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Message from the Chair
In March we were delighted to be
presented with the Judges Discretionary
Award by the Association of Medical
Research Charities (AMRC) at a
ceremony in London, which Cath
Stanley, Chief Executive, and Ruth
Abuzaid, Deputy Head of Care
Services, attended.

Association passed away. Mary Howlett, a long-standing
member and Chair of the Merseyside Branch and Trustee of
the Association for many years, will be sadly missed.

The Award was in recognition
of our HDBuzz website, which
as you know explains the latest
Huntington’s disease research in
plain, understandable language. In
addition to research articles, the website
also publishes information to put sensationalised ‘miracle
cures’ into a realistic context.

In November 2012 when I held a review session with the
Trustees, Mary’s knowledge, enthusiasm and generosity
of spirit helped with decisions we needed to make. I will
personally miss Mary, in particular at our AGM’s, where we
shared many a tipple and she was known to order pizza in
the wee small hours. Mary was a true star and we will miss
her very much.

One of the comments made by the Judges’ was: “The HDBuzz
website is an excellent idea; the research information is
shared so comprehensively. Many of the larger funders could
learn from this!”
I am sure you will agree that this recognition is outstanding
and I would like to thank the whole team on your behalf
for such outstanding work. This also would not have been
possible without the management of the site by Dr Ed Wild,
Clinical Lecturer in Neurology at UCL Institute of Neurology,
Queen Square, London, and Dr Jeff Carroll, who is a scientist
studying HD as a post-doctoral fellow in the labs in Marcy
Macdonald at Massachusetts General Hospital/Harvard
Medical School, both of which are the Editors in Chief of
HDBuzz.

When I became Chair, Mary was so very welcoming and
supportive that it made my transition into the role very easy.
With her experience within the NHS and the HDA she was a
true asset on the Executive Council.

On behalf of the Executive Council I would like to thank Cath
and our wonderful group of employees for all their hard work
and dedication to the Association.
Finally, just an early reminder to say the AGM will be held
again at the Holiday Inn, Telford in October and Robin and
I very much look forward to meeting as many of you as
possible.
Heather Thomas
Chair of the Huntington’s Disease Association

By the time you are reading this the marriage of Matt
Ellison, founder of HYDO and an HDA Trustee, and Marianna
KlimontowiczI will have become husband and wife. I ask you
to join me in wishing them much happiness, fun and joy in
their future life together.
In February a very special baby was born in South Wales
called Jack. He was the result of many months of his parents
visiting London to ensure he was born free of HD. This is
evidence that research is moving on at some pace and that
people with HD are now able to have a family knowing they
are not passing on the gene. Auntie Heather & Uncle Robin
are looking forward to watching Jack grow up into a fine
young man.
Lots of events have been going on across the country with
regard to fundraising, and without the effort of all of the
services we offer to all our families, carers and friends, we
would not be as successful and internationally recognised as
the HDA is today.
It is with great sadness that I have to inform you that earlier
this year a wonderful advocate of the Huntington’s Disease
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News from the
Chief Executive
How quickly the time flies by. It is lovely
to be typing this early evening and
looking outside to see light nights,
daffodils and signs that spring is
on its way after a dark and wet
winter.
The HDA continues to grow and
develop and is still working on some
new projects and developments.
Following on from the fantastic input we
had from families at the AGM, we have spent some time
looking at what our core purpose and key impact should be.
Improving quality of life for people with HD and their families
describes every aspect of the work we do and remains our
core purpose. The themes that emerged in terms of how
we achieve that were improving quality of care, increasing
knowledge and understanding of HD, reducing risk, raising
awareness, empowering individuals, carers, professionals
and volunteers and reducing isolation. All of the work that
every staff member of the Association carries out fits into
these categories and we strive to improve quality of life.
We are continuing to work with some specialist care home
providers to develop some standards of care for people with
HD. My thanks to those people who offered to help with
this project; I will be contacting you soon with information
for comments… you have been warned! Likewise the project
with UK Huntington’s Disease Network and DENDRON is
bubbling along, and thanks for those who offered to help
with this, I will be in touch soon.
The work with the APPG into looking at care needs across
the country has not progressed quickly but we are hoping to
appoint an intern to drive this forward.
We are really looking forward to Awareness Week this year.
Our focus will be on mental illness and we are producing a
dedicated booklet to send out to mental health teams and
in-patient facilities. We are very grateful to Dr Hugh Richards
(Consultant Neuropsychiatrist), Steve Hale (Solicitor) and
Doug Feery (Barrister) for giving freely of their time to
develop this. We will also be focussing on providing training
for mental health services and putting information about this
important topic on our website.
We are very excited that Jimmy Pollard is coming to speak at
the AGM this year and we are making good use of him as he
will be speaking at three events prior to the AGM; London,
Chester and Burnley. More information can be found later in
the newsletter.
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We are looking forward to holding a host of children’s events
in the summer with three children’s activities camps, the
JHD weekend, a teenage camp and an activity/information
day. We are grateful for the support we get from a variety
of sponsors to make it possible to run these events and
profoundly grateful to our staff and volunteers who make
them possible.
I am also thrilled to share
with you that the HDA
won the AMRC Judges
Discretionary Award for
Communicating Science.
This was not least thanks
to Dr Ed Wild for giving of
his time so freely at HD
events to communicate
science in a way we
can all understand, and
to Ed and Jeff for their
inspirational
HDBuzz
which is streamed to our
website.
I personally would like to thank our senior management team;
Bill Crowder, Ayla Besser, Karen Crowder and Ruth Abuzaid,
we have covered a lot of extra work over the last few months
and they are extremely dedicated and committed.
Finally, I know there will be many mentions of this in the
newsletter but I would like to recognise the enormous loss of
Mary Howlett, Merseyside Branch Chair, and former Trustee
of the Association. Mary was an incredible lady; wise and
reflective, loved with a big heart, and could not do enough
for anyone. On the other side, fun loving and the life and
soul of any event. I have many memories of Mary, but, in the
early hours of the morning at the AGM, bursting into song
and leading the singing will always be my favourite.
The HDA remains dedicated and committed to supporting
families affected by HD. It is you who are our true inspiration.
Cath Stanley
Chief Executive
Huntington’s Disease Association

June 2014 Newsletter
Information
Inside this edition of our bi-annual newsletter, you will find the following documents:
• AGM & Family Conference Booking Form
• Grand Prize Draw raffle tickets
• Donation Form with return envelope
• Factsheet, Publication and Fundraising Goods Order Form
• Christmas Card order form
The above documents are sent out automatically with our newsletters to all of our members.

AGM & Family Conference
If you are planning to attend our AGM and Family Conference in October (3rd to 5th), please complete the enclosed form and
return it to our Head Office address by Friday 29th August at the latest. We look forward to seeing you there!

Raffle Tickets
If you do not require the enclosed raffle tickets, please either pass them along to someone who might want to buy them to
support our cause, or destroy them. Unfortunately, we are unable to separate the raffle tickets from the newsletter mail out
for those who have requested not to receive them, as the mailing is not sent directly from Head Office. There is no need to
return any unused raffle tickets, thank you.

Donations
If you would like to make a one off donation to the HDA or a regular standing order, please complete the enclosed donation
form and send it back to us in the envelope provided. Please remember to put a stamp on the envelope before posting!

Factsheet, Publication and Fundraising Goods Order Form
If you would like to order any of our factsheets, publications or fundraising goods, please complete the attached form and
sent it to Head Office with your payment.

Christmas Cards
Our Christmas cards will be available for delivery from September. If you would like to get your order in early, please use the
enclosed form and post it back to our Head Office. Your cards will be despatched to the address you provide from September.

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.
You can contact Head Office on 0151 331 5444 or email info@hda.org.uk.

Thank you for your support.
Becky Davis
Newsletter Editor & Branch Support and Development Co-ordinator
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Sleep, cilia and HD
New studies shed some light on the function of sleep in animals, with interesting implications
for HD research.
By Graham Easton on March 06, 2014, Edited by Dr Jeff Carroll
Studies have shown that HD patients tend to get less efficient
sleep, fewer hours of sleep, and wake up more times during
the night. However, sleep in Huntington’s is under-researched
because historically scientists have investigated HD as a
disease of movement impairment, and sleep problems don’t
seem to have anything to do with movement impairment.
Sleep - what is it good for?
The picture is a lot more complex now. Huntington’s disease
clearly involves more of the brain than just structures
involved with movement. It now appears that sleep — that
evolutionarily dubious activity that takes up one third of our
lives — may come into play in important ways.

The treatment of sleep disorders in HD patients has also
not yet been systematically studied, but there is actually
some evidence that imposing a regular sleep schedule is
“protective” in mouse models of HD.
In one study, mice carrying the HD mutation were injected
with sleep-inducing drugs every night to force them to sleep.
In a (perhaps surprisingly) standard test of learning and
memory, researchers placed the mice into water-filled tanks
with a light signifying the location of a submerged platform.
Since mice would much rather stand on the platform than
swim, the researchers could observe how well the mice
learned and remembered that “light means platform” by the
direction they initially swam on repeated trials.
Scientists believe that this type of learning and memory is
tied to brain structures especially affected in HD patients.
The sleep-regulated mice performed better on this task,
suggesting preservation of these brain structures, or at least
their function.
This study is obviously very far removed from being a test of
viable treatments in people — it certainly doesn’t tell us that
chemically induced sleep would improve the overall health
of HD patients. What it does provide is a kernel of evidence
that dysfunctional sleep is harmful in the progression of HD.

The cerebrospinal fluid, or CSF, circulates throughout the
brain, bathing it and helping clear away cellular debris. Image
credit: Wikicommons

Sleep hormones help HD mice
One way the body naturally regulates sleep is with a
“hormone,” or chemical messenger, called melatonin. The
release of melatonin by the brain signals that it’s time to
sleep and consequently we feel drowsy.

It’s well known that sleep is indispensable to health and wellbeing, that with minor sleep deprivation, mood, reasoning
ability, and learning suffer; with moderate sleep deprivation,
our immune systems are less effective and even our hormones
go out of whack. In HD, sleep deprivation may have an even
more potent effect.

HD patients have been found to produce less melatonin at
night, and in fact this may contribute to the dysfunctional
sleep sometimes experienced in HD. To see how melatonin
levels might be affecting HD patients, researchers injected
Huntington mutation mice with extra melatonin every day.
These mice lived longer and showed less brain deterioration
than HD mice given a dummy injection.

Sleep may be protective in HD
Some symptoms of HD, like thinking impairment and
clumsiness, look a bit like symptoms of chronic sleep
deprivation. Scientists now believe that sleep deprivation
commonly occurs in HD, hidden among other symptoms, and
possibly acting in the progression of the disease.

Is this “protective” effect of melatonin related to its ability
to regulate sleep? This is one possible explanation, although
a protective effect of melatonin was observed in a plate of
HD cells as well, which do not technically sleep. For a more
in-depth discussion of this melatonin research in HD, you can
read this http://en.hdbuzz.net/057 article on HDBuzz.

So far there have been no systematic studies to determine
whether sleep deprivation is the cause of any HD symptoms.
This is an exciting area of study because if dysfunctional
sleep is indeed the cause of some HD symptoms, it becomes
a strong contender to be the focus of a treatment.

We know that in HD, clumps or “aggregates” of a specific
protein called “Huntingtin” build up inside brain cells, where
they disrupt important cellular processes. For cells, especially
the long-lived cells of the brain, getting rid of old and
damaged materials is vital, and it seems like this job is not
getting done correctly in HD.
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How does the brain dispose of garbage?
A new study by Dr. Nedergaard of the University of Rochester,
New York, suggests that the value of sleep may lie in helping
to clean out the brain. While not focused specifically on HD,
the study raises interesting questions about the role sleep
plays in diseases like HD.
One way cells get rid of the junk they can’t recycle is to expel
it into the fluid between cells, called the “interstitial fluid”. Part
of daily bodily maintenance involves clearing out this space,
and for most of the body this is taken care of by the lymphatic
system — a complex system which acts as both a gutter and
a filter for interstitial fluid and is tied to the immune system.
A fluid called lymph, which is essentially blood plasma, soaks
into body tissues and flushes out waste.

amyloid build up? This remains to be tested. Either way,
this is certainly a valuable finding for Alzheimer’s disease
researchers, though it only loosely concerns HD.
Taking out the trash each night
Nedergaard and his colleagues’ next query would lead them
to a more universally applicable question: that of the function
of sleep. They knew from earlier studies that more Abeta is
found in the interstitial fluid of awake than in sleeping mice
and humans. So they wondered whether Abeta is washed
away better during sleep or if just a smaller amount is
created.
To test this question, they trained mice to fall asleep while
hooked up to testing equipment and repeated their earlier
procedure of injecting waste substances into their interstitial
fluid. In sleeping mice, the clearing of waste was much more
efficient and, remarkably, Abeta was flushed out twice as well
as when mice were awake.
What could explain the dramatic effect sleep had on the
efficiency of brain cleaning?

Like the Abeta
protein, the
mutated protein
that causes HD
forms clumpy
“aggregates”,
purified versions
of which are
seen here.

The brain does not have access to the lymphatic system but it
still needs to clean between its cells — perhaps more than the
rest of the body — so it uses a similar system. The fluid that
bathes the brain, called cerebrospinal fluid or CSF for short,
does the job of the lymph, flushing out the soiled interstitial
fluid.
Dr. Nedergaard’s team wanted to know how well the brain’s
natural washing machine could remove some problem
proteins and other cellular waste, so they injected some of
these substances into the interstitial fluid of mice brains.

One simple explanation is that during sleep some brain cells
shrink to increase the area between cells. If this were the
case, the river of fluid flowing through brain tissue would
be wider, carrying away more trash. A test confirmed that
the interstitial space was indeed much larger in the brains of
sleeping mice.
This ground breaking work by Dr. Nedergaard raises a lot of
questions. Might the messed up sleep in Alzheimer’s disease
be affecting the clearing of protein build up and contributing
to the disease? Might dysfunctional sleep be affecting protein
build up in HD as well? We don’t know yet, but you can bet
that scientists are working to find out.
Sleep to the rescue?
These new results may be able to give new context to older
findings in HD research. As HDBuzz has previously reported,
work from several groups of HD scientists has shown that
“cilia” don’t work correctly in HD brains.

When they checked how much of the different substances
remained, they were pleased to find that the brain had done
a pretty good job of flushing them out. One protein that was
surprisingly well cleared out was amyloid-beta, also known
as Abeta. Abeta is the main constituent of the big clumps of
amyloid protein found between sick neurons in the brains of
Alzheimer’s disease patients.
The root cause of Alzheimer’s is still unknown but scientists
have long suspected that build-up of Abeta and the resulting
clumps between cells called “plaques” may be responsible for
poor communication between neurons and the large amount
of neuron death observed as the disease progresses. In this
way Alzheimer’s disease is quite similar to Huntington’s:
both involve clumping of protein that is toxic to surrounding
neurons.
The Abeta found dissolved in the interstitial fluid is not the
same Abeta bound up in plaques, but there’s some evidence
that the amounts of the two are related.
Does this mean that a more efficient job of cleaning up
the Abeta dissolved in the interstitial fluid could reduce the

Cilia, tiny hairs protruding into the ventricles of the brain, wave
in synchrony to pump around CSF. This function is impaired in
the HD brain, though it’s not yet clear if this is related to the
“trash disposal” problems observed in HD brains.
Cilia are the microscopic cellular paddles that control the flow
of CSF in the brain by beating in synchrony, pushing CSF
throughout the brain. In HD the cilia of brain cells are poor
paddlers and consequently CSF flow is reduced.
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This new study by Nedergaard gives us added perspective
on how dysfunctional cilia could be contributing to HD. The
question becomes: is there a connection between altered
sleep in HD patients and the build-up of harmful clumps of
protein in their brains? Furthermore, do these problems have
anything to do with the altered function of cilia in HD patient
brains?
It’s important to be aware of the limitations of what we can
take directly from these studies on sleep and ABeta. For one
thing, they were conducted on mice and it’s quite possible
that mice brains act differently than human brains during
sleep. Also, none of Dr. Nedergaard’s studies were directed

at HD, which involves the build-up of a specific protein inside
of a cell, not outside cells. Thus, how much this information
affects what we know about HD definitely remains to be
seen.
With these caveats in mind, it’s totally worth getting excited
about the many new scientific questions raised by this work.
New dotted lines have formed — they’re just waiting to be
filled in or erased.
For more information or to view this article online, please
visit: http://en.hdbuzz.net/162

Does high-dose creatine “slow the
onset” of Huntington’s Disease?
A new study claims that high-dose creatine “slows the onset of Huntington Disease”.
How much hope and how much hype?
By Dr Jeff Carroll on February 11, 2014, Edited by Dr Ed Wild
The results of a new study called PRECREST, investigating
whether the nutritional supplement creatine can slow
Huntington’s disease progression, have just been published.
Uniquely, this studied the effects of high-dose creatine
supplementation in people carrying the HD mutation, but
without clear disease symptoms.
Why creatine?
Scientists have noted for a long time that the HD mutation
seems to cause problems with the energy levels of cells and
tissues of the body. Scans that show energy usage in the
brain reveal that sick parts of the brain are using less energy
in HD patients.

A large body of experimental results since these early scans
supports the idea that HD cells have problems maintaining
sufficient energy levels. Not having enough energy is bad
news that can rapidly lead to cells dying, especially for the
extremely hard working cells of the brain.
To help regulate energy levels in times of stress, the body
uses a chemical called “creatine”. Creatine acts as a sort of
bank to store extra high-energy chemical bonds cells need to
make energy. So, cells don’t actually burn creatine for energy
but they use it as a place to store their extra energy for times
of high demand.
History of creatine in HD
It occurred to scientists that if HD tissues are lacking energy,
and creatine helps enlarge the bank of energy available,
maybe they should study creatine as a possible treatment
for HD. In fact, as early as 1998 scientists described studies
using HD mice treated with creatine that showed some
improvement.
These early successes in animals suggested that it’d be worth
testing creatine in human HD patients. Also, unlike many
other drugs, creatine is a substance normally made in the
body, so this type of treatment ought to be relatively safe.

Creatine is loved by body-builders, because it provides
energy to hard working muscles, and also because it helps
their muscles look bigger thanks to swelling!
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To date, multiple trials of creatine in human HD patients have
been run. Generally, these studies show that at the tested
doses (5-10g/day) creatine gets into the body, but fails to
have significant beneficial effects for patients.
One possible problem with these early studies is that they
were conducted in patients who had already developed

signs of HD. Maybe the trials were started too late to have
beneficial effects?

before someone is diagnosed with HD they have changes in
their thinking, memory and in the shape of their brain.

Another concern of scientists was data from other diseases
suggesting that creatine could be taken in pretty huge doses
— even as high as 30 grams a day — in order to reach the
brain. Maybe the early studies in human patients just didn’t
use enough creatine to be effective?

Specifically, certain deep parts of the brain shrink in HD
mutation carriers, and the outer wrinkly part of the brain (the
“cortex”) thins a bit. The long “wires” interconnecting parts
of the brain (called “white matter” by scientists), also seem
to be disrupted early in the brains of HD mutation carriers.

Now, 30 grams of any kind of treatment is a lot of drug to
take! A full-strength aspirin delivers less than half a gram of
active drug. So to get 30 grams of aspirin, you’d have to take
nearly a hundred of them. Don’t try this at home!

After taking a high dose of creatine for between 1-2 years
participants with the HD mutation showed slower shrinkage of
deep parts of the brain, and less thinning of the cortex. These
areas still shrank, but at a slower rate. These effects were
only seen in HD mutation carriers, and not those subjects
taking creatine without the HD mutation.

Novel trial design
The recently described study set out to address limitations
of earlier studies. First, the study was conducted using
subjects at risk of developing HD, who haven’t yet developed
symptoms. Secondly, the study was designed to give people
an increasing dose of creatine, up to 30 grams a day (taken
as two 15 gram doses).
A unique feature of this trial was the fact that people from
HD families were allowed to participate without first being
genetically tested to confirm they carry the mutation. Previous
HD studies have been conducted using people with obvious
symptoms of HD, or people who had undergone predictive
testing and know they carry the mutation.
In PRECREST, study participants at risk of HD were allowed to
enrol without undergoing predictive testing for the mutation.
Generally, regulatory agencies frown on the administration of
experimental drugs to healthy controls, so this type of trial
design is very rare.
In this case, because creatine was widely considered a “safe”
treatment, the study review board approved it. It seems
unlikely that this trial design could be replicated when testing
more experimental drugs in the future, given the potential
risks to people who don’t have the HD mutation.

That sounds great, but it’s important to ask whether the
change in shrinkage is really evidence that the disease process
has been slowed. It’s possible that creatine causes HD brain
cells to bulge or swell without making them healthier. Swelling
like that could produce false optimism and might even be
harmful. That’s not something this trial can tell us either way,
because the patients weren’t followed long enough to see
whether creatine treatment delayed the onset of symptoms.
What were the bad effects?
As in any complex study like this, there is both good and bad
news. First, a significant proportion of the subjects had a hard
time taking high doses of creatine every day, experiencing
stomach problems and other complications, though none of
them were severe.
Changes in thinking and memory performance previously
seen in HD mutation carriers were seen again in this study.
Compared to subjects without the mutation, people with it
seemed to have a bit tougher time with memory and thinking
tests. Unfortunately, creatine administration didn’t help any
of these problems, despite having seemed to help brain
shrinkage. That’s a shame because it makes the scan changes
impossible to interpret with confidence.
Similarly, the authors confirmed that people carrying the
HD mutation have disruptions in the wiring between brain
regions. Creatine supplementation didn’t help make those
problems better.
So, should we be taking creatine?
This study investigated an important idea, which is that highdose creatine supplementation might slow the progression of
changes in people carrying the HD mutation. Several brain
shrinkage related changes were made better, but observed
changes in brain wiring and thinking ability didn’t improve.

Brain scans suggest high-dose creatine was associated with
slowed shrinkage of the brain in HD mutation carriers
What were the good effects?
The study followed participants for up to 18 months after
starting high-dose creatine. Some participants started taking
creatine right away, while others took a placebo for a year
and then switched to creatine later in the study.
Throughout the study, scientists examined the participants for
changes associated with carrying the HD mutation. We know
from long-term observation of HD mutation carriers that even

Should HD-affected people start taking high-dose creatine on
the basis of this study? No. We don’t know what the scan
changes mean, and we don’t think it’s safe to conclude that
creatine has slowed the progression of HD on the basis of
PRECREST. What’s more, taking high-dose creatine is no
picnic, as the high levels of side effects show.
Another, larger, study of creatine called CREST-E is ongoing.
CREST-E will help us decide what the scan changes mean,
especially if the same brain shrinkage benefits are seen
alongside changes in symptoms of HD mutation carriers.
For more information or to view this article online, please
visit: http://en.hdbuzz.net/157
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Young Adults Weekend 2014
The Young Adults Weekend 2014 was held at the
Holiday Inn, Telford on the 15th and 16th March.
35 young people aged from 18 to 40 attended, some had
attended previous years Young Adults weekends and some
were first timers. Attendees came from far and wide; Tyne
and Wear, Manchester, Essex and Cornwall to name a few.

Some useful suggestions have been made on the evaluation
forms at the end of the weekend, some of which we will be
able to move forward to next year’s event. Some comments
made on the weekend were;
“What I enjoyed most was
meeting other people in a
similar situation to me; it
helps to feel not so alone.”

The speakers this year were Dr Hugh Rickards, a Consultant
Psychiatrist from Birmingham Mental Health Trust, who talked
about the behaviour and thinking changes that occur with HD,
and Dr Edward Wild, Clinical Lecturer and Specialist Registrar
at the National Hospital for Neurology in London and also the
co-founder of HD Buzz, who told us about the latest advances
in research. In addition to this we were privileged to have two
young ladies who were brave enough to tell the delegates of
their own personal journey with Huntington’s, both of which
gave us very interesting, moving and inspiring stories.
There were small group workshops talking about testing and
the options for having children, coping with changing roles,
living with uncertainty, personality and cognitive changes,
complementary therapies and a group for partners and
supporters.
On Saturday evening after dinner we had a quiz, devised by
Genevieve and Miranda Say, which kept us all entertained and
laughing, especially the rounds where one person from each
team had to complete a task such as whistling a tune, miming
a film title or trying out their best Australian accents!

“All of the talks were
so informative; I’ve
learnt such a lot.”

“This weekend
might just have saved
my marriage.”
“It was inspiring to
come here.”

My grateful thanks to the staff and volunteers that made this
weekend possible and to the speakers and those that ran the
small groups for their valuable time and expertise.
The next weekend for Young Adults will be on 28th
February & 1st March 2015 at The Holiday Inn in Telford. A
booking form will be available from Head Office from October
onwards.
Alison Heavey
RCA, Essex

Coping with Huntington’s Disease
Personal experiences and some tips from a London family member
About 6 months ago I changed banks. I wasn’t happy with
my bank at the time. Once I’d changed banks I found that I
couldn’t open my mail. Not any mail, bills or anything. I would
and still do feel physically sick at the thought of opening any
mail. Literally, like I would throw up if I did so. It was a bit like
having a panic attack as well.

Another big thing for me is indecision. I find that I have
real problems making choices. Even when I have decided
something I still feel anxious that I have made the wrong
decision so I mull it over in my mind all the time. So it is
almost a constant feeling of indecision. This is totally out of
character for me before my HD.

This is totally out of character for me as I have always been
very good at opening mail before. I was also very good at
paying bills on time; bills come first before anything else like
food. So I didn’t open any mail for about six months, I didn’t
tell anybody about this even though I am very close to my
family. I would lie about it to my daughter. I would make up an
excuse as to why a bill had not been paid. This is totally out of
character for me as I have always been totally open with her.
So, even though she was standing in front of me I still couldn’t
tell her about the problems I was experiencing.

Also, I have noticed that I have a tendency to overspend
money. It might also be linked to the indecision? Because I
can’t make decisions I might buy more than one item to give
me more choice. This was not a characteristic of mine before
my HD. I was always careful with money.

It got so bad so bad that my phone was cut off and then my
daughter got angry with me for not telling her about the bills.
Looking back I think this is to do with my Huntington’s disease
and I now feel relieved that I have admitted there is a problem.
I have arranged with my care agency to get help with opening
mail - what a relief!
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Here is my advice to anyone with HD:
•

Get all your bills sorted out so that they are paid
via direct debits or standing orders.

•

Be careful about not opening mail – tell somebody
how you feel – get help with opening your mail –
you will feel so much better!

I hope that hearing about my experiences will be helpful to
others who are having similar issues.

Yes or No?
The following story was written by Lauren, aged 11, following a conversation with her mother about her
Grandmother having had HD. Lauren reflected on the conversation and wrote the following piece, which she
presented to her mother the following morning:
It is funny how one thing in life can completely change
everything. How one decision, one answer, can make a huge
difference. Just imagine; yes or no could affect someone’s life,
and that person is me. If the answer was yes, I would not be
alive right now, but the answer was no.

The other night we were talking about it. Mum was saying how
she decided to have the test to see if she had Huntington’s
or not. If they had said yes, she does have the disease, she
would never have had me or Adam, my brother. However, she
was happy to hear that she had the all clear.

My Nan, Janet, suffered from Huntington’s disease. I can’t
imagine how horrible it must have been. Sadly, she passed
away from this dreadful disease. My mother, Tracie, spent
about a third of her life looking after and caring for her mother.
I couldn’t imagine it if my own mum had Huntington’s disease;
I don’t know how she coped.

I couldn’t be more thankful that I, Mum and any other family
members don’t have Huntington’s disease. I can’t imagine
not being alive; how much I would miss out on. However, for
those who have Huntington’s disease; never give up, because
somewhere, always somewhere, there is a little bit of strength,
a little bit of courage and a little bit of hope.

Huntington’s disease is a quiet disease and not many people
know about it or the symptoms. If you have never heard of it,
seeing someone with it is confusing. This must have been so
hard for my Nan and Mum; they must have got so many looks
and comments on it. I was only young at the time, so I don’t
remember much.

Thank you.
Lauren, aged 11

Your Donations Are Worth More
with Virgin Money Giving
Virgin Money Giving is 100% not-for-profit, which means more of your donations come to the
Huntington’s Disease Association.
The Huntington’s Disease Association has so far raised £92,154.86 this year, compared to £53,082.26
this time last year. That’s up 73.6% from last year.
If all donations were made via Visa Debit or an equivalent the HDA will have received an extra
£3,552.55 with that money going through Virgin Money Giving rather than Just Giving so far this year.

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

www.VirginMoneyGiving.com

Or
Contact Hannah Longworth Event Support Co-ordinator
Direct Line: 0151 331 5445
Email: events@hda.org.uk
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Fundraising News
Fundraising update by Ayla Besser, Head of Fundraising
It has been an interesting year for the HDA Fundraising Team. We have continued to receive
a good number of both restricted and unconditional grants from Trusts and Foundations. Our
supporters have included regular funders such as BBC Children in Need, Dyers’ Company
Charitable Trust, Sir James Reckitt, the John James Bristol Foundation, the Tanner Trust,
Genetic Disorders UK, Sylvia Adams Charitable Trust, The Sandra Trust and Joseph and Annie
Cattle Trust.
We have continued to secure 3 major Big Lottery grants for our Regional Care Advisory Services covering
North Wales, Merseyside, South & West Yorkshire, Surrey and South West London. I am pleased to report that
these are currently being featured on the Big Lottery’s new online directory as ‘one of the best lottery-funded Good
Causes across the UK’.
Over the last year we have been targeting Lead Commissioners within Local Authorities and within the new CCG framework. Although
we have been able to sustain a high level of income from our existing relationships within 8 Local Authority areas, we have seen a
vast drop in the income available from this source of funding. As CCG’s are still in their infancy, it is difficult to say at this present time
whether they will provide a good level of income. Our plan is therefore to continue to research the possibilities and to additionally
focus our attention on researching more Community Foundations to ascertain whether there are further funding opportunities in this
particular area.
Moving forward we are keen to promote our work within the Corporate Sector, following our success last year in securing a number
of Charity of the Year partnerships, and our most recent corporate partnership with Square One Resources. At the time of writing, we
are currently in the process of advertising for the position of Corporate Fundraiser to join our dynamic Fundraising Team.
Last but not least, I am extremely pleased to report that income from events fundraising has continued to rise significantly, and now
contributes’ to a substantially large proportion of our fundraising income. On Sunday 13th April we celebrated the fantastic achievement
of our team of 16 runners who took part in the Virgin Money London Marathon. For the forthcoming year we have once again been
able to secure places for the Virgin Money London Marathon, and have now successfully secured places with Nova International Great
North Run. We are delighted to be able to offer volunteers places in major events in both the North and South of England.
Over the last year we have seen an increase in younger daredevils strapping on a parachute and taking part in a range of adrenaline
filled events. There has also been a definite increase in volunteers signing on to Give as You Live when shopping online with major
retailers such as Tesco’s, Sainsbury’s, John Lewis, Amazon etc. We are also delighted by the number of volunteers who are also
raising funds for us further afield, in the Paris marathon, Great Wall of China run, Inca Trail Trek and Everest Base Camp Trek. The
Huntington’s Disease Association’s volunteers never fail to impress us with their commitment and imagination when it comes to
fundraising. Thank you so much.
Ayla Besser
Head of Fundraising
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Pete the Stamp Man

I, with the help of my wife Sue, have been collecting stamps to raise funds for
Huntington’s Disease Association with the help of friends and you, the generous
general public.
Sometimes the stamps come by the dozen or by the bin liner, once I even picked up nineteen bin
Just a little note
If possible can you leave liners full which took some time to sort out. (I will, if possible, pick up the stamps if local). I sort
the stamps out in my spare time, which I do most mornings from 5.30 to 7.30 am just before
a quarter of an inch
around the stamp when
I start work at 8 o’clock. Then at night times and weekends. The stamps are sorted into the
cutting them.
categories required by the wholesaler who gives us a price for them. In the sixteen years in which
I have been collecting them we have made about £49,750.00 so far. When sorting the stamps out it is surprising what
you find, i.e. I.O.U’s, passport photos, death certificate, sewing needles, shopping lists, vouchers, Esso tokens, buttons,
flower seeds, coins, pills – anything. When we sell the stamps to the wholesaler he then sells them on to other dealers.
W.H. Smiths for other stamp collectors, plus overseas dealers.
So please keep sending the stamps in envelopes or by the bin liner we don’t mind how many you send
because it all helps to stamp out Huntington’s disease. Please ensure that you weigh your parcel/
envelope before sending and use the correct postage accordingly. Please also include a note with your
telephone number in the envelope so that I can acknowledge receipt.

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

Other volounteers we would like to thank...

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

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

Leila Dobbie took part in an End to End Walk and raised £160

•

Mrs A Irving raised £20 with a collection box

•

Claire Blyth organised a stall and tombola and raised £416

•

Gary Pudsey organised an event at his scooter club and raised £300

•

Frances Williams organised a charity evening and raised £100

•

Blue Coat School in Coventry held a Cake Sale and raised £201.73

•

Graham Goode took part in the London Santa Dash and raised £200

•

Andrea Walker took part in the Abby 10k and raised £400

•

Kay Davies & Liz Evans ran a Christmas collection and raised £37

•

Margaret Monk organised and ran a charity night and raised £150.50

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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Christmas Day Swim
The Christmas day swim in aid of Huntington Disease Association was a great success!
The weather was looking to be terrible but we had a little break in the middle of the hail and rain
and we made it into the sea.
The conditions were tricky with waves reaching above our heads at some points but we stayed
in for 20/25 minutes and swam the best we could whilst being thrown about by the waves! On
the plus side it distracted us from the cold!
We raised £2000 including offline donations and gift aid so I would like to thank everyone very,
very much for their generous donations and support.
I have found a new passion for open water swimming on my journey
and am going to continue doing it, so on to my next challenge...
Emma Devekey
Secretary of the Dorset Branch

Dean Taylor’s John O’Groats to Land’s
End Cycle Ride
Dean Taylor and his team took part in a
cycle from John O’Groats to Land’s End
for the HDA. Their fundraising total is an
amazing £3,291.

Do you shop on-line at any of these stores?
If you spend £100 on shopping at Tesco.com
Give As You Live will donate £1.50 to the HDA

If you spend £50 at Amazon.com and log into
Give AS You Live first they will donate 75p to
the HDA at no extra cost.

Before you shop on-line sign up to Give As You Live first. They will donate a percentage of what you
spend to the Huntington’s Disease Association at no extra cost.

Log in to: www.giveasyoulive.com
And sign up today!
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Gemma Prosser’s Christmas Head Shave
My mother, Jane Prosser, took
part in a skydive for HD two
years ago, so I wanted to do
something different. I then
decided to shave my hair off on
Christmas day. I began to collect
donations and share the news in
September 2013.
We as a family support the HDA due
to HD being in our family and my
grandfather passing away with it in
October 2012.
Leading up to Christmas was very
exiting with donations coming in from
everywhere. So many people helped
and shared my news as to what I was
going to be doing.
On Christmas day all my family came around to support me. I shaved my hair off at 7pm with everyone joining in and
cutting a piece of hair off at a time. They gave me a mohican. Then they shaved a cross at the back of my head. Then
eventually they shaved my hair completely off at zero, I was then bald.
Every one donated on the day. I’m used to being slightly short of hair now. It’s great not having to worry about a bad hair
day and I don’t spend hours with a hair dryer and straightening it. My hair was passed my shoulders and now it’s gone. It
was a shock at first but I would do it all over again. It was an emotional day for us all. But it’s meant so much to me, I’m
proud of what I have done.
Gemma Prosser

Hazel Kingswood’s fundraising
I organised a chip and quiz night in my local village hall at Marsham. There were
choices of cod, plaice, sausages and chicken, and the food was served half way
through the quiz. Questions were read by me but set by my brother Ian Chamberlain,
who could not be there on the night, as he was watching Norwich City Football Club
being beaten soundly at Arsenal.
The dance was “Dancing through the decades” with disco man Trevor Hurn doing a
great job with music starting at 1940’s switching through 90’s to 50’s 70’s and 60’s.
Loads of crazy friends and family dressed the part of their favourite decade.
I am involved with the Women’s Section of the Royal British Legion and many of
these great friends always support my efforts for HD and the amount of raffle prizes
donated for both events was amazing. Four old school friends were also present and spent a long time remembering the
old school days. Two great nights and much needed funds raised in the process.
Hazel Kingswood

Trekking the Inca Trail, Peru
After completing charity treks on the Great Wall of China and Mount Kilimanjaro I
decided that the Inca Trail in Peru would be my next fundraising challenge for the
Huntington’s Disease Association.
The classic four-day trek is famous due to its final destination: Machu Picchu, a
15th-century Inca site located 2,430 metres (7,970 ft) above sea level. At its highest
point, known as Dead Women Pass, the altitude is 4,200m but thankfully I didn’t
suffer with altitude sickness as I did on Kilimanjaro, which was my main concern
prior to the trek.
The trail was not disappointing. It was absolutely stunning, and each evening, after

15

a strenuous day’s walking, we camped for the night in our little two-man tents.
The trek wasn’t as physically challenging as others I have done and although
I was part of a group, everyone could walk at their own pace. With three high
passes, and a steep climb on the second day, a good level of fitness is needed
to be able to fully enjoy this wonderful walk.
I walked with my group for about six hours each day. The first day started off
along the railway path and we waved at the train as it took the tourists up to
Machu Picchu the comfortable way. We were having a light-hearted giggle at
their expense as we followed the beautiful meandering river up the hillside.
The second day turned out to be a real test of endurance. Apart from being
the toughest day’s walking, it poured with rain continuously. ‘Who’s laughing
now?’ I asked the group as we sat in the lunch tent, cold, wet through to the skin
and shivering, but when I thought about all the people with HD it kept me going and
lifted my spirits.
On the other days the sun was shining and I was rewarded with continuous breathtaking views of the mountains and valleys and I saw a few Inca ruins along the way.
The vegetation was varied and interesting and included many varieties of orchids
but the highlight for me came on day three when I saw lots of hummingbirds along
the path. Hummingbirds have a very special place in my heart and I was absolutely
thrilled to see them so close up in their natural habitat.
At one point along the trail we all made a wish to the gods with stones we had
collected and I prayed for a cure for HD.
On the fourth and final day of the trek we arrived at Machu Picchu and, once the mist
had cleared, it was a sight to behold. We spent a few hours exploring the site and
then made our way down to the village for a well-earned meal, drink and celebration.
The Inca Trail was a magical experience and I’d definitely recommend it. The trip was
self-funded so all the money I raised went to the HDA. Whilst I was there I took the opportunity to explore more of the
country and I visited Lake Titicaca, Colca Canyon and went on the Orient Express Train to Cusco.
To can see more photos of the trek on my facebook page, www.facebook.com/hummingbirdbook or use this link
(http://on.fb.me/1c3Fn97).
Deborah Goodman

Jade’s Birmingham Run
In October 2013 Jade took part in the BUPA Great Birmingham Run. She raised £261.38
for the Huntington’s Disease Association.

Kelly Pedley’s Skydive
On the 1st September 2013 Kelly took part in a charity skydive and raised
funds and awareness for the Huntington’s Disease Association. She raised
£1,868.14.
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Huge congratulations to all of our 2014
Virgin Money London Marathon Team!
Less than one week after the Virgin Money London Marathon, our HDA
Team had already raised £23,514.95! We are tremendously proud of all of
our runners and incredibly grateful for their support. A huge Thank You
to everyone who has donated in support of our runners.
If you would like to take part in the 2015 Virgin Money London Marathon
on behalf of the Huntington’s Disease Association, please always enter
the public ballot first. This will help us in gaining the largest team
possible. In you are not successful then feel free to apply for a Gold Bond
place by contacting Hannah Longworth, Event Support Co-ordinator on
events@hda.org.uk.

Full Name

Finishing
Time

Running
Number

Paula Thompson

4:53:00

27654

Farrell Cox

5:00:45

41039

Richard Mackey

4:40:15

27647

Ellen Manning

4:16:56

27644

Fraser Welsh

3:59:52

41043

Sean O’Brien

3:10:54

27646

Lynsey Tolley

5:26:54

52054

Ashleigh Schindler

6:14:00

41042

James Gerrett

4:41:37

52056

Samuel Johnson

4:51:43

41040

Kevin Rainbow

4:41:06

10116

Dean Dexter

5:18:54

4392

Adrian Smith

3:15:20

41038

Jill Thompson

6:24:26

28766

Claire Mclaughlan

6:01:15

4553

William Worboys

4:29:29

23399
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Louise Newell’s Spinathon
So, Ollie was supposed to kick us off but he’s a
model and he was called to Oxford fashion week
so his brother Dominic (Dom) started us off for
the first hour. I then took over for a two hour
stint 1-3pm it was murder to the point that when
I got off the bike I was violently sick!!! (But for a
good cause! It was the adrenaline!!!!!) Lucy took
over from me and then there was Laura, Ros,
and Sally.
Graeme and Ollie went for it overnight doing an hour on
and an hour off!!!! The change overs were fun getting
the bikes set up whilst keeping the pedals of the bike
turning, you had to rely on your team mates to set the
bike up! When I started at 8am in the morning there was a box of jelly babies by our bike, quite apt as I think all of our
legs had turned to jelly!
It was a fantastic event and my friend who has HD and his wife came down to support on Saturday afternoon and they
were totally overwhelmed by it. It was brilliant and I loved every minute!!!!
Thank you to the Association for the work that you are doing for this cause. We have raised over £700 between paper
sponsorship and Just Giving.
Best wishes,
Louise and the Spinatrons (Graeme, Ollie, Laura, Ros, Dom, Lucy and Sally)

Olive Arnold’s Cardiff
Half Marathon
Most of you who know me will know of the devastation this disease has brought
to my family. Losing my Mum, Uncle and my Sister to HD. Tragically my niece
and nephew have also contracted it as well.
So, needless to say I am more than happy to do anything to make a difference with regard
to care or a cure in the future.
Olive Arnold

Paula Thompson
Leicester Half Marathon
I was really pleased with my time of 2 hours and 9 minutes.
Paula Thompson
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Peter Osbourne’s Manchester Marathon
Peter Osborne decided to run the Manchester Marathon - his first - in memory of
his good friend David Banks, and to raise money for the HDA. Peter knew David
from their earliest days at school, through university, to their time working for
the nuclear industry in the North West of England.
‘When we were younger we played tennis and squash and went cycling. We also shared
a number of hobbies. David was a keen runner and he regularly went for runs locally and
entered races. It just seemed fitting to choose a marathon to remember him by and do
some good at the same time.’
The marathon took place on Sunday 6th April and Peter hoped to raise £1,000 for the
Huntington’s Disease Association. He trained intensively for three months before the race
and had run a couple of half-marathons in 2013. ‘The training can take over your life but it
was worth it.’
‘Most of the race was reasonably straightforward but at 24 miles I got bad cramp and, for a
while, I wondered if I could carry on. But I got rid of it, with the support of a couple of spectators at the roadside. I carried
on - only to be hit by a second bout a few hundred yards from the line. At that point, I just gritted my teeth and thought
I have to finish for David and all those sponsors! There was someone else at the line who was suffering even more than
me from cramp.’
‘I must thank family, friends and work colleagues for their generosity. And to my support team - my partner Jane and
daughter Abigail - who were great on the day!’
David’s dad Stan said:
‘I am over the moon with the amount that we have raised from the marathon. David and I were regulars at our local gym.
The exercise really made a difference for David when he was ill and he was popular with the other members who he liked
to chat with. They have been so generous with their sponsorship. A big thank you to them and also to the generosity of
the members of my local bowling club. David enjoyed an occasional pint of Guinness at the club and they always made
him welcome. The money raised is a great testament to David’s memory and I am pleased we can now help others who
have Huntington’s.’
At the time of going to press, the total figure raised for the Huntington’s Disease Association was
approaching £1,000.

Rose Rae’s Chester Marathon
I finished the marathon in 4 hours, 53 minutes and 2 seconds! I have raised
£1,514.50 for the Huntington’s Disease Association.
Rose Rae

The Mulliner’s
Movember 2013
Martin, James and Dene took part in Movember 2013 and
raised funds for the Huntington’s Disease Association. Their
fundraising total was a fantastic £173!
The Mulliner’s
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The Nostalgics on X Factor
Singing pensioners impress judges but turn down the
chance of four-day boot camp.
They may be in the twilight of their performing careers, but a
group of singing pensioners have shown they still have the X
factor.
With an average age of 80-years-old the Nostalgics Concert Party
are more interested in tea and biscuits than competing for a major
record deal.
But when producers of ITV’s X Factor approached the 14 member
chorus to appear on the show, it was an offer they couldn’t refuse.
Linda Silva, 77, organiser of Nostalgics, said she almost hung up
on bosses when she was first contacted by the show.
“I was watching TV when I got a phone call and he said he was a producer from the X Factor, I said ‘pull the other one!’
she said.
“They asked to come over and see us and we sang ‘Sing’ in my back garden, which we didn’t realise at the time was a Gary
Barlow song.
“Apparently he heard us singing the song when they were playing it in the studio and said ‘get them in!’
“So we went to the auditions in Birmingham, performed the song and we got four yeses.
“Gary Barlow said to Louis Walsh that he was old enough to join us, so he got up on the stage with us! But Dermot O’Leary
was my favourite, he was lovely and encouraged us all the way.”
The group, which attracts about 80 members to weekly rehearsals, was then put through to London auditions and bosses
asked them to perform the Katy Perry song Firework.
Linda said: “it wasn’t our type of song at all! My husband Frank said it’s a story about a firework, there’s nothing to it! But
our organist Betty Coleman said, ‘don’t worry Linda, we’ll do it our way’.
“I think the judges got the shock of their lives, the crowd stood up, clapped and sang along- it was incredible.
“We got yeses from Louis, Nicole Scherzinger and Sharon Osbourne – But Gary said we weren’t what the show was looking
for, which was quite right really.
“Caroline Flack said after we went through they would probably have us singing ‘Labrinth’ next – we said not on your life!”
Despite securing a place at boot camp, the group, whose oldest member is 94 and youngest is 66, decided the demands
of four days away would be too much for them.
“We couldn’t go away to boot camp for four days at our age, it was our decision,” said Linda.
“We are quite happy with what we have achieved and that we are going to be on television.
“The show were fantastic with us, we haven’t got a bad word to say about them. We wrote them a letter to say sorry we
couldn’t come to boot camp – but I think Gary will be relieved!”
Many of the group had family commitments or were looking after elderly partners. Others simply didn’t want to be away
from home for four days.

Toni Endersbee’s Head Shave
I held an event at The Barn, Tunbridge Wells. The charity event was in aid of the Huntington’s Disease
Association; a charity very close to my heart as my father and three sisters suffer from it.
I wanted to raise as much money as I possibly could, so knew I would have to do something drastic. This is why I choose
to shave off all my hair!
As any woman can appreciate hair is part of your identity and to be parted with this is a huge deal, however, there has not
been a moment since the head shave that I have regretted my decision.
I have had overwhelming support from my friends and family, local businesses and The Barn in Tunbridge Wells.
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Through donations alone on my Just Giving page: www.justgiving.com/toni-endersbee, I have already raised over
£2000 and I hope the donations keep on coming.
I was also generously donated items by local shops, friends and family which were then put into a charity raffle which
raised an additional £300.
On top of this, without any prompting, The Barn (where the head shave took place) not only allowed me to host the event
for free but also made jelly shots, a free buffet and Blue Lagoon cocktails with all proceeds going towards Huntington’s
disease.
With the help of Ryan Webb, Richard Treloar, Charlotte Butters, Michaela Webb, Louise Wright, Annette Silins and the staff
at The Barn we managed to sell all of the shots available. This alone raised an additional £1251 which I couldn’t be happier
about.
I would like to thank everyone who has supported me, all the local businesses who have kindly donated and finally The
Barn who have been incredible in organising the event so efficiently.

Val and Frank Lewis’s Bring a Buy Sale
Val and Frank held a bring and buy sale at their home to raise funds for
Huntington’s disease research. It was well supported by family and friends,
Weston Ladies Probus members and Weston Group of Friends club. Thank you to all
who brought items to sell and thanks also to all who kindly made cash donations. Val
presented a cheque for £530 to the Huntington’s Regional Care Adviser, Shirley Bignell.
Val Lewis

Victoria Brown’s Six Nations Challenge
2013
Having started running 10 years ago I decided that in 2013 I wanted to set a
unique running challenge to raise as much money as possible for two special
charities that play a vital role in supporting a close friend, who is living with
Huntington’s disease; the HDA and the J’s Hospice.
After much deliberation I decided to run six marathons, one in each of the countries that
take part in the Six Nations Rugby Tournament. The ‘Six Nations Marathons’ was born and
I just had to find six marathons in England, France, Ireland, Italy, Scotland and Wales, with
about six weeks gaps in between races to recover.
Options proved interesting especially when the Paris and the London Marathons were too
close together and Cardiff didn’t have a marathon. By the start of 2013 the six marathons had
been chosen and entered. My training began in late December ready for the first marathon
on March 17th – the Rome Marathon.
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Heading to Rome there were rumours of the race being cancelled or timings changed due the
election of the new Pope but on race day, apart from a slight change of route, the marathon
started as planned. Starting and finishing at the Coliseum and running past the all the
major sights, Rome was a beautiful way to start the challenge. Inspired by high-fiving nuns I
completed the race in 3.28.02 and apart from the cobbles giving me massive blisters I finished
intact.
Five weeks later on 21st April saw me heading to Greenwich for my home marathon in
London. In warm but near perfect running conditions and helped by the amazing atmosphere
from the supporting crowds, including many friends and family and charity support, I ran a
personal best of 3.13.29. I even managed to dance the Macarena along the way and the day
was wonderful.
On 26th May in warm and sunny conditions I headed north of the border to take part in the
Edinburgh Marathon. Shouts of go on ‘Lassie’ were a pleasant encouragement when the
return route to the finish in Musselburgh was in to a head wind. I finished only 33 seconds
slower than London in 3.14.02, so clearly my legs had recovered from the London experience.
Having struggled to find a city marathon in Wales I had chosen the ‘Wales marathon’ in
Tenby on July 14th. After expecting wind and rain, things proved slightly more difficult on the
hottest weekend of the year. With temperatures hitting 30 degrees on a hilly course it was
a relief to finish it in 3hrs 47.39 and I came third lady. I was definitely helped by generous
locals using their garden hoses and sprinklers as cooling aides and the fact that the coastal
route was beautiful.
I then had a massive 8 weeks to rest and retrain before Marathon number five. The unique
Marathon du Medoc in Bordeaux on 7th September was my
French choice. Run around the vineyards of Medoc, with 20 wine
tastings en route and compulsory fancy dress it was certainly
a fun marathon. The theme for 2013 was science fiction so
dressed as a modern Star Trek Lieutenant Uhura, I finished my
first ever fancy dress marathon in 3hrs 38.58, though I only
managed a couple of wine tastings.
Finally on Monday 28th October I took to the streets of Dublin
for my final race of the year. Thankfully gale force winds, which
swept through England missed Ireland and although it was
windy and hilly I finished with a new personal best of 3hrs 11.08
and came 25th woman, giving me a euphoric way to finish the
challenge.
Staying injury free has proven
the real challenge but support
from family and friends, who
travelled with me to my destinations, cheering and clapping
like cheerleaders and continuous motivation from the two
charities, have kept me inspired throughout the year.
My total time for all six marathons was 20hrs 35mins and 18
seconds for 157.2 miles and along the way I had completed in
excess of 1300 miles in training runs. The incredibly generous
donations both near and far have meant that I have raised in
excess of £15,000 and makes all the early morning training
runs, calf pain and blisters seem like nothing. I know that
both charities will use this money to continue their amazing
work of helping and supporting
people. It certainly hasn’t put
me off running; I just may put
my trainers on the shelf for a
month or two.
Victoria Brown
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Branch News

Branch Update by Becky Davis,
Branch Support and Development
Co-ordinator
We are pleased to see that more and more of our branches and support groups are
using our online calendar to advertise their local meetings and events, it is good to
see the calendar filling up! Our events calendar can be viewed by visiting: http://hda.org.uk/events/.
If your group’s meetings are not currently listed on there, please contact me on becky.davis@hda.org.uk
and I will add them for you.
As you will have read previously in this newsletter, we are very sorry to have lost an amazing champion for the
HDA and a wonderful, supportive lady; Mary Howlett. Mary dedicated her life to supporting people who are
affected by HD and she touched many lives along her journey. Mary was the Chair of the Merseyside Branch
for many years and was also an active member of our Executive Council as a Trustee of the Association. Mary
was a truly amazing lady and will be sadly missed by us all. Our thoughts are with her family and friends.
I am pleased to report that new support groups have opened in recent months and I would like to welcome
the newest of these; our Preston Support Group and the Conwy & Denbighshire Support Group, to our
extensive team of HDA branches and support groups.
If you are not already involved with your local group, it is a great way to get in touch with people you who
are experiencing similar circumstances. They provide fantastic support, ranging from a cup of tea and a chat,
to talks on subjects related to HD (and sometimes not related to HD) and social outings and events. Please
do make contact with your local group if you haven’t already, they would love to hear from you!
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 now 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.
We are incredibly grateful for the continued dedication and commitment that our branch and support group
volunteers show, in providing services for local people. We would not be able to reach as many people as
we currently do without their kind and generous support. We would like to take this opportunity to thank
you all for your hard work.
I wish you all a very enjoyable summer and I look forward to seeing you at our AGM and Family Conference
in October.
Becky Davis
Branch Support and Development Co-ordinator

23

Branches and
Support groups of the HDA
Bristol
Chelmsford & District
Colchester & District
Cornwall
Cumbria
Devon
Dorset
Easington & District
Gloucestershire
Hampshire
Herts, Beds & Bucks

Cambridgeshire
County Durham & Cleveland
Coventry and Warwick
Great Yarmouth
Harrow
Jersey
Lancashire
Manchester

Branches

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

Support Groups
Milton Keynes
Northamptonshire
North Kent
North Lincolnshire
Nottingham Carers Group
Orchard House Herne Bay
Peterborough
Plymouth

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

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

All contact details for support groups and branches are available from Head
Office on Tel: 0151 331 5444 or info@hda.org.uk

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

We look forward to hearing from you!
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Bristol Branch
News from Bristol Branch;
		
Christmas 2013
Our Christmas Lunch took place at The Fry Club, Keynsham on 1st December. Thirty
people, including quite a few new members, enjoyed lovely food in a great atmosphere. Our
Regional Care Adviser, Carol Dutton, was able to attend with her own family, providing her normal
“Mother Hen” watch over everyone in the group! Santa came along to deliver his presents and
fortunately, thought that we had all been really good! Our Chief Raffle Organiser, Penny BeresfordSmith organised the Christmas Draw (aided admirably by Pam Payne) and this took place after
lunch. The printing of the tickets was sponsored by JJ King of Keynsham, so the full proceeds
of the draw – an amazing £719 (including donations in response to the newsletter) went into our
account to help local people. Thank you to everyone who helped organise the draw, the sponsors
and everyone who bought tickets. I hope that you were one of the lucky ones who won a prize!
Bristol Branch Lottery 2014
The first Lottery Draw of the New Year took place on 1 January. Sixty numbers have been purchased, which means that
by mid-March, £90 had been given out in prizes and £90 to our Branch funds. We have 40 numbers left at £1 per month,
if anyone else is interested in taking part.
New Year 2014
Our first meeting in 2014 took place at The Butcher’s Arms, Longwell Green. We had a lovely buffet, a couple of drinks and
a nice catch-up chat with everyone after the Christmas break. The weather was reasonable, so we had a great turnout for
our initial gathering at “The Butcher’s” and we agreed that it should remain on our list for future meetings.
February 2014
Our meeting in February was scheduled to take place in the Co-op at Keynsham, but in view of the changes currently
taking place there, we decided to change the venue and go to “The Butcher’s” for a smaller buffet, but the same amount
of drinks!! Penny was selling raffle tickets again…but more of that later!
28 February 2014, Christchurch Hall, Downend
Late last year, I had a call from Sarah, who was organising an event in Downend, in support of the
HDA. As a former nurse, Sarah had dealt with all aspects of neurological problems and had had
previous contact with Carol Dutton. Sarah’s plans were to provide a venue, food, drink, disco, auction
lots and raffle prizes, without incurring any costs. We asked Sarah to hold twenty tickets for us and
we managed to sell them all. It was a brilliant evening and made over £2000 for us. Penny sold £40
worth of raffle tickets at “The Butchers” on 10th Feb, another £60 before the evening took place and
then continued to sell them on the night – our “Raffle Queen”, Pen!! Sarah has promised to show
us how she managed to achieve so much, so that we can make sure that we utilise her ideas for our
own events in the future.
15 March, Ten Pin Bowling
12 noon was the time when we met at the bowling alley for a inter sister challenge. Amber picked her team and Rosie hers
and the game began. There where prizes for both of the top scorers and surprise, surprise the sisters were the recipients!!!

Saturday 26 April 2014 Store Collection, Downend Co-Op
A store collection took place at the Co-operative at Downend – final total collected will be shown on Bristol Branch website:
www.bristolhda.org.uk.
Debbie Nicholl
Bristol Branch Chair & Treasurer
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Chelmsford Branch
Once again the Branch sends greetings to everybody in the HDA and hopes you had a good Christmas/New
year.
We haven’t done much this year so far as the three not so wise monkeys; Vicky, Claire and Kevin have all had other
commitments this spring, but we plan to have a quiz night sometime in June.
We had a good attendance at our Christmas meal, but we need more members to attend either evening or day meetings,
and to help with fundraising.
We continue to meet at The Lawns so please come along.
Our evening meetings take place every first Tuesday of the month at:
The Lawns Nursing Home
Springfield Hospital,
Springfield Road,
Chelmsford
CM1 7JB

Meetings are 7.00pm to 9.00pm,
then “The Tulip” Church Lane,
CM1 7SF
9.00pm till closing time!

Please contact for more information
Kevin Roberts: 07780 700838
roberts.kevin3@talktalk.net

Our daytime meetings take place on the third Wednesday of every month at:
Broomfield Community Centre, Meetings are
Main Road Broomfield
10.00am to 1.00pm
Chelmsford CM! 7AH,

Please contact for more information
Vicky Delicata: 07903 912316
victoriadelicata@hotmail.com

Once again thank you to The Lawns for letting us use their dining room.
Best Wishes from the Chelmsford Group.
Kevin Roberts
Secretary

Cumbria Branch
The big charity event in South Cumbria is the Annual Keswick to Barrow
Walk Grant Awards Evening, which took place in October 2013. In
September the Branch received an invitation which meant that we would once
again be receiving an award, but we would find out the amount on the night.
Shortly after receiving the invitation we were asked if we would give a short
presentation on what HD is, how the HDA helps sufferers and how we would use
our award. As more than 200 representatives of local charities and community
dignitaries attend, this was a chance not to be missed to raise local awareness.
On the evening, awards to a total of £340,000 plus £58,000 in Gift Aid were
distributed to 254 charities. The Cumbria Branch received a £1,000 award with a
further £650 award to the HDA national funds, as a result of a nomination from a
participating team from the West Country. The Walk is a team event, of nominally
10 walkers. We also received a Gift Aid pack which would allow a further £530 to
be claimed back from the tax man. The Branch has benefitted from similar awards
for more than 10 years now. On the 10th May 2014 the 48th walk will start at
Keswick and head off for the 40 miles to Barrow, and this year the Branch will have
a team entering, made up of family and friends of local sufferers.
Left to right: Stephen Halligan (Buzz Light
During November we held the Branch AGM and attended the BAE Give As You Year); Betty Wells (what an outfit); Alan Wells;
Earn Scheme lunch and received a further £500 towards Branch funds.
& John Wells.
New Years Day 2014, for the fourth year, Betty Wells, family and friends braved
the chilly winter weather and took a bracing New Year dip into the Irish Sea at Whitehaven. They raised a fantastic £650
shared between Head Office and the Branch.
The Branch will continue to hold meetings in Barrow at approximately 3 month intervals and on Sunday 8th June 2014 we
will be holding our Family Evening Cruise on SY Gondola, Coniston.

26

Harrow Support Group
The Harrow Support Group took part in the London Santa Dash
in December and raised over £750 for the HDA!
The photo shows June Lavers, Graham Goode, Kerrie Cherry, Sharon
Gorrie, David Lewis and Jeanette McMullen (RCA) in their Santa outfits.

Merseyside Branch
It is with great sadness that I have to tell you our beautiful Chair and
dearest friend Mary Howlett has lost her fight with ill health and passed
away peacefully at home with her family on 12th March 2014.
Over 35 years ago she was a founder member of the Merseyside Branch, which
has now grown from strength to strength into one of the largest Branches in
the Association. For many of those years Mary was at the helm and heart of
the branch and guided and shaped us in to what we are today. She has done so
much for so many of us in our extended HD family and always with a smile and
compassion. Touching the lives of so many way beyond our Branch, too many to
mention but you know who you are. She will be dearly missed by us all.
As a tribute to Mary we dedicated our Black Tie Gala Dinner to her. Because
Mary was known and loved by so many, we felt it fitting to open the invitation
to everyone who wanted to join us and pay tribute to the time, devotion and
dedication she has given each and every one of us over the past 35+ years. For her
support, strength and compassion and because most of all, we knew she would
want to us to continue with all the tremendous hard work in raising awareness
and the much needed funds for those who are affected by this dreadful disease.
If you have any special memories or photos that you would like to share with us
we would love to hear from you. You can email me at afoggy@blueyonder.
co.uk.
Due to the unusual circumstances we have had to have a reshuffle in our
committee structure. I was nominated and accepted the role of Chair and George
Thorman was nominated and accepted the role of Treasurer. These positions will
be held until our Branch AGM in October when we will conduct the usual process
of selection for both roles.
We had an amazing young lady called Hayley Presley come to our February meeting
to tell us about the challenge she has set herself to help us raise awareness and
funds for HD. It’s called Presley’s 5 in 5. She will be running five marathons in five
days, yes you read that right: five marathons in five days; setting off from Chester
on 16th June 2014 and ending in Ledbury on 20th June 2014. You can follow
her training and find out more about her on http://presley5in5.webs.com.
You can also donate on: http://uk.virginmoneygiving.com/hayleypresley.
The very best of luck Hayley and thank you for choosing to support us.
I hope you all have a good summer and let’s hope for lots of lovely warm sunshine.
Kindest regards,
Christine Clarke
Chair, Merseyside Branch
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Oxfordshire Branch
Just a short article from the Oxfordshire Branch to say that our AGM took place
on 24 April 2014, at which Mike Cuming, our long standing Chairman, stood
down after many years at the helm.
Mike has been an inspiration to us all and along with working full time he has spent countless
hours in making the Branch a success and driving it forward. Not only Chairman but he has
been and will always be a true friend to us all. Full of integrity, his organisational skills have
helped guide the Branch forward. Always on the front row or on the stage at our annual
outing at the Panto (photos to prove it!) he has bought many a smile to our faces. Along
with his friends and colleagues at Shennington Gliding Club, they have taken us all up in the
air for some memorable flights.
Mike, thank you for all your hard work and dedication, we hope that you won’t be a stranger
to the Branch and you are always welcome to come along for tea and biscuits. We look
forward to and say thank you to Glenn who has very kindly volunteered to pick up the reins
of Chairperson duties.
Can I also say that if you are reading this article and you live in and around Oxfordshire,
please do come a long to one of our get togethers, I won’t call them meetings as it may put
some people off! We honestly meet for a cup of tea (mulled wine at Christmas) and a biscuit
and just chat about what we have all been up to; it would be great to see new faces.
Until then keep smiling.
Tim Ketcher
Joint Branch Treasurer

West Yorkshire Branch
The West Yorkshire Branch have had a busy time over the last year or
so and have collected photographs from their various events, listed below:
• A branch awareness raising event and collection at Asda in Morley
• A member climbing Ben Nevis as part of the Three Peaks of the UK fundraiser
• Chris Kates, Chair of the West Yorkshire Branch, talking to Kris Hopkins MP for
Keighley about Huntington’s disease
• Members running a cake stall at the Keighley Show
• A member doing a sky dive to raise funds
• Branch picnic in Roberts Park, Saltaire
• Toy stall at the Keighley Show
Regards,
Christopher Kates
Branch Chair
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News from the RCA Team
We have two new recruits to report on this time; John Gregor has begun working in the north east and
Leonnie Martin is covering north and east Yorkshire and Leeds. They will write a paragraph for the
December newsletter. So, it’s goodbye to Dee after 6 ½ years covering the north east. She has left a
legacy for John to run with and I’m sure he will be as enthusiastic in his approach. Dee has left some
reflective thoughts below and we wish her well in her retirement.
Helen has returned from a year away from the Herts, Beds and Bucks areas and has begun to pick
up where she left off and is back working as the JHD Adviser too. Welcome back Helen.
Adam describes a few thought provoking notions as he contemplates some of the emotions that a
young person may be going through. We must never underestimate how HD affects anyone and how
the support network is vital for everyone to use when needed.
Alwena talks about the developments that are occurring in north Wales. This is through her identifying
what local people need and her sheer persistence to get things moving. We haven’t seen the last of these
improvements yet!
Charles’ passion in raising funds and awareness shines through with his emphasis on having fun at the same time. This
is an excellent way of doing two things and helping people remember why they got involved in the first place. And
congratulations to the Cornwall branch in reaching their silver anniversary.
Congratulations to the Hampshire branch too for supporting people for the past 20 years. They both do an excellent job as
all branches and support groups do. I hope their celebrations go well.
Bill Crowder
Head of Care Services

Youth Service Update
I’m sitting on the 6.21am train from Runcorn to London, I’ve been up since 5.15am to make sure
that I got over the Runcorn Bridge and caught my train on time and I am watching the countryside
rush by in the early spring sunshine. I’m going to meet a young person who has just found out that
her Mum has recently been given a positive HD result. She’s understandably confused and has lots
of questions buzzing around her head that she wants to ask. Her school has contacted me directly
and asked if I could travel down to see her.
This is the stage we are at after two years of development and implementation. In June 2012 I
was brought in to the HDA to set up and develop a youth service for young people living in families affected by HD. Two
years on, over 130 young people have been referred to me; many of them by our wonderful team of RCA’s, some by
their school or the genetics team and some have taken the brave step to contact me directly. I worked out the other
day that I have driven 30,000 miles around England and Wales, which works out the same as driving from Lands’ End to
John O’Groats 49 times. I’ve lost count of the service stations I have wondered into thinking I’m sure that I’ve been here
before or the amount of times I’ve thought about getting a fast tag for the M6 Toll Road. I know my way around Oxford,
Birmingham and Southend nearly the same way I do around Liverpool, Knowsley and St. Helens.
Once again this year we have been fortunate enough to have our second residential in the Midlands for 16-19 year olds,
at the time of writing it is yet to take place so I will let you know how it goes in the next newsletter. Along with the
Activities Roadshow that we are holding in Plymouth and a few other ideas I am looking at it promises to be a busy
summer.
My train is just leaving Tamworth it’s now 7.18am, I’m wondering how the young person I’m due to see is feeling today?
Are they out of bed yet? Are they worried about going to school today and what they want to ask or do they have a list
of questions for me? Will they be in? It wouldn’t be the first time I have travelled so far or gotten up so early to be met
by a closed door or an apologetic teacher.
The thing is’ just like every other young person that I see through my role, it doesn’t matter if they aren’t in school
today, if they complain of feeling sick and stay off or get their Dad to call in for them. The fact that they know there is
someone that they can talk to about this bombshell that has just been dropped on them at home is enough. That there
is someone they can ask questions to, scream or shout and not be judged for doing so. Then when they are ready to talk
to me I will get on another train in what feels like the middle of the night and make this journey all over again.
If you would like further information about my role or the support that I am able to provide please feel free to contact
me, I can be contacted on 0151 705 3460 or adam.cho@hda.org.uk

Adam Cho – Specialist Youth Worker
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The last 6 months have flown by and I have continued to support families in my 4 Counties in North
Wales. I have further developed a wider network of professional contacts and my aim is to provide an
effective and co-ordinated approach to my clients’ care.
My application to the Welsh Lottery was successful therefore giving me more time for developmental
work.
The North Wales HD Specialist Clinic continues to grow from strength to strength and with support
and aspiration from the clinic team it is hoped that this service can develop further into a recognisable
tertiary and advisory service.
I continue to support the North Wales Branch. During the past 6 months it has raised awareness and developed further
with better structure. We have had several events organised thus increasing fundraising to enable us to increase direct care
for families. Together with others I have recently set up a new support group in Conwy & Denbighshire. New members are
warmly welcomed.
I am currently involved in organising a few events, including an HD North Wales Branch Family
Open Day and a Golf Charity Event, both in May. Also a North Wales HD Professional Event to be
held on the 2nd October in Chester.
I will continue to promote and raise awareness of HD in the community and strive with determination
and commitment to develop better care for my clients and their families.

Alwena Potter, RCA – Gwynedd, Mon, Conwy & Denbighshire
By the time that you read this the Devon and Cornwall Branches will have held their AGMs and
confirmed plans for fundraising activities through 2014. Devon are planning a ‘Cream Tea and Craft
Garden Fete’ on Saturday 9th August at Silverton, amongst other events. Cornwall always excel at
raising money through a programme of supermarket collections across the year, due to dedicated
volunteers.
Cornwall in particular have a lot to celebrate in 2014, as it’s the 25th anniversary of the setting up of
the Cornwall Branch. A conference, with interesting speakers and workshops, is being held to mark
the occasion on Friday 24th October at The Alverton, Truro. If you are interested in attending please

let me know.
Meanwhile, I am hoping to arrange an activity event for younger people (10 to 18 years) living in families affected by HD.
On Wednesday 20th August we will be holding a ‘Sailing Taster’ event from 10am to 4pm at the Tamar River Sailing Club,
Plymouth, free of charge and including lunch. If you are interested in learning this new hobby during the long school/college
holidays please contact me.
Have a lovely summer.

Charles Whaley, RCA – Cornwall, Devon, Isles of Scilly, Jersey and Guernsey
Since my last update 6 months ago it has been a challenging and very exciting time. I continue to
attend the HD clinics and provide as much family support, guidance for benefits and health and social
care packages as possible. As intended I am getting out and about and meeting many more families
who are in some way affected by HD. As with many RCA’s, I find myself educating people on HD
and its impact to families wherever I go, whether that be the local shops or teams at social services.
In the coming 6 months we are taking all the preparation work out and following through with all our
plans, including holding a carer’s day for those in and around the west Yorkshire area. Another two
events are in the planning for the next 6 months so watch this space. Plans to take our mental health
booklet out into Manchester, Cheshire and Yorkshire are afoot, in preparation for Awareness Week.
It has been an honour to have been welcomed in to so many of my family’s homes and personal lives as I have and I hope
the support has made a difference. I am only a phone call or email away if I can be of assistance.

Debs Robinson, RCA – Greater Manchester, Cheshire and West Yorkshire (North of M62)
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After long and careful consideration I have decided to retire when I am 60 in May this year.
I have loved my role as a Regional Care Adviser, and can’t believe that I have worked for the HDA for
six and a half years. It has given me some wonderful happy times when things go well and some very
sad ones too, and I will have lots of memories to take away with me.
I have really valued spending my time with all the families, working alongside to try and find ways to
make life a little more bearable. Huntington’s is truly a terrible disease, not only for the person who
has inherited it but for all the family who care for them. My job has taught me that you have to take
one day at a time and live each day as fully as you can whilst still fit and able to do it; and this is why
I have made the very difficult decision to leave. I believe that the HDA provides a truly valuable service and its team are
dedicated, professional and have given me support, advice and hugs when I have needed them. I am going to miss you
all. I would like to welcome John Gregor to the North East, wish him well in his new role, and I hope that he enjoys the
job as much as I have; he is going to meet some amazing people.
With fondest wishes from Dee.

Dee Boyd, RCA – Northumberland, Tyne & Wear, Co. Durham & Teesside
Since the last time I wrote I have been very busy meeting lots of new people in my area and trying
to set up new services. I now have an honorary contract with Doncaster which will mean that I will
be attending the clinic at Doncaster in the near future.
I am looking forward to the kids’ camp in Doncaster that I am running along with some of my excellent
colleagues and volunteers. I am also looking forward to our carers event in Leeds that Deb Robinson,
RCA, and I are running along with several other events in the area this year. All very exciting.

Diana King, RCA – South, West Yorkshire (below the
M62) and Bassetlaw

It has now been a year since I returned from maternity leave, and I think I can now say I have caught
up with everything! The year has passed very quickly with a number of events alongside the day to
day family visits and professional contacts.
I have run two successful carers courses and a small training day on the Isle of Wight in November
for 25 professionals working with people who have HD. Dendron held their AGM which has succeeded
in starting to plan a care pathway for HD and this has also lead to the successful recruitment of a
specialist nurse for the Wessex region.
I am looking forward to our last camp this summer at Avon Tyrell. Although it is very sad that we are
having to change venues, next year’s camp will be bigger, better and more exhausting!
The Hampshire branch continue to be as active as ever, celebrating 20 years of meet ups this year. If you want to get
involved please do not hesitate to let me know.

Eve Payler, RCA, Hampshire – Berkshire and Isle of Wight
Since the last newsletter I have run a course for family carers in conjunction with my colleague in
Surrey; a small but enthusiastic group attended and I hope to run more of these in the coming year.
Do let me know if this would be of interest to you.
North Kent has now set up its own support group for family carers and we had the first meeting in
February with great support; more than 10 people attended. Please do contact myself or the North
Kent Support Group for more details about this group.
I am now immersed in the planning for the JHD Family weekend in June and hope we have the
same glorious weather that we had last year – fingers crossed and I will be reporting on this in a
		
future newsletter.
The specialist HD clinic at Guys is trying out an outreach clinic at Whitstable in April and have invited me to attend. I am
looking forward to this and think it will offer opportunities for people in East Kent who are unable to get to London easily.

Fiona Sturrock, RCA – Kent and Sussex
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At the time of writing this, I have just returned from maternity leave and I am looking forward to
catching up with all the families I work with and all of my colleagues both in the HDA and other
services.
I’m sure by the time you read this, it will already feel like I’ve never been away! So please do contact
me if we haven’t had contact yet and I can help in any way.
Hopefully in the next newsletter I will be able to update you more with some of the things that have
been happening in Herts, Beds and Bucks as well as with support for JHD families.

Helen Santini, Roald Dahl Care Adviser, JHD & Regional Care Adviser, Herts, Beds and Bucks
I’m still here visiting families, providing information, and helping people to identify service providers
locally. I also continue to try to develop good working relationships with local providers, giving them
support and information about HD. Some of you may notice that this is exactly what I wrote in the
last newsletter, because this part of my role is key and takes up most of my working hours. The rest
of my time is devoted to delivering training and information sessions, and raising awareness.
Please get in touch, I always like to hear from and meet families.

Jacqueline Peacock, RCA - South Wales & Herefordshire
As we all say time has yet again flown! I can’t believe that the Young Persons Forum weekend has
been and gone for yet another year. As always - another fabulous and inspirational weekend. It was
wonderful to see so many familiar faces from previous years as well as many new people - some of
whom had travelled for over six hours to join us all.
Good news with regards to Dr Rickards HD clinic; although his clinic team in Birmingham and Coventry
continue to provide HD expertise for many families across the West Midlands the areas of Nuneaton
and Coventry have for the past year been without the input of a specialist Occupational Therapist
following Clare Cooks move. So I am thrilled to hear that Rebecca Devlin has now officially joined the
team and will be covering these areas. She will of course be familiar to many who attend the Birmingham
clinic or took part in her AMPS and HD study (she is the one who always wears amazing shoes!).
Dr Andrew Norman has sadly left the genetics team in Birmingham but I believe his replacement is due to start soon and
will no doubt be working alongside the team in the monthly Friday HD genetics clinic at the Barberry.
As well as continuing to support and advise many families across my patch, training sessions at nursing homes and
agencies have been coming in thick and fast which is always encouraging and as we know, much needed. Upcoming things
on my agenda for the next part of the year are training sessions with local mental health teams to fit with our Awareness
Week in June, another professionals course on HD and of course the fabulous JHD weekend (crossing fingers for amazing
weather again!).

Poppy Hill, RCA - Birmingham & West Midlands
I continue to support families in the Somerset, Weston-super-Mare, North Somerset and Bath region
of the country. Thanks to some great fundraising by families and the generosity of the branches,
several individuals have benefited from equipment that has helped them to get out and about.
I will be assisting Carol Dutton, RCA, at her Bristol Conference on Saturday 7th June which looks
like a very informative day. This August as a family, we will be taking on the challenge of the Three
Peaks! Last achieved in my early 20’s when I was much fitter! Through this fundraising activity
we are hoping to raise money for two passions in our lives, Huntington’s disease and the World
Scout Jamboree. If you would like to sponsor us it would be greatly appreciated. We are going
to set up a Virgin Money Giving page. For both details of the Bristol Conference and fundraising ventures please go the
Huntington’s Disease Association website: www.hda.org.uk.

Shirley Bignell - RCA, Somerset including Bath and Weston Super Mare
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As I sit writing this update the sun is shining through the window, mainly because I have moved my
office. Hopefully the sunshine is a taste of the summer to look forward to. As ever the last months
have passed me by with a blink of an eye. To say they have been actioned packed would be an
understatement.
The Darwen Support Group in Lancashire continues to go from strength to strength. This due to
Jantina’s enthusiasm and organisation. Once again I thank you Jantina. The second meeting of the
Preston Support Group has also been held and was attended by some familiar faces and some not so
familiar faces. It was a productive meeting with Pam agreeing to host an Afternoon Tea in Awareness
Week. Thanks Pam. I would like to thank Sara at Cuerden Hall for allowing us to hold the meetings
there. Again a huge thank you to Becky for making this happen.
The AGM of the Cumbria Branch was a “posh Afternoon Tea” held in Barrow in Furness. It was a lovely treat on grim
November Friday afternoon. Thanks Dennis for arranging this.
I have delivered numerous training sessions in my continued efforts to raise awareness about HD and the RCA service.
I also attended “Lancashire’s Got Talent” (don’t worry I didn’t sing!!), this was at an invitation from Sara Cook, Care
Manager at Sue Ryder, Cuerden Hall. Sara submitted an explanation of how Cuerden Hall and the HDA work in
partnership. We received the highly commended award in the category. It was a great day, allowing me to network and
raise the profile of the HDA and RCA service. Cuerden Hall entered six categories on the day and received five awards.
Well done and thanks for inviting me.
I continue to be involved in attending the MDT clinics, Case Reviews, Funding Meetings etc. I attended a meeting in
Newcastle with Dr. Kamarti, Moira and Lynne. Thanks to Dee for making it happen. It was a productive meeting but
also sad because this was the last time any of us would see Dee before she left the Association. I must say it has been
a pleasure and a privilege to work with Dee. I will miss her support very much. Dee was thrilled with the hand made
stuffed door stop imitation cat I presented her with from the Team.
I was filled with great sadness to hear the news of the death of Mary Howlett. Mary was an inspirational lady, filled with
compassion, dedication and kindness.
As ever I remain dedicated to supporting my families wherever they may be and ensuring they receive the correct
service and support. As I always tell people I am only a phone call away or in most instances an answer machine
Hope you all have wonderful summer.

Theresa E. Westhead, RCA - Lancashire & Cumbria – including Wigan & Bolton

In summary…
It is pleasing to see how many support groups have been born recently. They are popping up all over
the country with RCAs involved in the new ventures. Summer camps are also well attended by the HDA
staff as well as volunteers and these could not run without their commitment and dedication.
I am proud of the RCA team in particular as I manage them. They give me very little grief and just
get on and do their jobs well. I include Adam and Becky in this and it should be pointed out that this
newsletter would not be in existence if Becky didn’t pull everything together and meet the deadlines as
it lands on your doorstep. As you can see, it is a good all round team. We even have one RCA who is
challenging herself over the 3 peaks. Good luck Shirley.
Bill Crowder
Head of Care Services
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Staff Contact Details

Head Office telephone number: 0151 331 5444
(Office Hours: 9.00am to 5.00pm Monday to Friday, except Bank Holidays).
As and when staff contact details change, the updated information will be displayed on our website:
www.hda.org.uk.

Chief Executive:

Name
Cath Stanley

Area
England & Wales

Telephone
0151 331 5444

E-mail
cath.stanley@hda.org.uk
E-mail
info@hda.org.uk
karen.crowder@hda.org.uk
mark.ford@hda.org.uk
danielle.carr@hda.org.uk

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

Area

Telephone

Karen Crowder

Office Manager

0151 331 5444

Mark Ford
Danielle Carr

Administration Officer
Administration Assistant

Adam Cho

Youth Worker

Becky Davis

Branch Support and Development
Co-ordinator

0151 331 5444
0151 331 5444
0151 705 3460
07711 004146

adam.cho@hda.org.uk

01743 369 107

becky.davis@hda.org.uk

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

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

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

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

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

Telephone

E-mail

England & Wales

020 8446 2662

ruth.abuzaid@hda.org.uk

Bath, Somerset & Weston-Super-Mare

01460 57079

shirley.bignell@hda.org.uk

England & Wales

01704 875496

bill.crowder@hda.org.uk

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

0151 487 6514
01451 861575
0191 228 9978
01757 282281

anita.daly@hda.org.uk
carol.dutton@hda.org.uk
john.gregor@hda.org.uk
leonnie.martin@hda.org.uk

01255 823088

alison.heavey@hda.org.uk

0121 4261015
01353 688517

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

01332 518988

helen.james@hda.org.uk

0114 287 3209

diana.king@hda.org.uk

01483 285231
01691 671722
020 8207 3490

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

01492 549 162

alwena.potter@hda.org.uk

01425 627960
0238 061 2218
01873 831931
0161 303 2966

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

Herts, Beds & Bucks & Juvenile HD Care
Adviser. England & Wales

01279 507656

helen.santini@hda.org.uk

Kent, Sussex, Bromley, Bexley & Dartford
Devon & Cornwall
Lancashire, Cumbria & I.O.M

01580 212 276
01579 345480
01942 864645

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

Tributes
A Celebration for the life of

Malcolm Rusling

27th June 1949 ~ 13th February 2014

Dad

Dad you may have thought we didn’t see,
Or that we hadn’t heard,
Life lessons that you taught to us,
But we got every word.
Perhaps you thought we missed it all,
And that we’d grow apart,
But Dad, we picked up everything,
It’s written on our heart.
Without you, Dad, we wouldn’t be
The women we are today;
You built a strong foundation
No one can take away.
We’ve grown up with your values,
your wisdom full of pearls
So here’s to you, dear Dad
From your forever grateful girls.
Beccy and Claire

In memory of David John Rice
2nd April 1945 – 20th September 2013

In memory of a loving husband to Dorothy; father to Jacqui and Sue, and Grandad to
Johnathan, Emily, Marther and Ellis.
The love that I have,
of the life that I have,
is yours and yours and
yours.
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In loving memory of Angela (Angie) White
27/5/1964 – 5/1/2012

A wonderful Partner, Mum, Sister and Auntie.

Angela lit up every room she entered with the world’s most beautiful smile. She enriched the
lives of all that she met and each of us was warmed by her kind and loving heart. Our loss is
surely Heaven’s gain.
Farewell to thee! But not farewell

To all my fondest thoughts of Thee;

Within my heart they still shall dwell

And they shall cheer and comfort me.
~~~

And to you HD!

Yes, you may have taken her from us, but you never broke her, and you will never take her love
for us, or ours for her!
From your Partner, Sean.

Elizabeth Baker/Mycroft
26.03.61-10.12.13

Mum had been suffering with Huntington’s disease for about
17 years and has 3 daughters; Natasha, Stacey, Kirsty and a
granddaughter Keely and a grandson Callum.
She was caring, loving and thoughtful. Someone who was always a
special part of our lives. A mum’s love will always see you through.
We wouldn’t want anyone but you and that’s why I’m so grateful
that life picked you for us.
Remembered with a smile. We would like to say thank you to
Tynefield Court nursing home where she passed away.
Natasha McQuillan

In Loving Memory of Joe Hank Wells
30th July 1941 – 25th June 2010
A beloved husband, dad, brother and uncle.
You were a star on earth,
Now you are a star in Heaven,
Loved and remembered always.
From Betty, John, Alan, Margaret, Maurice and family
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Remembering with love

Eric Slater
1952 – 2013

Today, tomorrow, always,
My heart belongs to you.
The enduring love you gave
is all that’s getting me through.
You are my true hero,
You never asked “Why me?”
You just conducted your life
In peace and with such great dignity.
You continued giving to the end,
A love so pure and true.
And with the help of God, family and friends,
Sadly, we saw the Huntington’s battle through.
My heart is always with you,
Even though we cannot touch,
I never will forget you –
A wonderful courageous husband,
Loved so very much.
You’re at peace, rest and fear free,
But my darling Eric.
Your precious heart
Lives on inside of me.

Eric was a brave, kind and beautiful man. A husband in a million. Good night, God bless
sweetheart. I miss you, I thank you, I love you.
Lynn

In Loving Memory of Mary Howlett
Chair of the Merseyside Branch

Time to say goodbye, good night and God bless to our beautiful Mary,
Chair and friend to all the members, committee, families and friends of
the Merseyside Branch.
As founder member she worked tirelessly to support all of us for more than 35years. Even in
her later days she was still sending cards of thanks to those who had donated and supported
us. A true inspiration to each and every one of us whose lives she touched.
A real ambassador and advocate but most of all a dearest friend who gave compassion and
hope to us all. She will be greatly missed.
Gone from us, but forever in our thoughts and hearts.
God Bless you Mary.
From The Merseyside Branch
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Website Update Deadlines 2014
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:

2014:
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 2014
Date

Event

Location

20th – 22nd May

HD Certificated Course for Professionals

Liverpool

30th May – 1st June

Children’s Activity Weekend, Ages 9 – 15 yrs

Dearne Valley, Doncaster,
Yorkshire

2nd – 8th June

AWARENESS WEEK

6th – 8th June

Juvenile HD Activity Weekend

Keswick, Cumbria

25th – 27th July

Children’s Activity Weekend, Ages 9 – 15 yrs

Avon Tyrrell, Hampshire

2nd – 3rd August

Young Persons Activity Weekend

Ages 16 – 19 years

Whitmoor Lakes Activity Centre, Staffordshire

8th – 10th August

Children’s Activity Weekend, Ages 9 – 15 years

3rd - 5th October

AGM & Family Conference

Holiday Inn, Telford

25th – 27th November

HD Certificated Course for Professionals

Liverpool

Avon Tyrrell, New Forest,
Hampshire
Whitmoor Lakes Activity
Centre, Staffordshire
Grafham Water, Huntingdon,
Cambridgeshire

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

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

Friday 2nd October 2014

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

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