families from across North Wales to come
together. It was thoroughly enjoyed by all.
I continue raising our profile and work with many professionals
in health and social care sectors. I aim to establish a more multidisciplinary team approach to promote better networking and delivery
of care for HD families.
I continue to participate in numerous events and networks across North Wales and recently have joined
the North Wales Neurosciences Network. I aim to develop better opportunities and establish greater links in partnership
working, thus raising awareness of HD amongst professionals and also improving the quality of life for families with HD.

Alwena Potter, SHDA - Conwy, Denbighshire, Anglesey and Gwynedd
Well here we are again writing up our articles for the winter
newsletter; I don’t know where that time goes to. The last 6
months have once again been jam packed.
During this time we continue to make stronger links with other
service providers within our area that help to support our families,
by working in collaboration, providing information, advice and
training on HD, this ensures that they are more knowledgeable
and aware of how best to support our families. The clinic at the
Walton Centre, providing its multi-disciplinary approach, is well attended and growing by the month.
This is great to see, and a privilege to be part of.
Stronger links have been made with families and professionals on the Isle of Man. I made arrangements with the Neurology
Nurse, Heidi Morris, to work alongside me for a day in June in Merseyside; we visited family members throughout the day. This
gave Heidi a good insight into HD and how our families cope on a day to day basis, and the care and support they require.
She found her visit very useful and beneficial in supporting families with HD in the future.
I also visited the Nobles Hospital on the Isle of Man in July, offering families the opportunity to visit both Heidi and myself.
We were able offer support and advice on the day to families, and additionally I met with a nurse from the Community Mental
Health Team to offer information on HD; this enabled him to share my details with the rest of his team.
I have been able to offer training, advice and information sessions on HD to many different professionals, including the District
Nursing Teams, Social Workers, Community Mental Health Teams, Cognitive Impairment Team, hospital staff, Genetics Team,
and nursing homes. Also I have provided family visits, visits to nursing homes, and attended meetings to further develop
existing care homes in meeting the needs of people with HD, and to provide possible new builds within our area. By sharing
as much information as we can this will hopefully help us to provide better care, support and help to raise awareness for the
benefit of our families.
On the 18th of September we held a family race night in Merseyside. I was blown away by the support and generosity that our
family members and the local community provided; I can’t thank you all enough, from encouraging all your family and friends
along (it was great to see so many people shouting for their horse to win, dancing and having a great time thanks to our great
entertainer, Steve). Thanks also to Jen for baking the fantastic HDA cakes; everyone loved them, thank you to our families
and local community who provided raffle prizes, and Ste for donating some amazing football memorabilia to be auctioned at
another event. Thanks also to Halewood Town Council for providing the venue free of charge “again” this year, and my family
and friends for helping out. The night was a great success with approximately 60 people attending. You were all amazing, and
continue to be a great source of support for our families, the Merseyside Branch and the HDA.
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The Merseyside Branch continues to offer a very warm welcome to any new comers and old alike. They provide support,
advice and a friendly chat to whoever needs them, please come along and enjoy their wonderful company - they are a great
bunch, they really are. Thank you to the Branch for the support they offer to all, including me. Have a wonderful and peaceful
Christmas, best wishes to you all.

Anita Daly, SHDA – Merseyside and Isle of Man
Another six months have gone by in a flash! As usual, no two days are the same and it is never boring!
I have been busy providing training and advice to other professionals, in hospitals, schools, nursing and
care homes, care agencies, homeless hostels, and others. I enjoyed working with my colleague, Eve
Payler, during Awareness Week on a joint professional event. We also ran a family event that week. Both
were well evaluated and enjoyed by all.
I have continued to be a member of the Steering Group of the Community Neurology Team and
participate in the multi-disciplinary HD meetings in Dorset. I have worked closely with the members of
the fantastic Dorset Branch and the brilliant Support Group in Wiltshire.
I continue to participate in the HD Forum in Swindon and to support the hard work that is being done
there to provide a specialist clinic and identified services for those with HD.
On October 9th we had a stand at the World Mental Health Day event in the Corn Exchange in Devizes.
I have undertaken joint visits with other professionals to ensure that appropriate action is taken to meet the needs of those
with HD. I have attended best interest meetings and supported applications for, among other things, Personal Independence
Payment, Attendance Allowance, Employment Support Allowance, Continuing Health Care Funding, housing, bus passes,
parking permits.
I will continue to do my best for families in Dorset and Wiltshire and look forward to the challenges that continue to present
themselves!

Ann Pathmanaban, SHDA – Dorset & Wiltshire
Having been in post since the end of April, I have been enjoying my new role, and with a great welcome
from the HDA as an organisation and with the invaluable support of my assigned mentor and supervisor,
my skills and knowledge have been growing at a very fast rate. In May I attended the ‘Professionals
Course’ in Liverpool, and have since been meeting a number of people across London who live with HD,
their families and friends, and the many professionals and staff supporting them.
I am now attending clinics regularly at The National Hospital Queen Square, and will have visited clinics
both at St. George’s Hospital in Tooting and at Guy’s Hospital, alongside visits to residential homes
and care agencies, attending meetings and networking with Neurological Support Groups, and have
established a partnership link with the DWP. I have provided a training session at a residential home,
and I’m currently following up some further training requests.
In addition, the London Branch and the Harrow Support Group are keeping me busy, not only in attending their meetings
whenever I can, but enjoying social events such as their ‘Picnic in the Park’ at Golders Hill Park in North London, and the
Annual Garden Party/Sports Afternoon hosted by Graham Goode at his house – and with a ‘Santa Dash’ in London in early
December I may just be doing some “Ho Ho Ho-ing!!”
I very much look forward to meeting many more people over the next few months, in such a varied and exciting role.

Anna Gardner, SHDA – London (North and South East)
Throughout the past year the Cornwall and Devon Branches have
worked very hard, as usual, in raising funds and awareness for HD
across the south west. Many thanks to all who have been part of
collections and fundraising activities.
Of such events, in Cornwall, the ‘Zipwire and Pasty Challenge’ was
quite memorable with 23 people aged from 6 to 83 years taking part
and some even doing it twice.
In Devon, The ‘Jazz in the Garden’, once again, attracted around 200
people and raised over £2,500, courtesy of Richard and Ann White,
who opened up their home and garden for all to enjoy.
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As far as the HDA support service is concerned, new families are regularly coming forward,
usually averaging around 4 per month, adding to significant numbers of people already known
to the HDA in the area.
2015 has also been a year in which I have been able to provide training sessions for residential
care and nursing homes, community care teams and adult social care department staff. The
numbers of sessions delivered have more than doubled from 2014, which illustrates that care
providers and assessors are now much keener to learn about the issues affecting families with
HD.
I would like to wish everyone a merry Christmas time and a happy New Year for 2016.

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

Where has the time gone? Changes across all areas have taken place in the last 12 months. My new
contact details are to be updated in this newsletter, but just in case my now permanent number is
01477 534434.
In the meantime, changes to social care, continuing health care and benefits, have meant adapting
thinking and meeting the new guidelines. I have been trying to tap into all the services so that they
are aware of the difficulties that my families face when trying to obtain support and assistance. Other
plans are afoot to continue educating services and raising awareness to those who have little or no
information on HD.
Since expanding my role some years ago to include Bradford and Calderdale, knocking on doors both to
families and professionals and letting them know who we are and what we can do has been vital in reaching out to families
who have had little or no support for many years.
As I have always said to families I don’t want to intrude on day to day life, but if you have any concerns or wish to talk just
call me and I will be there.
Having tested myself to complete three events last year, along with my colleagues Diana King and Theresa Westhead; the
Carers Support Day, mental health awareness training and Meeting the Challenges, I am now in thought regarding what I
should do next.
Along with Hannah Longworth, we have firmly left the HDA stamp on the Widnes Rotary Club, following an awareness event
in July which we were warmly welcomed and even fed. Thank you to all who attended the evening and continue to support,
highlighting the plight of HD families, via the Widnes Rotary page “coping with Huntington’s disease”.
The Manchester Support Group is going from strength to strength all due to the dedication from Samantha Keenan and Clare
Braithwaite. Thank you to you both.
What’s next? Well, that is, I suppose, down to what families need, what I can offer, what door I can knock on next, and, if
you want me to get involved. I am only a phone call away.

Debra Robinson, SHDA – Greater Manchester, Cheshire, Bradford & Calderdale
Since the last newsletter we have had the second HD clinic in Doncaster and hopefully those of you
using this service will start to feel the benefit of working together very soon.
Despite my vows that I had been on my last kid’s camp I could not resist the opportunity when there
was a request for a leader at the Whitemoor Lakes camp. It was a great camp and I felt everyone
seemed to benefit from going to it, and I am sure that many good memories will have been formed
that will last a lifetime.
We are currently looking forward to the professionals and family event in Retford at the end of the
month, which is fully booked. This shows the great enthusiasm from all sectors to know more and have
a greater understanding of HD.
The formation and ongoing success of the new Doncaster Support Group is excellent news and I wish it every success for
the future. Our South Yorkshire Branch, based in Rotherham, is keen and enthusiastic to welcome new members too – please
get in touch to learn more about this.

Diana King, SHDA - South, West Yorkshire (below the M62) and Bassetlaw
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Well, another year has flown by and I have now been with the Association for 8 years.
The Association continues to develop and grow, and I believe that is reflected in the work of the SHDA
team. It is a challenging role, supporting families and professionals to ensure those in need get the
support and care they so rightly deserve.
The past 6 months have been filled with a variety of activity. We had our Awareness Week event in
May which was very well attended. I have also been along to camp in July, which was, as always, a
fun filled weekend.
By the time you read this, I will have attended a study event for Hampshire County Council with other
Neurological Associations and the Hampshire Neurological Alliance. The event is for 150 Hampshire
County Council staff members, so it will be a great opportunity to raise awareness with local social workers and occupational
therapists across the county.
As always, the Branches are planning activities for the festive period so do please come along and join in. I look forward to
seeing you there.

Eve Payler, SHDA - Hampshire, Berkshire and Isle of Wight
Since the last newsletter I have run the Children’s Activity Weekend in Ashford at a new venue (more
on this elsewhere in the magazine). It was great fun and I am really grateful to all the other leaders,
especially Mandy, who helped and supported me.
As part of our Awareness Week I have given a lot of training in a variety of venues, from homes to
hospices and made a lot of useful new contacts. The training has been well received and has raised the
profile of HD and the HDA.
Several lovely events have included a visit to Pennthorpe School in Sussex to give a brief talk on HD;
the school has since raised £1376.01 which is really wonderful. I was also invited by the North Kent
Support Group to accept a cheque from Kevin Martin from the Lodge of Rectitude and Harmony at a
coffee morning. This was a lovely chance to catch up with people and to meet Kevin and his wife – he has more plans to
fundraise for the HDA.
I was lucky enough to attend a course at the Royal Hospital for Neuro–Disability at Putney in London for a day in September.
This was to learn about the positive behaviour support approach that is practiced there and I hope to be able to share what
I have learnt with others; both within and outside the HDA.
I continue to visit families and individuals and have just held the first pop up coffee meeting in the Medway towns. 11 people
attended, which was a great response and thanks to Dobbies Garden Centre in Gillingham for setting aside a special area for
us. I will be arranging another one in the next couple of months so do get in touch if you want the details.

Fiona Sturrock, SHDA – Kent & Sussex and Bromley, Bexley and Dartford
Writing a few words at this time of year must mean the end of the year is fast approaching. The past
six months has seen me again welcomed by the North Staffordshire Branch at one of their monthly
meetings. It was lovely to see such a good turnout. Everyone is always welcome to attend and the
group always welcomes newcomers. I am planning to hold a series of Pop Up Cafes in and around the
Stafford area next year. Please do contact me directly if you would like to know more about this.
Early next year my colleague and I are hosting a day for the East and West Midlands, more details about
this will be featured on the HDA website.
Diana King and I hosted a conference in Retford in September. This was a day looking into new
developments in Huntington’s. The day was for professionals and family members and it was extremely
well supported. We had a host of excellent speakers sharing different perspectives on their practice. As we had a waiting list
of people wanting to attend this day, Diana and I will be holding a similar day next year; again details will be on our website.
There will be a lot of changes in North Nottinghamshire; both Dr Stephan and the specialist nurse, Liz Tuckwood, who works
alongside him are retiring, both will be sadly missed. I wish them both health and happiness in their retirements. There will
be an opportunity to develop this service with links into the south of the county. I am going to hold a series of Pop Up Cafes
in the Mansfield area and I have been approached by a family member who is interested in setting up a support group also
in the Mansfield area.
I continue to support families and professionals in various arenas such as in the work place, schools, the prison service, the
police service, in fact anywhere that that I can hopefully make a difference.

Helen James, SHDA - Derbyshire, Nottinghamshire, Staffordshire, Leicestershire
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As well as supporting families and closely working with HD clinics and teams across the area, there
have been some new developments in this area. As I mentioned before, a new Neurological Network is
also being established in Buckinghamshire and I have now attended a couple of their meetings to look
at priorities and what we can do working together. Working with the network and other neurological
organisations in Bedfordshire has led to the CCG reversing their decision not to develop a coordinator
for rarer neurological conditions. They have now committed to developing something with us by the
end of the year, so I am keeping my finger’s crossed that we can bring some good news about this in
the next newsletter! Awareness Week this year had a focus on training for palliative care teams and
I carried out training sessions across the area for hospices and other teams. It was well-received, and
has already led to further requests!
In terms of JHD news, the JHD project that we are working on with Sheffield Children’s Hospital is now well underway. As you
might have already read before, the aim of the project is to look at the way services are organised for people with JHD, and to
look at ways to improve the specialist support available. Interviews have now been carried out, which are being analysed and
then we are hoping to develop a wider scale survey as well as a register of families where there is someone with JHD. Please
get in touch if you are interested in knowing more or getting involved – we would like as many people involved as possible!
We had another great weekend in the Lake District at the end of May (you can read about this elsewhere) and booking forms
are now available for next year’s weekend. A short film about the weekend is available to see on our website, which I hope
gives a good feel for what the weekend is like and what it is about.

Helen Santini, Specialist JHD Adviser and SHDA – Herts, Beds and Bucks
The last six months have flown by. In that time I have been busy doing training sessions in connection
with the HDA’s Awareness Week in May – and I am still doing them now (I’m sure a week only used to
be 7 days long!). The enthusiastic interest shown by various organisations in having training on HD has
been very heartening.
I was lucky enough to attend the JHD weekend this year. This was a great weekend and it was
wonderful to see so many people enjoying themselves. A particular memory is going out on the lake
in the canoes – I think by the end of the voyage there was more water inside the canoes than there
was on the outside!
With support from members of the Easington and District Branch I arranged a ‘Pop-up Café’ in Trimdon,
County Durham. This was well attended and gave families where there is HD an opportunity to meet up and chat. By the time
you read this, another ‘Pop-up Café’ should have taken place in Saltburn by the Sea, which I hope will also be well attended.
I have continued to visit as many families as I can throughout the North East and to provide support and advice where I can.
It is a great privilege to meet so many lovely people. If you would like to me to visit please get in touch.

John Gregor, SHDA – North East
Since coming into post in May, I have started to build relationships with families and professionals in
my area. I am really enjoying my new role. I feel I am able to build on my skills and knowledge gained
from my 25 years of nursing.
I am working closely with the Cardiff HD clinic; attending every week, and have met with many families
during the clinics.
Now I am gaining some confidence and I am starting to deliver more training sessions to professionals.
I have made contact with support groups across my area and I’m looking forward to building on these
relationships over the coming months.

Kay Holmes, SHDA – South Wales and Herefordshire
My news in brief; I have spent a lot of time with families in the area, especially at the moment younger
families who are struggling to find support in a system not necessarily geared up to support working
age people. I have also conducted numerous training sessions for care homes, domiciliary care and
hospitals as well as for social workers and occupational therapists and physiotherapists. I also have an
exciting meeting coming up in October with a local hospice who are looking at tailoring some of their
support services in the community, which is great!
I am, as I have been from the start, humbled regularly by the bravery and dedication of people and the
families of people living with HD.
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I have recently started the University of Stirling HD course, as another learning opportunity, and had the lovely experience
of meeting several members of the Scottish Huntington’s Disease Association among other professionals and families from
North of the border. It was a wonderful learning experience, although trying to remember my studying methods is a another
matter altogether!

Lee Martin, SHDA - North and East Yorkshire
What a busy time it’s been - I can’t believe we are on the countdown
to Christmas again. Whatever happened to 2015?
I have been dashing across Surrey and south London (traffic
permitting) visiting families and delivering training in a huge variety
of places. This summer, with help from my colleagues, I have started
to support a new research clinic at St. Georges Hospital in Tooting,
south London. This is proving to be a brilliant link for people to
ensure that they can have a follow up visit after being seen in the
genetics clinic and ensures that clients get the best possible outcome
and support for themselves and their family.
On my first day back from leave I hosted an information stand at the Royal Surrey Hospital to raise awareness of HD, and the
real bonus was that I spoke to the Chairman of the hospital who was really enthusiastic to form links with charities to get the
best outcome for patients.
I met up with an old friend during Awareness Week to collect a couple of donations. Ron Watson kindly
presented me with a cheque for £500 that had been raised at the Wraysbury Jazz Club who held a raffle.
Ron also made a personal donation of £100. On behalf of the HDA I would like to thank everyone for
their huge efforts raising such a wonderful amount of money.
It is with great sadness that we had to stop the South London Support Group this summer, but there is
no reason that it can’t rise again if anyone is keen to run it.
I am planning to arrange a ‘pop up’ meeting before Christmas in Surrey so keep your eyes peeled for
more details soon.
I didn’t lead a children’s activity weekend this year as I left it to my colleague, Fiona, (who did an amazing
job) but I attended as a Team Leader. We experimented with a new venue with fantastic activities and
all the kids had a great time.
Thank you to all the families I have met, for your inspiration and strength. That’s what gets me round the M25 time and time
again. You all make my job brilliant.

Mandy Ledbury, SHDA – Surrey & South West London
Since the last newsletter the JHD weekend has been and gone and although not the beautiful weather
we have had in other years, it was a fantastic weekend and wonderful to see so many new families
attending this year.
As for Dr Rickards and the West Midlands HD clinic; Kim Piercy, the Specialist Neuro Nurse, is now very
much up and running, working closely with the specialist nursing homes in the area to improve patient
care as well as being on hand at clinics for additional support and advice. Dr Rickard’s HD Research
Party at The Tally Ho, was, as always, well attended with families travelling from far and wide to join
the event and hear the latest on research.
The West Midlands Branch held their yearly garden party; there was a good turn out and it raised much
needed funds as well as the profile of HD. The Branch continues to be a tremendous source of support to families as well
as financially assisting with the many grant applications that I have submitted over the last 6 months. Again they are kindly
funding my next Family Carers’ Day in November.
As an Occupational Therapist (OT) I have of late been involved with the EHDN HD Clinical Tips Working Group. Currently we
are developing the practical ‘Tips’ section to accompany the current EDHN Best Practise Guidelines for OT and HD. It is a large
piece of work and taking longer than we had envisaged but it will be a really useful piece of work in helping improve patient
care.
Upcoming plans: In January I am running a follow up event to the Family Men’s Carers Day, running a Professionals Day with
SHDA Helen James in March, assisting as an OT with the HDA Certified Course and helping with the Young Adults Forum in
April - so a busy and wonderful time ahead.

Poppy Hill, SHDA – Birmingham and West Midlands
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I continue to support families in the Somerset, Weston-super-Mare,
North Somerset and Bath region of the country. I feel that some
families may not contact me because I only work 14 hours a week.
Please don’t let this deter you as I will support you as best I can and/
or signpost you to further support.
This year I decided to do some fundraising with my family for two very
worthy causes; research into finding a cure for Huntington’s disease,
and the World Scout Jamboree. We set ourselves the challenge of
climbing Ben Nevis, Goatfell, Scafell, Snowdon and Willhays. We were
quite lucky with the weather for our climbing especially on Scafell and Snowdon. Watching
the train go up Snowdon made me reflect about how there are many ways to see our
beautiful countryside when walking can be tricky.
The experience reminded us of how hard it is to raise money and to ask for funds for charity
and I admire individuals who raise thousands! Thank you very much to my own family,
several families whom I support in living with HD and work colleagues for their generous
donations to both causes. We have stopped raising money for the World Scout Jamboree
now but are keeping our Virgin Money Giving site open for funds towards research into
Huntington’s disease until March 2016.
Our target towards research into Huntington’s was £400 and we have managed to raise £300 so far online and through
sponsorship forms. If you feel you can donate to this we would be really grateful. The address is:
www.virginmoneygiving.com/team/BignellClimbers.
Thank you again to all who have supported our fundraising event.

Shirley Bignell, SHDA - Somerset, Bath and Weston-super-Mare
The past six months have gone very quickly. I have been able to visit people at home and meet others
in our support groups. We now have two groups in Cambridgeshire, one in Suffolk, one in Norfolk, and
one in Lincolnshire.
At the end of May I was privileged to be able to help at the JHD weekend in the Lake District. It was
good to meet up with families that I usually see at clinic in a more relaxed setting. It was a great
weekend.
May also brought us Awareness Week; the focus this year was on the end stages of HD and the
specialist advisers were able to offer free training for a limited period. I am really pleased to report that
care homes, care agencies and hospices were quick to respond and I had a full diary of training sessions
for a number of weeks. I felt that this made a difference to the knowledge that care givers have and therefore better care
for our HD sufferers. I spoke to staff at three hospices and they are all keen for us to use their facilities and their expertise.
In July, six children from my area joined us at the kids’ camp at Whitemoor Lakes in Staffordshire; a lovely part of the country
and a great venue.
On a regular basis, every Wednesday morning, I attend Professor Barker’s HD clinic in Cambridge where I see about 10 people
each week from my area, but also from far and wide; people from this country and abroad.
A great many people that come to clinic also get involved with research. The team in Cambridge are very grateful for the
help and in August they held their third open day to help and inform families about the research that is being done. I also
attended and displayed a poster showing the work of the HDA.
At this time each year I get requests from Cambridge medical students to spend some time with me and see how we, as an
organisation, work. Each year I get more requests and look on it as a great opportunity to bend their ears about HD at the
beginning of their careers!

Sue Hill, SHDA - East Anglia and Lincolnshire
I can’t quite believe that I have been in post for almost a year - where has the time gone?
Every day brings a new challenge and with it a learning opportunity, from both professionals and the
real experts - the families affected by HD.
I have just returned from Stirling University where Lee Martin, SHDA in Yorkshire, and I attended a
course entitled: “Huntington’s disease: An enabling approach to supporting families”, which I hope will
help me to further develop my understanding.
I continue to work closely with the two rare condition Community Neuro Nurses in Oxfordshire - if only
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their roles could be replicated in other areas, as they know the families so well and are able to respond quickly to any changes
and developments as they arise.
I spend quite a lot of my time providing training and advice for a variety of professionals, from care providers and OTs to the
police, with everything in between; always worthwhile if it helps to raise awareness of HD and provide a better level of care
and understanding to people affected by it.
Awareness Week was busy, including a cake sale at Badby Park Care Home in Northamptonshire. Thanks to the kitchen staff
and amateur bakers for their hard work, and to all the others who, like myself, just served and ate cakes in a good cause!
Other fundraising included a fantastic charity golf event in Oxfordshire on a lovely sunny day, organised by Jeff Sherborne,
and a jumble sale in Woodstock organized by Kate and Karen, which had some amazing bargains on offer. The groups are
so friendly and supportive; recent highlights have included a River Thames trip and a restaurant meal with the Oxfordshire
Branch, and a speaker from The Carer’s Association at the Northamptonshire Support Group meeting.
The rest of my time has been taken up with MDT meetings, home visits and attending meetings to raise awareness and
engage with other voluntary sector colleagues, such as at the regional Healthwatch meetings, as well as offering advice and
support over the phone. Please do get in touch if I can help in any way.

Sue Tompkins, SHDA - Northamptonshire, Oxfordshire and Warwickshire
I hope you have all had a wonderful summer. As I sit typing this article, I’m
glad to say the sun continues to shine through my office window.
The last six months have been action packed and hectic. As always, my
priority is serving the families in my area. I continue to attend MDT clinics,
funding meetings, provide training sessions, offer advice over the telephone,
visit people at home etc.
The Preston and Lancashire Support Groups continue to thrive. The Cumbria
Branch continues to meet every three months. The Lancashire Support Group
celebrated their second birthday in June, and as usual, a good time was had

The Lancashire Support
by all.
Group celebrating their
As well as the above; I attended an awareness raising event in Barrow, and I have had three second birthday
students shadow me for the day, learning about my role, the HDA and more about HD. I also hosted
the first of a series of Carer’s Days in September, which was sponsored by Sue Ryder. These are
pleasant ways to raise awareness.
My families are, and always will be, my priority. I will endeavour to ensure you receive the correct services to ensure a good
quality of life.
As always, I am only an answer machine away. AND the best news of all is that I am now a Grannie!!!!!!!!

Theresa E. Westhead, SHDA - Lancashire, Cumbria, Wigan & Bolton
And finally…
There has been a huge rise in the number of referrals to the team; over 50% in recent months. As statutory provision is cut
further, the work of the SHDA and SYW has grown. We are finding new ways to provide services alongside the one to one
meetings with families, and branch and support group meetings. The development of ‘Pop Up Cafes’ has been well received
and continue to grow. These are run by the SHDA in the local area based on demand or to test the need but have certainly
grown in popularity. Pop up cafes are designed to provide advice and information which ranges from services available,
including branches/support groups, other local services and resources, signposting to and navigating of statutory services,
referral taking for more individual support and follow on.
Wishing you all a Merry Christmas and a Happy New Year.
Bill Crowder
Head of Advisory Service
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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

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

E-mail
cath.stanley@hda.org.uk

Telephone

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

Karen Crowder

Office Manager

0151 331 5444

Anna Donnelly

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

0151 482 9067

anna.donnelly@hda.org.uk

0151 331 5444
0151 331 5444
0151 705 3460
07711 004146

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

01743 369 107

becky.davis@hda.org.uk

Telephone
0151 482 9069
0151 482 9068
020 8868 8329
0151 331 5445
0151 331 5444

E-mail
kate.davis@hda.org.uk
beth.taylor@hda.org.uk
carolyn.mcglamry@hda.org.uk
events@hda.org.uk
sharon.bakewell@hda.org.uk

Mark Ford
Danielle Carr
Adam Cho

Specialist Youth Worker

Becky Davis

Branch Support and Development
Co-ordinator

Fundraising:
Name
Kate Davis
Beth Taylor
Carolyn McGlamry
Hannah Longworth
Sharon Bakewell

Role
Head of Fundraising
Senior Trusts Manager
Fundraising-Local Authorities
Community Fundraiser & Social Media Lead
Financial Accountant

Specialist HD Advisory Service:
Name
Bill Crowder
Head of Advisory Service
Ruth Abuzaid
Deputy Head of Advisory
Service
Shirley Bignell
Anita Daly
Carol Dutton
Anna Gardner
John Gregor
Poppy Hill
Alison Heavey
Sue Hill
Kay Holmes
Helen James
Diana King
Mandy Ledbury
Diane Lyes
Lee Martin
Ann Pathmanaban
Eve Payler
Alwena Potter
Debra Robinson
Helen Santini
Fiona Sturrock
Sue Tompkins
Theresa Westhead
Charles Whaley
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Telephone
0151 482 9067

adam.cho@hda.org.uk

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 & Isle of Man
Bristol & Gloucestershire
London (excluding S. West)
North East
Birmingham & West Midlands
Essex, Barking, Dagenham, Redbridge &
Havering
East Anglia & Lincolnshire
South Wales & Herefordshire
Derbyshire, Leicestershire, Nottingham &
Staffordshire
South Yorkshire, Huddersfield, Bassetlaw,
Wakefield & Dewsbury
Surrey & South West London
Flintshire, Wrexham, Powys & Shropshire
North & East Yorkshire and Leeds
Dorset & Wiltshire
Hampshire & Berkshire
Anglesey, Gwynedd, Conwy, Denbighshire

01460 57079
0151 487 6514
01451 861575
01923 679040
0191 262 2358
0121 4261015

shirley.bignell@hda.org.uk
anita.daly@hda.org.uk
carol.dutton@hda.org.uk
anna.gardner@hda.org.uk
john.gregor@hda.org.uk
poppy.hill@hda.org.uk

01255 823088

alison.heavey@hda.org.uk

01353 688517
02920 362406

sue.hill@hda.org.uk
kay.holmes@hda.org.uk

01332 518988

helen.james@hda.org.uk

01909 518942

diana.king@hda.org.uk

01483 285231
01691 671722
to be confirmed
01425 627960
0238 061 2218
01492 549 162

mandy.ledbury@hda.org.uk
di.lyes@hda.org.uk
lee.martin@hda.org.uk
ann.pathmanaban@hda.org.uk
eve.payler@hda.org.uk
alwena.potter@hda.org.uk

01477 534434

debra.robinson@hda.org.uk

01279 507656

helen.santini@hda.org.uk

01580 212 276

fiona.sturrock@hda.org.uk

01295 279970

sue.tompkins@hda.org.uk

01942 864645

theresa.westhead@hda.org.uk

01579 345480

charles.whaley@hda.org.uk

Cheshire, Greater Manchester, Halifax,
Brighouse, Bradford, Bingley & Keighly
Herts, Beds & Bucks & Juvenile HD Care
Adviser. England & Wales
Kent, Sussex, Bromley, Bexley & Dartford
Oxfordshire, Northamptonshire &
Warwickshire
Cumbria, Lancashire, Bolton & Wigan
Devon, Cornwall, Isle of Scilly, Jersey &
Guernsey

Tributes
In loving Memory of Ellen Mulliner
28/10/38 – 10/05/15

Ellen was a dearly loved wife, mam, grandma, mother-inlaw, sister and auntie.
A true lady, respected by all, was diagnosed with
Hungtington’s disease in 1989 after being unwell for
many years.
Ellen broke all residency records at Bradwell Hall Nursing
Home; where she was cared for so well, until the very
end. Our sincere thanks go to all the staff there and to
everyone who attended the funeral and gave generously
to the collection.
Life will go on without me,
That’s how it’s meant to be.
So make the most of everything,
For life is short you see.
With loving memories from Tom, Martin, Beverly, Dene
and Jamie.

James John Michael Cleary
In Loving Memory of our first born grandchild, James John Michael Cleary; who died aged
26 years on 17th July 2015. Now at rest with your father, Keith. We may have ‘lost’ you
James, but you will live forever in our hearts.
Your loving Grandparents,
Lorina and Michael Lumsden
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A tribute to Lesley Inman,
from her husband Barry

Lesley Inman 1954 – 2015

Lesley Inman sadly passed away on 4th May 2015. She was diagnosed
with Huntington’s disease in 1996 but it was only in the last 3 years that
life became difficult and she was reliant on carers.
Not once did she complain about her illness. She was a shining example
to us all that life is what you make it. With her impish sense of humour,
she would disarm anyone. Her sense of fun was intoxicating.
She will be sadly missed not only by her devoted husband and close
family, but by all the many people whose lives were enriched by such a
wonderful lady.

IN LOVING MEMORY
OF
LINDA NICOLAOU
Born on 13th January 1960
Died on 22nd May 2015

In Loving Memory
of Mike Burrell

A dearly loved husband, dad, granddad and
brother; who passed away peacefully in
Dolywern Cheshire Home, near Llangollen,
on 9th March 2015, aged 74 years.

Mike was an inspiration to all who knew him,
as he lived so courageously and cheerfully
with his illness for so many years. Eternal
thanks to the staff at Dolywern for their
loving care over the past 11 years – we can
never thank you enough.
Mike, you never complained, despite all the
difficulties, and your courage and will to
survive through the many times you were so
poorly and when we thought we would lose
you, simply amazed everybody. You were a
true hero and we are so proud of you.
We all loved you so much, we all miss
you so much, but you will remain in our
hearts forever.

From Astrid and your loving family
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In memory of Peter Burston, from his
daughter Michele Rushton

Dad was diagnosed with HD 16 years ago
and had been a resident at Abbey Court
nursing home in Leek for the last 3 years.
Dad also received excellent care from the
Neuropsychiatric Team at the Harplands
Hospital, Stoke on Trent. His consultant
was Dr George el-Nimr and CPN, Alison
Duffell.
Donations raised so far for the HDA total
£1100.00.

Dad is survived by his wife of 47 years, Eileen, daughter Michele and son Craig, plus
three grandchildren; Finley, Emily and Alfie.
Always loved and always remembered xxx

The following article has been reproduced by kind permission of the
Leek Post and Times:
Tributes paid to former Leek policeman Peter Burston as he is laid to rest

Tributes have been paid to a former long-serving policeman – who once risked his
life to drive a petrol tanker away from a fire in Leek.
Peter Burston passed away after a long illness at Abbey Court Home, Leek, on
August 2 at the age of 70.

Peter leaves behind his wife of 47 years Eileen, their children Michele and Craig,
and grandchildren Alfie, Emily and Finlay.
Mr Burston served for 30 years with Staffordshire Police working at a number of
stations and departments across the county including in his home town of Leek.

Born and raised in Foxt he joined the police force at the age of 20 and worked at
Stafford, Hanley, Longton, Kidsgrove, Cheadle, Uttoxeter and Leek. He retired at the
age of 50 as an Inspector at Kidsgrove.
Peter met his wife-to-be, Eileen, at a function at Rudyard Hotel in 1967 and the
couple were married at All Saints Church, Leek, in 1968.

Mrs Burston said: “Peter was a good bobby. If someone had done something wrong,
then he would have them.
“Everyone respected him. He was involved with a lot of big cases over the years
including murders.
“I am very proud to have been Mrs Burston.”
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Peter and Eileen’s daughter, 46-year-old Michele, said: “I always looked up to my
father. He was firm but fair both as a policeman and a father.

“He very rarely lost his temper. You just knew if you had upset him or done
something wrong. He was a fantastic grandpa to my daughter and my brother’s two
children.

“Whatever he did he did to the best of his ability – from being a dad, a policeman, to
running a marathon.”
Mr Burston was diagnosed with Huntington’s disease 16 years ago.

As the illness took hold, five years ago Peter spent two years at Harplands Hospital
in Stoke-on-Trent, before moving into Abbey Court Home in Leek.

Eileen said: “The disease is both physically and mentally challenging. But he was a
very determined man. Staff at both Harplands Hospital and at Abbey Court said that
his sheer determination and stamina kept him going.
“He did deteriorate over the years due to the Huntington’s disease. He could not
walk and his character changed. It was heart-breaking to see. I do feel that he is at
peace now.”
Former police force colleague Clive Smith, who lives in Leek, remembers the day
when Mr Burston put his own life at risk to drive a petrol tanker away from a fire.
Mr Smith said: “It was either in the late 60s or early 70s, when a petrol tanker
was delivering to Hodgkinson’s petrol station in Ashbourne Road, Leek – the now
derelict building on the corner of Cross Street – when a fire broke out.
“There was a great danger that the tanker would catch fire and wipe Leek off the
map.

“Without a thought for his own safety Peter jumped into the lorry and drove it up
Ashbourne Road out of the danger. Not many people would have done that. Had
he not moved the lorry the filling station, many lives and buildings would have been
lost.”
Fellow former policeman Chris Sheldon also worked with Mr Burston. He said:
“I always found Peter, and so too did his other colleagues, to be a very dedicated
police officer who loved the job. When he got his teeth into a job, no matter how
challenging it was, he did not let go until he got the right result. He was a big man
with a big personality and something of a character. He will be sadly missed by his
former colleagues.”

Mr Burston’s funeral took place on Tuesday, August 18, at All Saints Church in Leek
at 2pm.
Donations can be made in his memory to the Huntington’s Disease Association.
You can read this article online at:
http://www.leek-news.co.uk/Tributes-long-serving-policeman-Peter-Burston/
story-27629590-detail/story.html#Xjwfl2PmCIRhpw3V.99
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Website Update Deadlines 2016
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:

2016:
31st January, 31st March, 31st July,
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 2016
Date

Type of event

Location

2nd to 3rd April

Decisions, Dilemmas and Discussions – for 18
to 35 year olds

Telford

17th to 19th May

HD Certificated Course for Professionals

Liverpool

9th May to 15th May

Awareness Week

National

3rd to 5th June

JHD Family Weekend

Keswick, Cumbria

To be confirmed

Volunteer Award Ceremony

Liverpool

4th to 6th November

AGM and Family Conference Weekend

Telford

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

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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ADVERTISEMENT

Please note:

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

Friday 1st April 2016

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
E-mail: info@hda.org.uk Web: www.hda.org.uk
Registered Charity No. 296453
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