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Message from the Chair
We come to the end of another year and
what a fantastic year it has been. There
have been lots of highs and a few lows
as we have lost very dear friends
through HD and feel so sad for
their loved ones. However, I know
they would want us to continue
being positive about research and
supporting each other.
Since the June issue I have attended
a number of events including the
South Wales Branch AGM and the
South West Regional Branch Event held
at the Priory in Bristol, where I had the
opportunity to outline the work of your trustees
and forthcoming plans.

There has also been really positive news with regard to
research and it is hoped in the New Year a human trial will be
taking place to look at silencing/blocking the HD gene. I am
sure you will agree this is great news and a big step forward.
Finally, a big thank you to Cath and the team for their
outstanding work and my Executive Officers Nick Heath,
Peter Morse and the whole of the Trustee group for their
support, enthusiasm and dedication.
Heather Thomas
Chair of the Huntington’s Disease Association

I can report that Cath Stanley, Chief Executive, and Nick
Heath, Treasurer, have met and it was decided that part of
the additional funding that has been generated via legacies
is going to be used to appoint a Corporate Fundraiser. This
position is to be introduced initially for one year to see how
having a person totally dedicated to corporate fundraising
impacts on our overall financial situation. At the end of that
year a review will take place to establish if the position is
worth making permanent – so watch this space.
Well, we did get to Rio for the World Congress and what a
wonderful experience it was meeting families from all over
South America.
The experience highlighted how lucky we are to have the
HDA and the National Health Service. I know we all moan
and groan at times but some of these families do not even
have the basics of clean water, clothes, regular food, doctors,
nurses and the opportunity to be tested for HD.
Both Robin and I came away wondering what can we do
to help, so I have now been voted on to the International
Huntington’s Board. I feel this is a vehicle I can use to try and
help these communities.
The congress was held over 4 long days beginning with
presentations at 8 am and finishing at 6.30pm. However, we
did manage to see a little of Rio on a free day and then
had our own personal trip to the Iguazu Falls on the Brazil,
Argentina and Paraguay border. We could not go all the way
to South America without seeing a little more.
Now to the future; by the time you read this the team will
have attended another award ceremony; The Telegraph’s
‘Charity Times Award’ 2013 in October, so no doubt you will
already know how we got on.
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Message from the
Chief Executive
It has been a busy and exciting six
months for the HDA, with lots of really
interesting developments.
The main thrust of our work remains
the Regional Care Advisory Service
(RCAs). They continue to offer
care, support, advice and education
to families and professionals caring
for people with HD. This role is varied;
visiting people at home, nursing homes,
prison, providing training and education for
professionals, holding information and advice sessions for
families, sign posting people to appropriate services to name
but a few parts of the role. We have 22 RCA’s, all working
at full capacity. In addition to this we also have a specialist
Youth Worker and a specialist juvenile Huntington’s disease
Care Adviser. The increasing demands on this service have
caused us to relook at the management structure and we
have recently appointed a Deputy Head of Care Services to
support the Head of Care Services in managing the team of
RCA’s.
Working with children and young people has become
another big focus of our work. In recognition of the gap in
our services we have appointed a specialist Youth Worker to
support children growing up in a family with HD. The number
of referrals to this service are now over 100. In addition to
this role we hold three activity summer camps per year, one
weekend for families affected by JHD, one weekend for 16 to
18 year olds which is a mixture of information, peer support
and activities and one weekend for young adults from 18 to
35, which is more focussed on advice and information.
Many families telephone our Head Office looking for help.
It may be a case of the administration staff putting them
in touch with their Regional Care Adviser, or the Duty Care
Adviser, or they may send out information and fact sheets to
them. Head Office had a staggering 5,048 calls and 4,800
e-mails in the last 12 month period. They often serve as the
first point of contact, and a friendly, helpful and reassuring
voice. Becky is not based in Head Office but her role is
dedicated to supporting the local branches and support
groups around the country, providing them with support,
advice and guidance and enabling them to feel part of the
bigger organisation.
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Our Fundraising Team have been doing an amazing job at
maintaining and developing fundraising streams. We have
two part time fundraisers raising funds through grant making
trusts, Children In Need and the National Lottery, a part
time post raising funds through the statutory services, and
a full time post supporting individuals who are raising funds
on our behalf. It is this area that we have seen the biggest
growth in income. We are currently pulling together a job
description to appoint a Corporate Fundraiser – this will offer
us an additional income stream and enable us to develop
the RCA service further. We have carried out a mapping
exercise to look at what the priority areas are for recruiting
moving forward.
In addition to all of that we have several really exciting
projects. Working with the All Party Parliamentary Group
(APPG) we are looking at a review of care for people with
HD in England and Wales. We are currently working with
specialist service providers to develop some standards of
care specifically for nursing homes. We run several courses
around the country for family carers, including one residential
course, and in addition we run a three day residential course
for professionals twice a year which is extremely popular. We
have also embraced the social media age, using Facebook
and Twitter to connect with people who we may not reach
in any other form. We have updated our staff intranet to
improve access to documents and communication within
the staff team and updated the website to make it more
accessible to users.
The HDA were very proud winners of the prestigious GSK
Kings Fund Impact award. We were also shortlisted for the
Charity Times Award, which was a great honour, but we sadly
were not overall winners.
We have just had our annual Family Conference incorporating
our AGM, which was a fabulous weekend. More information
and photos from the AGM can be found further on in the
newsletter.
Cath Stanley
Chief Executive

December 2013
Newsletter Information
You will notice that this edition is a larger size compared with our recent editions. Our
newsletter used to be this size (A4) several years ago and we thought that we would
try this size again, given the large volume of information which we are now including
in each edition.
We would welcome your feedback on this A4 size and whether you prefer it to the
smaller A5 size. If you’d like to comment on this, please email Becky Davis, Newsletter
Editor on becky.davis@hda.org.uk, and include ‘Newsletter Feedback’ in the subject.

Donations to the HDA
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!

A request from Head Office when sending cheques please…
As the HDA has to pay to bank each and every cheque we receive, it would help us
enormously when sending donations or payments if you would send just one cheque
rather than breaking payments down into several cheques. For example, we often
receive separate cheques in one envelope from the same bank account for the AGM
booking, another for raffle tickets, and another as a donation. It would enable us to cut our costs considerably if you would
kindly send one cheque for the full amount and list the breakdown of what it covers, please. Thank you for your continued
support. Your donations are incredibly important to us.

Change of address?
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.

Prefer to read this online?
If you would prefer to read this newsletter online in future, please let Head Office know so that we can remove your details
from the newsletter mailing list.

You can contact Head Office on 0151 331 5444 or email info@hda.org.uk.
Thank you for your continued support.
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‘Buzzilia’ from the Huntington’s
Disease World Congress: Day 1
Jeff and Ed’s roundup of happenings from the opening day of the HD World Congress in
Rio de Janeiro
By Dr Ed Wild on September 15, 2013. Edited by Dr Jeff Carroll
Our first daily report from the World Congress on
Huntington’s Disease in Rio de Janeiro, Brazil.

12:50 - Welcome to Buzzilia! The 2013 World Congress
on Huntington’s Disease is about to start in Rio de Janeiro!
We’ll be tweeting…

13:16 - Rodrigo Osorio estimates there are 40,000 Latin
Americans suffering from HD - but as many as 120,000 are
affected, including families. Osorio describes the Red LatinoAmericana de Huntington, a new network of HD clinics in
Latin America. The Latin American network RLAH works
closely with other HD networks world-wide. Osorio describes
the renovation of an activity center for HD patients in Chile,
which led to improvements in their quality of life.
13:30 - Osorio: Patients interviewed describe how powerful
it is to have a place to go where no one discriminates against
them for having HD.
13:34 - Taise Cadore is the president of the Brazilian
Huntington’s Disease Association
13:35 - Cadore: The large number of HD patients in Latin
America could help fill HD clinical trials with hundreds of
willing participants. Latin American families have been part
of HD research, but have so far been ‘orphaned’ of quality
care. Living without hope is even worse that living with
Huntington’s disease
13:39 - Louise Vetter, CEO of the Huntington’s disease
Society of America, is addressing the conference about ‘the
role of families in HD science’
13:41 - Vetter: The HDSA was founded in 1968 by Marjorie
Guthrie as a place for HD families to connect over their
shared experiences. ‘Care’ and ‘cure’ are indivisible in the
world of HD. An army of HD families are active, enrolled
and ready to do more. How do we recruit the army of HD
families? Educate: http://HDbuzz.net, http://HDSA.org and
http://HDTrials.org
13:46 - Vetter: By far, the most important recruiting tool to
engage HD family members is person-to-person connections,
just like the old days! “Research Ambassadors” are volunteers
who’ve participated in HD research, willing to explain their
experience with others. It takes a community to fight HD collaborating, communicating and connecting.
13:54 - Matt Ellison, founder of the HD youth organization
http://hdyo.org addresses the conference on “Youth and HD”
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13:55 - Ellison: Young people in HD families face many
challenges - loss and bereavement, caregiving responsibilities,
social stigma and others. The HDYO website is designed to
address many of these concerns by providing understandable
information to young people. Young HD family members
report that the information on HDYO is helping them navigate
their HD journey. HDYO now has one full time employee,
and over 100 volunteers including a number of hard-working
volunteer translators.
14:05 - Ellison hopes the stigma of HD can be reduced by
educating young people and families, easing the suffering
caused by social isolation. Ellison can be reached at Matt@
hdyo.org
14:13 - Ann Jones, president of the International Huntington
Association, asks the question “are HD organizations
collaborating enough?” The new IHA site is coming soon.
14:22 - Robert Pacifici, from CHDI, asks patient
representatives - ‘should researchers be more specific about
what they need from patients?’
14:23 - Ann Jones - Maybe we’re not marketing what
“research” is to patients very well and we need to rethink
our approach
14:25 - Louise Vetter: we need to be able to answer the
question “what’s in it for me”, when it comes to participation
in research
14:28 - Alice Wexler, of the Hereditary Disease Foundation,
asks Latin American patient representatives what they need
to start support groups
14:29 - Taise Cadore: Connecting people in a huge country
like Brazil is hard - the internet is helping forge links between
Brazilian patients
14:37 - The first science session is starting now
14:38 - Elena Cattaneo starts the session. Cattaneo is one
of the world’s top HD researchers & recently appointed a
lifetime senator in Italy. Cattaneo vows to use her position
in the Italian Government to help HD families and never to
abandon the HD community. Cattaneo’s research focuses
on huntingtin, the protein that causes Huntington’s disease.
What does the huntingtin protein do? How does it go wrong
in HD? Fundamental questions we’ve only partly answered.
Huntingtin is essential for the development of the brain in the
embryo and during life.

14:41 - Cattaneo: WHY do we all have this gene? A
surprisingly difficult question to answer! Huntingtin has been
preserved throughout evolution, so it’s clearly important. Is
huntingtin a ‘gene in search of a better future’? Huntingtin
appeared 800 million years ago in simple mold organisms. HD
is caused by too many ‘CAG’ repeats in the HD gene. At first
the gene didn’t have any CAG repeats. These first appeared
in sea urchins!
14:44 - Cattaneo: as the millennia have passed, the number
of CAG repeats has gradually increased as organisms became
more complex. Why has the CAG bit of huntingtin grown
over time? One possibility is more CAGs are linked to the
development of social behaviour. A fascinating possibility she’s
looking into. Stem cells growing in a dish can be turned into
the mature brain cells, allowing us to study early processes in
development. Cells with no HD gene have problems forming
the early structures that contribute to the development of
brain cells. In fact, it’s the CAG-bit of the HD gene that’s
important for its role in guiding developing cells. Cattaneo
is studying the details of what goes wrong in cells with no
HD gene during development, which involves how cells stick
together.
15:04 - Tiago Outeiro, University of Göttingen, studies how
cellular proteins fold up into the shape they need to be in to
work properly. Cells have complex quality control machinery
that makes sure damaged proteins are either repaired or
discarded. Outeiro is using yeast cells to study protein folding,
in hopes that findings there will inform studies in brain cells.
A gene implicated in Parkinson’s Disease seems also to be
altered in HD patient brains, and might be part of this ‘quality
control’ process.
15:28 - Marcy MacDonald: The mutant HD gene is
expressed in all cells from conception to death - so any cell of
the body might show changes
15:29 - MacDonald: The development of HD is a lifelong
process that eventually causes sufficient damage that
symptoms develop. Blood cells with mutant HD genes have
less energy than cells with normal HD genes. We should try to
discover the earliest features of HD at the youngest possible
age. We can study effects of the HD mutation on metabolism
(chemical reactions involved in staying alive) using HD mouse
models. HD mice respond differently from normal mice when
drastic dietary changes are imposed on them. HD-related
metabolic changes are seen in every tissue, not just in the
brain. One example of metabolic effects of the HD mutation
is in the way the liver handles glucose (sugar).
15:40 - (This work was done by HDBuzz’s own Jeff
Carroll, who has excused himself from tweeting while
MacDonald is talking!)
15:42 - These findings tie in with the weight loss often seen
in patients, and the observation that HD patients are often
better if well fed
15:42 - MacDonald: research is empowered by patients
and families - it depends on the participation of HD-affected
people.
15:43 - Next up, Ignacio Munoz-Sanjuan of CHDI
Foundation is going to talk about synapses. Synapses are the
connections between neurons. Chemical messages enable
adjacent neurons to communicate with each other

15:44 - MunozSanjuan begins
by reminding us
of the human
toll of HD which
motivates
all
researchers
especially here
in Latin America.
We need to
focus on BOTH
preventing damage caused by mutant huntingtin, AND
reducing its harmful effects. CHDI works as a ‘hub’, funding
and coordinating researchers across the world. Some of
the world’s top scientists are now working on synapses in
HD. Most existing drugs for brain diseases target synapses.
Understanding brain changes in HD through studies like
TRACK-HD is crucial for setting up forthcoming clinical trials.
HD causes brain circuitry changes that begin early and are
quite widespread. Those are things we need to target with
drugs. The basal ganglia brain areas that are affected early
in HD and are important for movement and thinking. The
striatum contains many types of brain cell, not just neurons
(the ‘thinking’ cells) but others that repair and protect.
Astrocytes (‘support cells’) are probably much more important
in HD than previously thought. Different HD features like
movement problems and depression might be due to changes
in different bits of the basal ganglia. Early results: electrical
stimulation of the basal ganglia (‘deep brain stimulation’) can
reduce unwanted movements
15:55 - Munoz-Sanjuan CHDI’s efforts in studying
synapses are focused on restoring their function. There are
many different ‘targets’ in the basal ganglia that are being
studied. Any of them might lead to new drugs. CHDI uses
mouse models, living brain slices and fancy technology to
study synapses. Communication between the frontal lobes
and the basal ganglia progressively deteriorates in HD. A type
of brain cell called medium spiny neurons is most affected
early in HD. They have abnormal electrical properties. Medium
spiny neurons are over-excitable in HD
16:00 - Munoz-Sanjuan: Phosphodiesterase enzymes,
or PDEs, clean up signaling molecules at synapses (a bit
like Pacman). A PDE inhibiting drug calms down the overexcitable properties of medium spiny neurons. The drug
inhibits a particular PDE called PDE-10. CHDI studied PDE10
levels in human patients, and found them to be abnormal suggesting a PDE10 inhibitor may work. Giving HD mice a
PDE10 inhibitor for 4 months improves the electrical behaviour
towards normal. CHDI is studying WHY the drug works in
mice and planning human trials. With Pfizer, CHDI hopes to
get its human PDE10 trials up and running by early 2014!
17:11 - Emilia Gatto describes increased incidence of
juvenile HD in Latin America compared to North America and
Europe. Much remains to be learned about how prevalent HD
is in Latin America. Surveys suggest that improvements could
be made in HD patient care in South America. Since 2013,
14 Latin American HD clinics have joined the Red LatinoAmericana de Huntington network.
17:18 - Andrew Churchyard, from Monash University,
summarizes what is known about how common HD is Asia
and Oceania. Churchyard asks the question - can we assume
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that HD looks the same in genetically diverse countries?
17:28 - Churchyard: There are very few published studies
examining the prevalence of HD in Asian countries like Japan
and Taiwan. The limited studies suggest HD is much rarer in
Asia than North America or Europe. Thanks to the immigration
of a early settler with HD, it is today very common in the
state of Tasmania in Australia. Many countries are known to
have HD patients, but no information whatsoever on how
common it is.
17:36 - Oliver Quarrell of Sheffield Children’s Hospital
is studying the prevalence of the early-onset, juvenile, form
of HD
17:37 - Quarrell: By definition, “juvenile” HD occurs in
a patient under the age of 20. This form of HD has been

studied since 1888. Historical estimates of how common
juvenile HD is vary widely. Quarrell and his colleagues
combined information from every published study of juvenile
HD, finding it occurs in 5% of HD patients. We don’t yet know
whether patients with juvenile HD have a faster or slower
progression of disease, compared to adult onset.

Sunset conclusions
Today we’ve glimpsed some of the topics that will be explored
in more detail as the Congress progresses. We travelled back
800 million years to the birth of the huntingtin gene and
looked forward to exciting trials - possibly starting within the
next year - of new drugs designed to improve brain function
in HD. The scene is set for three more days of exciting news.

‘Buzzilia’ from the Huntington’s
Disease World Congress: Day 2
Jeff and Ed’s roundup of happenings from the second day of the HD World Congress in Rio
de Janeiro
By Dr Ed Wild on September 16, 2013. Edited by Dr Jeff Carroll
Our second daily report from the World Congress on
Huntington’s Disease in Rio de Janeiro, Brazil.
08:06 - Good morning from Rio for day 2 of the World
Congress on Huntington’s Disease
08:07 - We begin the day with a session on ‘biomarkers’
- things we can measure in people that may help us develop
and test drugs.
08:08 - Alexandra Durr of Institut Marie Curie, Paris,
begins the session with a talk about TRACK-HD.
08:08 - TRACK-HD was led by Prof Sarah Tabrizi in London.
Prof Durr leads the Paris site and has a special interest in
metabolic changes. TRACK-HD completed this year and has
produced a toolkit of measures we can use to run clinical
trials.
08:11 - Durr: HD has a long presymptomatic phase before
symptoms begin, and people can get tested to identify they
are at risk. This enables us to study & understand the early
stages of the disease and offers the opportunity to treat
early to prevent onset. This is a big advantage over other
neurodegenerative diseases, where early diagnosis is not
possible. The premanifest phase brings challenges, too. It’s
very difficult to detect things that are different in premanifest
HD.
08:14 - Durr: TRACK-HD ran across 4 sites - London,
Paris, Leiden (NL) and Vancouver. TRACK-HD was run like a
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clinical trial without a drug - emphasis was on collecting the
best data and consistency between sites. MRI scans were
used to measure brain atrophy or shrinkage. Everyone’s brain
is shrinking all the time! In HD it happens a bit faster. The
quality of imaging data from TRACK-HD enables many detailed
analyses revealing new aspects of HD. The TRACK-HD toolkit
enables us to calculate how many people we need for each
clinical trial that’s planned
08:28 - Durr: despite detectable brain changes, premanifest
HD people continue to function normally. The brain is good at
compensating. TRACK-HD tells us there is a lot to SAVE in the
HD brain. The TrackOn-HD study is focusing on discovering
these compensation mechanisms so that we can perhaps
enhance them. Several clinical trials are now being planned
using discoveries from TRACK-HD to help design them.
08:48 - Next, Karl Kieburtz (University of Rochester)
reflects on what studies like TRACK-HD and PREDICT-HD have
done to help clinical trials. Drugs get approved to treat illnesses,
not brain shrinkage or other biomarkers. PREDICT-HD involved
a large number of presymptomatic HD mutation carriers across
32 sites. What are the differences between TRACK-HD and
PREDICT-HD? TRACK-HD had a broader range of entry criteria,
including people with symptomatic HD. Both studies found
reliable measures of change across the spectrum of HD. Both
studies found brain imaging techniques to be powerful ways of
measuring the progression of HD. Simple cognitive (thinking)
tests are also good measures of progression.

09:01 - Kieburtz: so… how can these studies help us get
new drugs tested and approved for HD? Regulatory agencies
like the FDA are very cautious with very strict criteria for
approving drugs for human use. The FDA has recently indicated
it is willing to relax the criteria for Alzheimer’s disease. The
FDA now appears willing to consider biomarkers in deciding
whether to approve a drug for very early brain diseases. Only
one drug (tetrabenazine / Xenazine) is specifically licensed for
treating chorea caused by HD in the USA.
09:41 - Ralf Reilmann - clinicians working in HD need to
give basic scientists good measurements they can use in drug
trials
09:43 - Reilmann: Are the changes observed in the brains
of HD mutation carriers useful as outcome measures in clinical
trials? Reilmann is a movement disorders specialist, and
argues that movement changes are a very good measure of
HD disease progression. The tools used to measure movement
changes in HD patients don’t work very well in HD mutation
carriers that aren’t yet sick. Reilmann builds custom machines
that are used to measure much more subtle movement
changes in HD mutation carriers. Very subtle movement
changes can be detected in HD mutation carriers, even 10-20
years before they’re expected to be sick. Some of Reilmann’s
machines require people to push a lever with their tongue,
trying to hold steady pressure. HD patients have trouble
sticking out their tongue and holding it steady - something
noticed by Dr. Huntington in 1872. Reilmann believes that
some of the movement changes they’ve described could be
used as measures in trials of HD drugs. Reilmann believes
that these early movement changes in mutation carriers don’t
mean that people with these changes are ‘sick’. Reilmann’s
group has tested their new movement tests in a trial of
HD patients, and the tasks worked well, with low ‘placebo
effects’.
10:04 - Julie Stout, of Monash University, studies how
HD mutation carriers thinking ability, or ‘cognition’, changes
over life. The specific kinds of problems with cognition vary
from HD patient to HD patient. Stout is working to compare
different types of questionnaires and tests to measure peoples
cognitive difficulties. Even HD mutation carriers that aren’t yet
sick show subtle changes in cognition - though the measured
changes are very small. Measured changes in cognition in
HD mutation carriers are slow and subtle over time. Specific
tests are pretty good at predicting when people will show
symptoms of HD, including a simple circle-tracing task. Stout
and others have noticed that changes in brain shape occur
long before there are signs of disrupted thinking or movement
in HD. The brain has a surprising ability to cope with damage
in HD, performing normally for a long time before becoming
dysfunctional. Scans suggest that HD mutation carriers might
be using their brains differently to solve complex tasks. There
is some data that suggests having a more ‘passive’ lifestyle
might lead to earlier symptoms of HD - we should all stay
active! Stout shows data which suggests stress might be bad
for the memory performance of HD patients. Stout summarizes
by suggesting there’s good evidence that cognitive problems
in HD are subject to modification by the environment.
10:33 - Rachael Scahill, UCL, uses high powered brain
scanners to study changes in the shape of brains in HD
mutation carriers
10:36 - Scahill: brain shape changes really only matter if

they cause symptoms in HD mutation carriers. Data from
the TRACK-HD suggests that having faster brain shrinkage
is linked to being more likely to progress to overt HD. The
good news about all these brain changes is that we might
be able to use them in trials, looking for improvement after
treatment. We need to use both brain imaging and measures
of peoples function to get a good picture of HD progression.
A great feature of this HD World Congress is most scientists
are presenting twice - once for fellow boffins + again for
family members. We thoroughly endorse the notion of
scientists communicating directly and clearly with the people
their research directly affects!
12:37 - Anna Wickenberg, of Teva pharmaceuticals, is
describing the efforts of this pharmaceutical company in HD.
Teva has two drugs under development for treating HD, the
first attempts to reduce ‘inflammation’ in the brain. Immune
cells, including immune cells in the brain, are hyperactive in
HD. Maybe camling them down will help? Teva has a drug,
Laquinimod, that calms down brain immune cells. They’re
interested to test this in HD to see if it’s beneficial. Teva’s
other HD drug is “Pridopidine”, formerly called “ACR-16”. This
drug tested by drug company Neurosearch, now Teva has
bought it. Pridopidine was tested in two trials of HD patients
- called MermaiHD (Europe) and HART (US + Canada).
Pridopidine had beneficial effects on movement symptoms of
HD, especially at high doses, but the trials weren’t convincing
enough
12:49 - Teva and collaborators are planning a new trial
in HD patients 2014, results to be published in 2015, trying
to find the right dose. This new trial will focus on a large
range of movement tests to see if higher doses of pridopidine
are helpful. Just in case you’re confused - Pridopidine is also
called “Huntexil”!
13:00 - Bernhard Landwehrmeyer asks the question when testing drugs in HD, do we care about making people
looking better, or function better? Agencies that approve drugs
have suggested methods for finding meaningful measures of
symptom improvement in HD patients
13:04 - Landwehrmeyer: Finding good measurements of
HD symptoms is difficult, because these symptoms change
over the course of the disease. Providing that a treatment
is beneficial for patients lives is a difficult, but worthwhile,
challenge.
13:09 - Ralf Reilmann has opened the George Huntington
Institute in Germany http://george-huntington-institut.de/
13:10 - Reilmann asks the question - are we able to
recruit sufficient numbers of HD patients for upcoming clinical
trials? More than 12,000 subjects in 18 countries in Europe
have joined the REGISTRY study, suggesting patients want
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to get involved. An observational study of HD, called Enroll,
already has over 1,000 patients in the Americas, Australia
and NZ.
13:14 - Reilmann: Both the Huntington Study Group and
the European HD Network have run good clinical trials in HD
- proving it’s possible. Based on his experience in HD drug
trials, Reilmann believes quick recruitment for future trials is
possible.
14:01 - Landwehrmeyer opens an afternoon session on
what he calls one of the most important skills of people
affected by HD - coping. Aam Hubers from Leiden is studying
the phenomenon of suicide in HD - what do we know about
it?. Published studies suggest that suicide is 2-8 times more
common in HD than the general population. HD patients
thoughts of suicide seem to occur at a stage when they are
losing their independence and becoming more dependent on
care. Because existing information was sparse, Hubers set
out to study a large number of HD patients across time to
understand suicide in HD. Hubers wonders - what factors lead
to HD mutation carriers thinking of, or attempting, suicide?
About 20% of HD mutation carriers studied by Hubers,
whether or not they have symptoms of HD, thought of suicide
in the last month. The studies Hubers is conducting suggest
that HD patients who report being depressed seem to have
higher risk of suicide. Hubers recommends HD patients with
depression should be carefully watched for signs of thinking
of suicide, based on increased risk
14:26 - Ken Serbin - blogger ‘Gene Veritas’ - addresses the
WCHD about coping. His blog about HD can be found at http://curehd.blogspot.com
14:27 - Serbin has deep connections to Brazil, studying
Brazilian history by profession. Serbin shares his families
struggles with HD, only learning about the disease when
his mother began to show signs. Serbin shares with the
congress his coping strategies for living in an HD family.
First among Serbin’s coping strategies is becoming eduated
about the disease, which he calls the ‘basis for advocacy and
hope’. Serbin describes how he actively engages with HD by
exercising, eating well and taking supplements, hoping they
could help. Serbin feels that writing for his blog has been
an enormous help in emotionally coping with living in an HD
family. Serbin, to HD families: It’s time to be an advocate, tell
your story!
14:51 - Serbin: ‘We are living in a new era of hope, as gene
carriers’
14:58 - Chales Sabine addresses the WCHD. You can read
about his struggle with HD here - http://moreintelligentlife.
com/content/laura-spinney/health-different-battle
15:02 - Sabine, after testing positive for HD, was told
‘There is nothing you can about this disease, just live your
life as best you can’. Sabine has shown this was completely
incorrect, since becoming actively engaged in the struggle
against HD
15:04 - Sabine: part of the darkness of HD is the feeling
of isolation experienced by HD families. Social media allows
young people from HD families to connect, helping to fight
the sense of isolation. “No one is going to come along with
a magic wand that will immediately cure HD”. Instead, he
believes that a cure will come in the form of increasingly
effective treatments that are developed over time. Developing
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each of these individual treatments requires the involvment
of an engaged HD community. Sabine, to HD researchers:
‘Even small advances in the laboratory empower the spirit to
go on’
15:17 - Sabine, on reasons to have hope: ‘The very best of
humanity surrounds HD’
16:18 - Roberto Weiser describes the experience of HD
patients in Venezuela - families whose DNA contributed to the
discovery of the HD gene
16:20 - Peg Nopoulos addresses the WCHD on the topic
of juvenile HD, a subject her team studies at the University
of Iowa. Nopoulos notes that the appearance of juvenile
HD can be quite different than the symptoms that occur in
adult patients. Nopoulos is interested in changes that occur
very early in people carrying the HD mutation, even during
childhood and adolescence. Nopoulos is studying brain
structure in kids from HD families, to try and understand if
there are changes in their early development.
16:44 - Carlos Cosentino, an HD physician from Lima Peru,
is interested in whether the presentation of HD symptoms
varies across countries. The earliest published report of HD
in Peru was in 1950. Canete, a region is southern Peru, is
a region with a much higher than average incidence of HD.
Cosentino believes that HD patients in Peru experience very
similar symptoms compared to other HD patients around
the world. Francisco Cardoso, from Belo Horizonte Brazil, is
talking about ‘differential diagnosis’ of HD – what if it looks
like HD but isn’t?
17:03 - Cardoso: most cases of suspected HD are HD on
genetic testing, but in around 1% of cases the HD test is
negative - they don’t have HD. These cases are called HDlike disorders, or HD lookalikes. It’s difficult to figure out
the frequency of these HD-like cases because it varies a lot
with geography and docs’ expertise. A disease called HDlike-2 or HDL2 is quite common in Brazil because it tends
to affect people with African ancestors. Another HD mimic
is a condition called SCA17. (These conditions are all rare,
remember. In general, if it looks like HD, it’s probably HD,
especially in a known HD family)

Sunset conclusions
Today highlighted great progress over the past decade in
developing biomarkers that will help us make trials - and
hence drugs - a reality. We also heard about some specifics
of forthcoming trials. There’s plenty more to come in the
remaining day and a half, so stay tuned!

‘Buzzilia’ from the Huntington’s
Disease World Congress: Day 3
Jeff and Ed’s roundup of happenings from the third day of the HD World Congress in
Rio de Janeiro
By Dr Ed Wild on September 17, 2013. Edited by Dr Jeff Carroll
Our third daily report from the World Congress on
Huntington’s Disease in Rio de Janeiro, Brazil.
08:05 - And we’re back, for day 3 of the World Congress on
Huntington’s Disease in Rio de Janeiro
08:07 - Jim Gusella, one of the leaders of the hunt for the
HD gene, addresses the WCHD on why genetics still matter
in HD. Gusella is interested in the fact that the age at which
people have HD symptoms varies, and some of this variation
is genetic. Gusella’s group is looking for the other genetic
factors which might make people have HD symptoms earlier
and later.
08:11 - Gusella: Strangely, though having one mutant HD
gene causes HD, having 2 copies doesn’t seem to make the
disease worse. Variations in the sequence of a number of other
genes have been proposed to contribute to when someone
will be expected have HD. Gusella suggests that many of
these proposed genetic contributors are seen in one study,
but fail to be replicated in another. Gusella is now looking at
the entire genome of HD patients to try and find variations
associated with earlier or later onset of HD. This kind of study
requires thousands of DNA samples from HD patients. Gusella
believes that the variation in age of onset in HD is a cause for
hope, because it suggests it’s possible to delay onset.
08:29 - Gusella: We just need to find the right genes!
08:30 - Lesley Jones addresses the WCHD about what
animal ‘models’ of HD can tell us about HD. Jones notes that
there are a number of changes that were seen first in animals,
and only later in HD patients.
08:33 - Jones: Though mouse models of HD are genetically
accurate, they have yet to help us develop a good drug for
HD. Why? Many findings in mice don’t hold up when the
experiment is repeated, because of inconsistencies in reporting
and experiments. This is one reason why ‘breakthroughs’ in
mice have so far not led to any treatments for HD. Working
with mice is difficult, and there are a number of variables in
handling that can change the outcome of an experiment. We
are getting better at standardizing our approach to animal
research in order to sort out the ‘true’ findings in HD models.
Jones is part of a group working to very carefully compare
different mouse models of HD.
08:42 - Jones: new genetic technologies can compare mice
& humans to ask which of the many models are most similar
to HD patients. Analyzing networks of genes and activities
in HD model animals can reveal patterns that studying
individual molecules may miss. One way to see if findings in
animals are useful is to see whether human patients have

genetic differences in those pathways. In order to sort out the
genetic signal from the noise, we need detailed family history
information.
08:51 - Laura Bannach Jardim, a Brazilian scientist
studying HD, addresses the WCHD on genetic aspects of HD
specific to Latin America.
08:52 - Jones: We haven’t been very good at collecting
family history information so far, but it’s really important.
Jardim reminds the conference how complex the background
of Latin American people is, containing European, Native and
African genes. Though there are almost 600 million people
in Latin America, we’re not sure the exact number of people
affected with HD. The high occurrence of HD in Venezuela
was noted as early as the 1950’s, families there went on to
contribute to finding the HD gene. Jardim notes several other
locations in Peru and Brazil have high occurrence of HD.
09:16 - Anita Goh studies genetic discrimination against HD
patients and families at the University of Melbourne
09:19 - Goh: we live in an age when people can get a lot
of genetic information about themselves, often without help
understanding it. Companies like 23AndMe give consumers
a lot of genetic information, without help understanding its
implications. ‘Genetic discrimination’ is differential treatment
or denial of rights based on genetic information. Goh has
studied genetic discrimination in HD mutation carriers in
Australia, as part of the PREDICT-HD study. About a third of
HD mutation carriers responding to Goh’s survey reported
experiencing genetic discrimination. Many people surveyed
by Goh experienced problems acquiring life insurance after
their genetic test. Goh has started a website to help Australian
HD families deal with genetic discrimination called ‘Genetic
Discrimination: Know your rights’.
09:48 - Katharina Kubera summarizes a number of brain
scan studies, which show early changes in the way HD
mutation carrier brains work. These changes seem to precede
any changes in brain shape, which means that HD brains
might be compensating for HD for decades. The idea
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of “compensation” has been a theme of the WCHD. Brains
actually seem pretty good at dealing with HD damage for
a long time.
09:57 - Michael Orth studies the psychological changes
associated with HD. Orth notes that brain scans show early
shrinkage in HD muation carriers, but people’s mental
performance stays normal for a long time. Orth uses a really
cool technique called “transcranial magnetic stimulation” to
study brain function in HD. TMS allows Orth to de-activate
parts of the brain temporarily. Watching the brain wake up
is a unique way to study HD brain function.
10:16 - Tiago Mestre, from Toronto, is interested in
changes in HD patients in the fluid that surrounds the brain
- the ‘cerebrospinal fluid’. Though CSF is collected from the
spine, it directly bathes the brain and so is a good place to
look for early changes in HD. Mestre’s goal is to look for
differences in HD patient CSF, in hopes that these changes
might be corrected in a drug trial. Mestre suggests that
in Alzheimer’s Disease, there are very specific changes
observed in the CSF. We’re not there yet in HD. Luckily, we
can learn lessons from the experience of other diseases,
like Alzheimer’s Disease.
10:35 - Christina Sampaio is the chief clinical officer
of the CHDI foundation, working on developing and
testing new treatments for HD. Sampaio is interested in
“biomarkers” in HD. CHDI has a team working on developing
biomarkers for HD.
13:24 - In the ‘families’ session, Ignacio MunozSanjuan is talking about ‘FactorH’. FactorH aims to improve
the quality of life for people impacted by Huntington’s
disease in Latin America. FactorH is a non-profit and is not
affiliated with any existing scientific or other institution
13:27 - Munoz-Sanjuan: FactorH aims to carry out
specific projects, liaise with NGOs, increase awareness and
mobilize local communities. FactorH is working with Habitat
for Humanity to direct much needed aid to Latin American
families affected by HD.
14:15 - The next session is an important one - on
genetic testing for HD and the current work around
‘predictive’ testing. Predictive testing is where someone at
risk of HD has a genetic test to tell them whether they have
the mutation that causes HD. If the mutation is present, it
means that person will get HD symptoms at some point in
the future. Deciding whether to test is a difficult one and
a personal decision with no right or wrong answer. Expert
genetic counselling is essential to help ensure a person is
fully informed and has had enough time to think things
through. Internationally agreed guidelines exist to ensure
that genetic counselling is reliable, detailed and expertly
offered.
14:20 - Rhona Macleod updates us on the current
guidelines.
14:22 - Macleod: A confusing area is the grey area
between a clearly positive & clearly negative test. Results
in the grey area are rare and recent research may help
us to understand them. Predictive testing of children
isn’t done because it takes away their right to choose for
themselves. This is controversial! The guidelines, written in
1994, might need updating in the light of experience & new
scientific evidence. The World Federation for Neurology
and International Huntington Association are reviewing the
guidelines. No changes are set in stone and any updates
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will need to be
approved by the
HD community.
14:42
Representing
the IHA, Asun
Mar tinez
suggests that the
guidelines need
to be reviewed
and better monitored to ensure they’re followed.
14:48 - Claudia Perandones (Argentina) notes that in
much of Latin America, genetic testing is unavailable or
done without proper counselling.
Today is the penultimate day of the World Congress,
which finishes tomorrow with a half-day focusing on new
treatments being developed.
14:56 - We hear from a Brazilian family member that
40 members of a family were tested by a private lab and
all the results sent to one person. It was disastrous - this is
the kind of thing the guidelines are designed to prevent.
15:19 - Helpful discussion with experts & family
members. Seems to be general appetite for revising the
guidelines & ensuring they’re followed
16:27 - Today’s final session is about the ENROLL-HD
study.
16:28 - ENROLL-HD is a global observational study
of HD that aims to enroll as many people as possible.
ENROLL aims to help us understand HD, and also to speed
recruitment for forthcoming clinical trials to help drugs get
tested quickly. ENROLL will enable qualified HD researchers
to securely access information about HD mutation carriers,
hopefully accelerating research
16:32 - Monica Haddad, a Brazilian neurologist, discusses
how sharing information about patients can inform better
care for HD patients. Haddad notes that quality of care for
HD patients varies widely from country to country. Haddad
hopes that what is learned in ENROLL will inform doctors
around the world about better methods of care for HD
16:42 - Claudia Perandones, an Argentinian physician
studying HD, describes ‘clusters’ of HD patients throughout
Latin America. Large HD families in Latin America have
already taught us much about HD genetics, Perandones
suggests we can still learn more.

Sunset conclusions

Today the congress heard from both familiar international
HD researchers, as well as a large number of voices from
the host scientists of Latin America. We were reminded by
researchers studying human HD how critical the involvement
of family members is to scientific research. The results of
genetic studies were shown that involve over 3,000 HD
patient volunteers, as well as many results from TRACKHD, which involved the intensive study of 300 volunteers
over 3 years. Family members and lay organizations remain
engaged and passionate, as we saw in the afternoon
discussion about predictive testing guidelines. It’s clear that
we have a way to go to develop HD treatments, but the
active engagement of the entire global HD community is a
key part of our success this far.

‘Buzzilia’ from the Huntington’s
Disease World Congress: Day 4
Jeff and Ed’s roundup of happenings from the closing day of the HD World Congress in
Rio de Janeiro
By Dr Ed Wild on September 18, 2013. Edited by Dr Jeff Carroll
Our final report from the last morning of the World
Congress on Huntington’s disease in Rio de Janeiro,
Brazil.

09:14 - Addendum to Prof Landwehrmeyer’s talk:
Huntington Study Group is running a trial of a modified version
of tetrabenazine for chorea. HSG’s trial is called FIRST-HD.

08:12 - Bernhard Landwehrmeyer, of Ulm and CHDI,
starts off the therapeutic session of the WCHD with a
discussion of drugs under development.

09:25 - Dr
Francis
Walker
is
talking about
speech and
swallowing
problems in
HD
which
are also very
common.

08:15 - Landwehrmeyer: There are at least 4 companies
developing drugs for one specific target in HD - called
“phosphodiesterases”. The goal is in clear view, the path to
the top is not! He suggests we have a “high class problem”,
which is too many possible treatments that we could try in
HD. So how do we set priorities? Which of all the possible
new drugs should we test first? How much evidence do we
need? We have a path. We can run multiple therapeutic trials
in parallel, with experienced study sites on 4 continents.
08:28 - David Craufurd (University of Manchester UK)
addresses the treatment of ‘psychiatric’ or ‘behavioural’
symptoms in HD.
08:29 - Craufurd: behavioural problems (like anxiety and
depression) are common and can be distressing, but are
also treatable in most cases. Our ability to treat behavioural
symptoms (and HD in general) through expert multidisciplinary
care has dramatically improved. Patients looked after in HD
clinics are leading better quality lives for longer. Apathy (loss
of motivation) is a particularly big challenge. Common in HD
and difficult to treat. Different from depression. Behavioural
probs often need high doses and combinations of drugs, so
specialist psychiatry input is essential (eg HD clinic). Drug
treatments for depression etc often need to be continued for
much longer in HD because it’s a physical brain disease.
08:53 - Binit Shah, a neurologist working in HD, is describing
“deep brain stimulation” (DBS) in HD. In DBS, surgeons insert
a fine electrode directly into the brain, allowing them to
stimulate any particular part of the brain. The idea is that
if a particular part of the brain isn’t working enough in HD,
perhaps we can directly zap it into working normally. Based
on the loss of tissue in HD brains, surgeons and neurologists
have a particular brain region they’d like to target in HD.
09:03 - Shah: The first case of DBS in HD was reported
in 2004 when surgeons performed it in a single HD patient,
with positive effects on movements. Though the patient
who received DBS in HD had better movements after the
treatment, it didn’t seem to help his daily function much. Since
then, several more DBS attempts in HD have been reported
with variably encouraging results.

09:26 - Walker: Speech and language therapists already
have expertise in this but HD requires specialist knowledge.
Ultrasound can be a useful tool to get an idea of why
swallowing may be problematic in HD. Swallowing problems
are caused by a combination of extra unwanted movements,
loss of voluntary movts and psychological changes. A big
problem is impulsivity - wolfing the food down and not
coordinating swallowing and breathing. The good news is that
expert assessment can lead to useful advice and exercises to
help swallowing and keep it safe.
10:19 - We’ve started the session on gene silencing
at the WCHD, beginning with a talk from Neil Aronin, who’s
working on this approach to HD. Aronin’s group is working
on a type of therapy called “RNAi”. The goal is to shut down,
or silence, a specific gene. For HD therapy, we’d like to be
able to silence the HD gene, which is the root cause of the
disease. Aronin’s approach relies on using deactivated viruses,
injected in the brain, which deliver the silencing drug. After
Aronin’s team injects the delivery viruses into a mouse brain,
they observe reductions in the HD gene.
10:29 - But mouse brains are small. To see if the silencing
technique could work in bigger brains, Aronin’s team is
injecting sheep brains! Aronin’s team is using sheep to try and
determine the best type of virus, and amount of injection, to
cover as much brain as possible. Encouragingly, Aronin’s team
hasn’t seen any loss of brain cells or other kinds of toxicity
resulting from these silencing injections. To do a larger scale
safety trial, Aronin’s team is heading to Australia to inject 60
sheep with HD silencing drugs. Aronin would like to develop
methods to deliver silencing drugs without having to do brain
injections, and is studying new options.
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10:40 - Next up is another gene silencing talk from
Doug Macdonald of CHDI, who are working with Isis
Pharmaceuticals on a different approach. Like Aronin, the
Isis team are silencing the HD gene, but using a different
type of drug called “antisense oligonucleotides” or ASOs.
Macdonald reviews the wide range of technologies available
to silence the HD gene - listing 13 different active efforts
10:54 - Macdonald: An ASO gene silencing approach with
Isis and Roche is going well and is planned to enter human
trials at the end of 2014. Unlike the viral studies described,
ASOs are infused into the spinal fluid, rather than being
injected into the brain. ASOs spread widely around the
brain, but don’t get into the deep parts of the brain as well
as injected drugs.
10:57 - Macdonald and Aronin suggest that the
injected viral approach and the infused ASO approach
might be complementary to silence the HD gene.
10:59 - Macdonald: CHDI and Sangamo are developing
an exciting new technology that cuts part of HD gene out
of DNA. Macdonald shows early evidence that DNA editing
technique not only works, but can discriminate between
the ‘good’ and ‘bad’ HD genes. Before we go to the clinic
with HD silencing drugs, we need to be able to accurately
measure HD gene levels in people. Otherwise, it’s hard to
know whether your silencing drug worked!
11:06 - Macdonald: The team CHDI is working with thinks
they might now be able to measure the HD gene product
in the spinal fluid of patients. This would be a huge benefit,
because it would let us prove that gene silencing drugs are
actually working in humans. There’s really amazing progress
being made towards gene silencing for HD! If one approach
doesn’t work, there’s others in the pipeline.
11:14 - Joaquim Ferreira reminds the audience that
while there is currently no cure for HD, there are a number
of treatments that help patients. Each stage of HD is
a different disease, in terms of symptoms. So doctors
working with HD patients need to react to change. Many
of the treatments physicians use for HD don’t have a large
body of evidence, but are based on experience.
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11:45
R aymund
Roos (Leiden,
N e t h e r l a n d s)
talks
about
optimum care in
later stage HD,
often overlooked
or beyond the
reach of HD clinics.
11:51 - Roos: The Netherlands is one country where
medical euthanasia is an option. It is very strictly regulated
to ensure it is not abused. Most patients have thought
about how they want their end-of-life care to be handled.
Often overlooked in discussions with doctors.
12:00 - The Congress closes with gratitude to the local
organizing committee and in particular Dr Francisco Cardoso
and Dr Monica Haddad.

Sunset conclusions
During today’s sessions, we almost lost count of the
number of clinical trials of new treatments, designed with
Huntington’s disease in mind. Some are underway, others
planned. Some are aimed at improving symptoms of HD,
others at slowing or preventing its progression. For things
to happen as quickly as possible, we all need to work
together. Researchers need to keep pressing ahead with
the science, and HD family members need to stay aware,
stay informed and be prepared to volunteer - not later, but
now - for any and all patient-focused research to ensure
that not a second is lost in bringing these treatments to the
people who need them.
Farewell from Rio, look forward to videos of our ‘Buzzilia’
sessions and stay tuned to HDBuzz for updates on all the
HD research news that matters.

For more information or to view videos from the
conference, please visit:
http://en.hdbuzz.net/topic/41.

AGM & Family Conference 2013
It was so lovely to see
so many old friends and
meet so many new ones
at our AGM and Family
Conference this year –
and what a year it was!
I love the feeling on Friday
as we arrive; the general
buzz in the air as the HDA
family comes together.
This year we used Friday
afternoon
to
gather
thoughts from families as to
what they thought the priorities of the HDA should be. Points
raised at this meeting will feed into our strategic plan. After
dinner on Friday we decided to try something a little different
as an ice breaker. Each table were given a “farm” and some
tubs of play dough, googly eyes, straws and pipe cleaners.
They were then tasked with making a farm, which had to
contain certain animals. Imagination knew no bounds and the
creations were incredible…..all with their own unique design.
The judging was carried out by our very special farmers; Chris
and Alison Heavey – I did not envy them their job!
Saturday saw the usual business meeting with Nick Heath,
Treasurer explaining the accounts and Heather Thomas talking
about the role of the trustees. I gave an update as to some of
the things the HDA has been doing and asked for some help
with some of the projects that we are involved with.
Katie Dale, author of “Someone Else’s life” read a short extract
from her book, then presented the HDA with a cheque for
£1000 from the proceeds of its sale. Katie talked about how
spending time at a previous family conference had inspired
her interest in HD.
Dr Hugh Rickards gave a fascinating and practical talk about
some of the behavioural symptoms in HD and ways to cope
with them. Charles Sabine talked about how times had
changed for families with HD and that they can
influence the direction of many things, such as
the reduction of stigma.
Dr Ed Wild gave an inspirational talk
about research in a clear and concise
manner which enabled the audience to
understand clearly what is happening
in HD research. In the meantime the
children all went off to Drayton Manor,
returning tired but happy.

middle of the dance floor to have her head shaved….all in aid
if the HDA! Awesome!
On Sunday people had the opportunity to move around the
room in small groups and talk to Dr Ed Wild about research,
listen to a top 10 tips list from Helen James, learn about
what support is available for carers from Charles Whaley,
learn about activity in HD from Monica Busse, look at branch
activities with David McDonagh and the Southend Branch,
and judging from the noise level it was all well received!
All too soon it was time for home, goodbye to old friends
and new. It was an inspirational weekend and I
can’t wait for the next one. I am delighted to
let you know that we have confirmed Jimmy
Pollard as a speaker for next year’s AGM
and it will take place on 3rd to 5th October
2014, at the Holiday Inn, Telford.
Cath Stanley
Chief Executive

Saturday evening saw the conference
room transformed into Hollywood and
we had our own Oscars ceremony. In
true ‘Ed showman’ style he compared
the Oscars, receiving a surprise one
himself for his website HDBuzz.
HDYO also won a surprise award for their
work in supporting young people. The star of
the show though was Jo who bravely sat in the
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Awareness Week 2013
Our annual Awareness Week took place during 10th to 16th June 2013 and many events
were organised by our Regional Care Advisers, Branches and Support Groups around England
and Wales.
The focus this year was on the important work of our carers and ensuring that they are properly supported.
A selection of photos can be seen here from some of our carer events which took place in Devon, Cornwall, Wiltshire,
Gloucestershire, London, North Wales, South Wales, Hertfordshire, Sandwell, Merseyside, and Staffordshire.
Next year’s Awareness Week will take place during 2nd to 8th June 2014 and we will be focusing on
mental health.
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1/2/3/4: Carers Course, Wiltshire. 5: Devon and Cornwall.
6: Hertfordshire Locality Conversation Cafe.
7/8: Merseyside. 9: Sandwell.
10: South Wales. 11/12/13/14/15: Staffordshire.
16/17/18/19: Putney. 20: Glocestershire. 21/22: North Wales.

Hummingbird
by Deborah Goodman
A remarkable and inspirational true story, written straight from the heart
Available on Amazon as a paperback
http://www.amazon.co.uk/Hummingbird-heart-felt-account-emotional-self-discovery/dp/1484057031/
ref=tmm_pap_title_0
And Amazon kindle as an e-book
http://www.amazon.co.uk/Hummingbird-ebook/dp/B00C7A7UXG/

** AMAZON REVIEWS **
A Truly Inspiring book!! I read from start to finish in practically a day
and just could not put it down. I have cried and laughed while reading
it.
This book will captivate you from start to finish!!
An amazing and honest account of your struggle, beautifully written. I
couldn’t put it down. I would absolutely recommend your book to anyone needing to take positive steps forward. You are a real inspiration.
Started reading this book today and already finding it captivating!!
What a wonderful book. It made me laugh & cry but most of all it made
me realise how lucky I am to be healthy. It really puts your own life in perspective & how
having a positive attitude can help you through the depths of despair.
I was deeply moved by this extraordinary story of courage and the human spirit. It reminds me of the
potential within us all. I couldn’t put it down. Highly recommended!!!
A truly captivating book that you won’t want to put down.

This is a story about Huntington’s disease, fundraising, trekking for HD …… and so much more. Many people
who are not connected in any way with HD are reading it, enjoying it and benefitting from it. The book is
helping to raise the awareness of HD.

Synopsis of the Book
When Deborah was eight years old her father was diagnosed with Huntington’s disease, a hereditary and degenerative disorder,
for which there is no cure. With no test available, Deborah grew up under a cloud of uncertainty that affected her life and the
decisions that she made, in a profound way.
After many years of struggling with her sadness, two of Deborah’s brothers were tested positive for the disease. Her brother
Nigel decided that he didn’t want to live with the condition but did not want to die alone.
When she left for her holiday to Costa Rica, Deborah had no idea that a little baby hummingbird would turn her life around
so unexpectedly and so profoundly. The death of the little bird brought forth the sadness of her life, which came pouring out
of her like an erupting volcano. Meeting her guru and learning about a better way to cope, Deborah finally started to see the
black cloud shift and the rainbow appear.
As she embarked on a journey to heal her emotional wounds and find new purpose in her life, Deborah’s mother was charged
with aiding and abetting her brother’s suicide.
Deborah left her stressful job and took herself off to India, where she explored many of the emotions that surfaced and came
closer to finding out who she really was.
Changing her life completely, she became a holistic therapist, using her experience to help others with their challenges.
The author invites you to share her emotional healing journey, taking you to Costa Rica, India, China, Mount Kilimanjaro and
to London’s Central Criminal Court, The Old Bailey.
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JHD Family Weekend 2013
The JHD Family Weekend was held at the Calvert Trust in the Lake District in June.
The weekend is for young people with Juvenile Huntington’s Disease and their
families, giving them an opportunity to meet other people in a similar situation
and to try some exciting activities and let their hair down.
The weather was truly fantastic; blue skies and hot sunshine throughout the weekend, we
really were lucky. As usual the Calvert Trust had organised a great programme of activities
from cycling, canoeing, swimming and – a new one this year – a zip wire!
On Saturday night we had a Hollywood theme to the evening and everyone joined in with
great enthusiasm. Batman and James Bond attended to name but a few and most people
became unrecognisable in wigs and feather boas. A themed treasure hunt and picture quizzes
added to the entertainment and it really is amazing how some balloons and red carpets can
transform a venue.
This year we also filmed activities and parents spoke to the camera to make a DVD for
training purposes; as I write this it is still being finalised but looks wonderful. I
would very much like to thank everyone who allowed us to film them.
We have already booked next year’s dates; 6th-8th June 2014, and if you
would like to come along or just want to find out more, then do contact me Fiona Sturrock 01580 212276.
Thank you to all who came; families, volunteers and speakers – you make the
weekend such fun. I would also like to thank our sponsors Genetic Disorders
UK and the Sylvia Adams Charitable Trust.
Fiona Sturrock
Regional Care Adviser for Kent and Sussex
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Summer Camp – Avon Tyrell
July 2013
Well, we had another very busy and popular camp with lots of children for whom it was their first time with us
at Avon Tyrell.
Everyone arrived to lovely warm sunshine with building anticipation.
Friday afternoon is always filled with activities and then we are
rushed off through the New Forest to Poole; our coach full of
excited and noisy kids, for our famous visit to Splashdown. This was
enjoyed by everyone and, as usual, the ‘pick n mix’ shop next door
to Splashdown did very good business as everyone stocked up with
goodies for the energetic weekend ahead.
By now all of our slightly anxious new campers were happy, tired
and looking forward to the weekend.
Saturday brings its own excitement with a day full of activities
including climbing, archery, high ropes, building a raft, jumping into
the lake and games in the swimming pool. All very exhausting but
great fun. We barely had time to stop for lunch!
On Saturday evening the kids produced a short drama with props &
make up and then watched a film whilst enjoying bowls of popcorn
before wearily walking up the magnificent wooden stairs in the manor house to their dormitories for a good night’s sleep ……..
all’s quiet eventually.
Sunday morning dawns and after a fortifying breakfast, all groups head down the hill for more activities. The group leaders by
this time are also exhausted but lunch is looming after which everyone is picked up by their parents and others and then Avon
Tyrell is quiet once again.
Our group leaders are truly fantastic and work so hard to help the kids have a brilliant weekend. Without them the weekend
would not be possible so a huge thank you to all who give up their time to help.
Mandy Ledbury
RCA Surrey & South West London
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Kids Camp - Grafham Water
This year the South East camp was held from 9th to 11th August at Grafham Water. Grafham Water is a
reservoir set in beautiful countryside near Huntingdon in Cambridgeshire. It is 3 miles long and 3.5 miles wide
with a circumference of 10 miles. It has a good reputation for providing land and water based activities for
both adults and children.
This year 20 children came, 11 girls and 9 boys, ages ranging from 9 to 16, and travelling from Cambridgeshire, Norfolk,
Lincolnshire, Essex, London, Bedfordshire, Sheffield, and Warwickshire. We also had 5 leaders; 3 members of the HDA staff
and 2 volunteers. As children arrived we had a craft activity organised by one of the volunteers. This year the children did T
shirt painting and decorating which proved popular and continued over the weekend. After tea we divided into two groups
and took turns doing archery and the ‘Grafham Challenge’; an obstacle course. All this activity was followed by a drink, chat,
giggling, running about and finally, bed.
On Saturday during the day we again divided into two groups to do kayaking, fun boats, wind surfing and mountain bikes. In
the evening we joined together, piled into canoes and made for a beach to do some bush craft!
On Sunday we had kayaking and fun boats in the morning and after lunch and prize giving, children took to the high ropes. I’m
always amazed at the bravery of all those people who ‘have a go’ even when they are scared of heights.
The children were collected by family or friends at 4.30pm, some saying see you next year and others asking about the young
person’s camp that was run this year for 16—19 year olds.
Lastly I must thank Diana, Adam, Rebecca and Tim; without whose hard work and giving up of a precious weekend the camp
could not have happened.
Sue Hill
RCA – East Anglia & Lincolnshire

The HDA are grateful to BBC Children in Need for funding these camps.

Exercise in
Huntington’s disease
Over the last 6 months the Cardiff physiotherapy group has been consulting people with Huntington’s Disease
(HD) and their families about exercise and physical activity.
An online questionnaire was posted on the HDA website and the responses received helped us to gain a better general idea of
people’s views of exercise in HD. We then went on to work closely with HDA Regional Care Advisers across England and Wales
to conduct follow up discussion workshops. More than 60 people in Oxford, Cardiff, Liverpool, Plymouth and Southampton
have now joined us to share their experiences of exercise and their perceived needs of how best to support them in regular
physical activity.
All the discussions have been audio recorded and initial analysis has given us some important insights into supporting active
lifestyles in HD. People have told us that we need to be creative with being active and we need to work with individual needs
and preferences and routines. They have also said they want more information about options for exercise and have shared their
views on the format in which they would like this information.
We have been overwhelmed by the generosity and time that has been given to us throughout this activity not only from the
people with HD and their family members and carers but also the Regional Care Advisers.
The results from these groups are being used to develop a physical activity intervention for people with HD which will be the
subject of a new trial ENGAGE-HD, funded by National Institute for Social Care and Health (NISCHR) in Wales. ENGAGE-HD is
aiming to begin recruitment in sites in England and Scotland in April 2014. Please see our website www.activehd.co.uk.for more
details.
Special thanks to the following people who helped us to co-ordinate the workshops: Karen Crowder, Jacqueline Peacock,
Charles Whaley, Carol Dutton, Mike Cummings, Ann Pathmanaban, Anita Daly. Further thanks to Cath Stanley and Heather
Thomas for their on-going support of this work.

20

Study Team: Dr Monica Busse, Dr Lori Quinn, Professor Helen Dawes, Dr Carys Jones, Dr Mark Kelly, Kerenza Hood, Professor
Rhiannon Tudor-Edwards and Professor Anne Rosser.

TRAIN-HD
One year Study Report
October 2013

This is the third report for the research study “Task-related TRAINing in Huntington’s Disease” or “TRAINHD” which aims to evaluate the feasibility, acceptability and potential benefit of a home-based physiotherapy
intervention programme targeted for people with early-mid stage Huntington’s disease (HD).
At this point, we have achieved our aim of recruiting 30 people with mid-stage Huntington’s disease across 6 UK sites. Of these
30 individuals, 15 people were randomly allocated to the control group and were asked to carry on as normal. The other 15
people were allocated to the physiotherapy intervention group. The last participant was recruited in April 2013 and all data
collection completed in August 2013. This is in line with the projected time scale of the study.
The intervention has been well received by participants. Participants have set goals in collaboration with their physiotherapists
and worked towards these over the first 8 weeks. So far, 47% of the goals set by participants achieved much better than
expected outcomes, 19% better than expected and 25% have achieved their expected outcome. The study team has conducted
regular monitoring of the assessments and interventions being delivered at each site to ensure that processes are carried out
in the same way across the UK. The data has also been monitored for quality by checking the paper forms that the information
collected during assessments is written on against the main study database. Regular study management group meetings have
been conducted as appropriate during the last year For the purpose of externally monitoring study procedures and information
collected by the study, we have had the oversight of an independent study steering committee.
The study is now at a point where some initial data analysis can be conducted, and we hope to have results to share with the
HD community over the next 6-9 months. We plan to complete data analysis by November 2013, and submit shortly thereafter
for publication.
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Fundraising News
Fundraising update by Ayla Besser, Head of Fundraising
We had a very successful year last year in securing our
relationships with existing funders and new Trusts and
Foundations coming on board to support the Huntington’s
Disease Association.
This included support from major funders such as the Big Lottery
Fund (for North Wales, Merseyside, South & West Yorkshire, Surrey
and South London RCA Services), the John Ellerman Foundation,
the Schuh Trust, the John James Bristol Foundation, the Freemasons’ £10,000 awarded to the HDA
from the West End Office
Grand Charity and Children in Need. Moving forward we have been keen to Agents Society
promote our work within the Corporate Sector and develop partnerships that can both create
further awareness of HD and generate other income sources. I am delighted to report that we were nominated for Charity of
the Year by CBW, Magnox and most recently the West End Office Agents Society. We are extremely grateful for their support.
This has led the way to us now looking to employ a dedicated Corporate Fundraiser as part of the existing Fundraising Team.
It is hoped that the new commissioning process is opening doors to new opportunities, and we are now in the process of
making targeted approaches to Lead Commissioners in order to build relationships within the sector. We currently receive
funding from 10 local authority areas, but are hoping to fit the criteria of a wider network of Statutory Authorities throughout
England and Wales with the new commissioning services about to come into force.
Income from events fundraising has almost doubled since last year. We are tremendously grateful to the number of people who
have dedicated time and effort to raising funds for the Association through sponsored runs, cycling events, parachute jumps,
overseas challenges and organised fundraising events across England and Wales. It has been a key source of income for the
Association, and has raised significant public awareness of the effects of Huntington’s disease. Thank you so much.
We hope that you will continue to work with us.
Ayla Besser
Head of Fundraising

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:
• Reading Girl’s School raised £30
• Aylesbury High School organised weekly collections and sold sweets and raised £118.90
• The Grammar School @ Leeds organised Friday collections and raised £238.23
• Sadie Harman took part in a skydive and raised £105
• Woodland Junior School’s Year 6 performed Oliver! And raised £257.92
• Nikki Boumford took part in the JCB Mud Run and raised £393.24
• Andrew Gayden took part in an abseil and raised £68.57
• Lilly Robinson and her friends took part in a sponsored silence and raised £220
• Trevor Doolan organised and ran a bridge night and raised £565
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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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

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 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
Just a little note
If possible can you leave time, which I do most mornings from 5.30 to 7.30 am just before I start work at 8 o’clock. Then at
night times and weekends. The stamps are sorted into the categories required by the wholesaler
a quarter of an inch
who gives us a price for them. In the sixteen years in which I have been collecting them we have
around the stamp when
cutting them.
made about £46,500 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 send your stamps to: Pete Osborne, 34 Rydal Crescent, Perivale, Middlesex UB6 8EG
Tel: 020 8998 7953
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Alex Walker’s Skydive
I have always wanted to take part in a skydive and I couldn’t think of a better charity
to do it for, after three of my cousins sadly passed away from the disease.
My skydive was originally booked for June 22nd but it did not go ahead due to bad weather so
instead it took place on July 13th. My Mum, Nan and Auntie came with me on the day and as we
got there early I was on the first plane to go up.
It was planned that I would jump from 13,000 feet but I had the chance to jump from 15,000
and excitingly took it! (If you’re gonna do it then you may as well go all out.)
The dive was absolutely amazing, something I will never ever forget!!
I must admit I won’t be in a hurry to do it again but it was very worthwhile! So far I have raised
£600 and there are still donations coming in. It has been an amazing experience raising money for such a great charity!
Alex Walker

Emma Whelan’s Autumn Fayre

Huntington’s disease has directly affected
my family. As such I felt that I wanted to do
something to not only help my family, but
also other families affected by the disease. I
decided that an Autumn Fayre & Family Fun
Day would be a great way to do this and raise
some money and awareness for the charity.
The Fayre was a great success. We had a number of
local businesses attending, selling products including
cards, jams, candles, plaques, jewellery and more.
We also had a cake stall and raffle. For the kids we
had Kids Moky, face painting, biscuit decoration plus
visits from Mickey & Minnie Mouse and Bugs Bunny!
My auntie also designed some scarves to sell and a
friend made some special candles, with money from
both going to the HDA.
I was really pleased to raise £525 on the day, and we
still have donations coming in.
Emma Whelan

Emma Baker’s Bake Sale
A cake sale was held at Bovey Tracey’s Methodist Church Hall on a gloriously sunny
Saturday in June.
Unfortunately this meant many headed off to the beach but for those who attended, fantastic
home bakes were enjoyed and £200 raised for the Charity!
Thank you to Emma’s daughter Rebecca, for her help and support and to Emma’s friends for
baking and help on the day, especially Julie.
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Bethany Brogden’s Charity Night
Bethany organised and
ran a hugely successful
charity night and
raised £600 for the
Huntington’s Disease
Association.

Sue and Anthony Run the Brighton
Marathon
We decided back in early 2012 that running
would be a great way to raise money for the HDA.
We started training and managed to complete
the ten mile Great South Run (October 2012).
Unfortunately due to an injury Sue missed a lot
of training and was unable to do the Brighton
Half Marathon, but by April 2013 both of us were
ready to take part in the Brighton Marathon!
Ant had managed to train hard during the winter and
beat his target time of 4 hours, finishing in just over 3
hours 37 minutes, however Sue wasn’t as fit and ended
up walking half of it but still managed to complete it in
6 hours 43 minutes. They managed to raise a massive
£1,421.21, which went to both the Sussex Branch and
the HDA.
Sue Cross

Tom Dobson’s Bristol to London Cycle
Whilst out for a few
beers late last year, two
of our eventual cyclists
talked about an annual
ride to London they’d
heard of.
A few days later it was
mentioned to me and I
jumped on the opportunity
for a challenge and to do
something to help the HDA.
My Dad was diagnosed with
Huntington’s a few years ago and ever since I’ve been wanting to do something like this.
The whole thing has been a great experience including all the training rides we’ve done - there have been lots of funny
times, often because we were falling off (due to the fact we were all novices to ‘clip in’ pedals).
On the day itself we had perfect weather, a great support team, a mountain of ham sandwiches, flapjack and bananas.
We cycled 120 miles in about 11 and half hours, including a half hour unplanned stop when a wheel broke on one of the
bikes - luckily we had some spares!
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We finished at Marble Arch and celebrated with champagne in Hyde Park.
We’ve now raised over £8k (including gift aid) and still counting.
Tom Dobson

Emma and Glenn Burnip’s Great North
Run Success
So after a glass or two of wine sometime last year, I happily agreed to enter
the Great North Run 2013. I knew my Uncle Glenn would be more than ready
as a keen runner he has been a right swot completing the New York, Dublin and
London Marathons.
After almost forgetting about my hazy commitment over the winter months, I started my
training after the snow had well and truly thawed. At the same time we started the minor
mission of moving Glenn from London back home to the north east. Glenn was diagnosed with
HD a couple of years ago and it has been great timing to bring him home with the excellent
support of the HD Association both in London and Newcastle. The planning, packing and the
300miles of the move were challenging at times... but the up and coming goal of running the
Great North Run was a welcome distraction.
We did lots of training together, the importance of Glenn’s routine and difficulty changing plans
at the last minute meant I needed a really, really good excuse to cancel our planned runs! So
this meant I was probably the fittest I’ve ever been and right on track with my training... that
was until I somehow managed to do some ligament damage to my foot 5 weeks before the
run (argh!). Then 2 weeks before we had an early morning phone call from Glenn asking if
we could take him to A&E as he went over on his ankle too! The following weeks were full of
intensive physiotherapy, ice packs, sensible shoes and crossed fingers.
Then all of a sudden it was the big race day, Glenn and I reminded each other what we
needed to take... race number, race chip, Vaseline etc. We started from near the back (thanks
to my estimated slow time) and soaked up the fantastic atmosphere of great human spirit at
the start line. It took us over half an hour to cross the start line, and as we kept an eye out
for celebrities we started our 13.1mile challenge. We got completely soaked by a badly timed
downpour just before crossing the Tyne Bridge, but the cheers and almost constant “oggy, oggy,
oggy” chants kept us going. I really can’t describe the atmosphere
between the crowd and the runners mile after mile after mile. It
definitely helped distract us from our aches, pains and tiredness!
As we came up to the final mile the feeling of achievement and
relief is overwhelming... this is where we ‘bumped into’ one of the
other 17 HDA runners out of 56,000 people. We looked out for
the friendly faces of my parents at the ‘800m to go’ mark and we
decided to finish in style with a sprint finish together. What a great
feeling to cross the finish line with Glenn and to overcome our
challenges that day. We finished in 2 hours 18 minutes and raised
over £800 for the HD Association (plus extra gift aid to top up the
total). We had a great day... although my arm hasn’t been twisted
into committing to 2014!!
Emma Burnip
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Carl Denton’s
Great North Run
I ran the Great North Run on the 15th September in
1:56:10 and came 12,352nd out of 56,000. Aching now
though, but glad I did it for Huntington’s.
Carl Denton

CBW V the M25 Charity Bike Ride
It was billed as the “greatest fight in history” with 14 riders
and 5 support crew from CBW endeavouring to cycle around
the M25 within 24 hours.
It did actually turn into a battle – but it was more against the weather
than the distance. The heavens opened up...and stayed open for the
entire 165 miles!
However, the team is now delighted to report that after...
• 2 encounters with the local constabulary
• 1 significant wrong turn
• 85 cups of tea
• 12 cans of red bull
• 16 packets of biscuits
• 0 casualties
• 195 miles by the support vehicles
• 169 miles by bike (yes, there was an unintentional
“detour”)
• 60 al fresco pee stops
• 15 bacon butties
• 6 veggie sausage butties
• 14 riders
• 1 midnight guest rider
• 5 support crew
• 14 bikes and 2 support vehicles
• 1 surprise box of Krispy Kreme doughnuts
• Too many hills to mention
• 1 send-off lunch from CBW
• 1 brilliant brunch to finish
.......they arrived back safely in Greenwich Park with
1.5 hours to spare.
The team raised over £7,500
for the Huntington’s Disease
Association. More photos are on
the CBW facebook page:
ht t ps://w w w.fac ebook.
com/carterbackerwinter
The CBW Team
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Kerry Tuck’s half marathon
I completed the half marathon in 2 hours 28
minutes, which I was pleased about as I have
never completed one before.
This was a great opportunity to raise money for a
good cause whilst also helping me to lose weight for
my wedding. So far I’ve raised just over £200 and am
hopeful to get more at the wedding.
My partner tested positive for HD gene last November
and we are determined to raise money for such a
good cause.
Kerry Tuck

Clare and Jo’s Great North Run
Well, we did it! We completed the Great North Run despite the heavy rain and
wind! Jo Hague and Clare Braithwaite are sisters whose Mum Helen has HD. Jo
is a seasoned marathon veteran but for Clare it was the first time that she had
stepped up from 10k to run a half marathon.
There should have been a group of us running but various injuries put paid to that. Clare
also suffered from shin splints earlier this year. However Jo and Clare got to the start line
and despite the forecast at the start it was dry. 56,000 people lined up and we headed off!
Highlights were; being on the Tyne Bridge when the Red Arrows went over, some fantastic
fancy dress, the fabulous atmosphere made even better by the locals out with jelly babies
and oranges and even beer! A couple of great star spots over the weekend
- Mo Farah ran past us on Saturday evening on his pre-race warm up and
at mile 12 as we called at the last water stop Tanni Grey Thompson was
volunteering giving out water. Then out of the 56,000 runners only 17 were
running for the HDA and a lovely lady who was one of them ran past us at
mile 8. So hello to her! And finally, the Red Arrows starting their display at
South Shields just as we finished.
Thanks to everyone who sponsored us and to Dorothy and Paul for the loan
of their beautiful flat. Clare has even said she might tackle another half but
it’s a definite no for the marathon!
Clare Braithwaite and Jo Hague

Steven Connolly’s Coast to Coast
During this gruelling 220 mile coast to coast walk with a 20kg pack I constantly had to remind myself why
I was doing it and the people I was helping. The event all took place due to the kindness and support of
the Terranova family.
It all started many years before when we moved from Liverpool to Cheltenham in 1995, I was just two years old at the
time and the Terranova’s lived just across the road. Our families quickly became friends and we would often go on trips or
days out together, there was one particular caravan holiday in Brittany when I saw Tony teaching my brother some basic
martial arts striking techniques. He didn’t know at the time but I was watching from the caravan window hoping he would
ask me to give it a go but the opportunity never arose.
Sure enough many years later Tony was running a martial arts club in my local village hall and it didn’t take long before
I turned up asking to join. Ever since that moment when I entered the club Tony, Jenny, Emma and Kelly have all been
brilliant to me helping me whenever they could, whether it was training based or not.
Around the time of me joining the club I found out about Jenny’s illness and have wanted to help in any way I could so
when the opportunity came around for me to do this walk I jumped at the chance. The walk took me from the west coast
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village of St Bees in Cumbria to Robin Hood’s Bay on the east coast of Yorkshire. There was steep climbing across the
Lake District and a levelling out through the North York moors and the rolling countryside of the Yorkshire Dales. My dad,
Ian Connolly, joined me for the first three days walking which was tougher than we expected; the steep climbs and rapid
descents really tested your knees, the scenery was outstanding which helped block out the exhaustion of yet another climb.
After a couple of days the pack was starting to wear down on my shoulders but the thought of all the good this would do
for Jenny and many other sufferers of Huntington’s disease kept me moving forward. After ten days of walking, one twisted
ankle and in need of a bath the walk was finally over and I have managed to raise around £320 to date.
I would like to thank all those people who supported me in this event and a big thank you to all who donated to the HDA.
Steven Connolly

Darren’s Potter’s Half Marathon
It is a tough course and I hit “the wall” a couple of
times and the one thing that got me through was
thinking of my dear friend Phil, who has HD, the rest
of my family trying to cope with the disease and all the
issues around it on a daily basis and feeling that a half
marathon isn’t really that hard at all.
Darren Wallace

Bristol Branch HDA & Macmillan
Cancer Support
My interest in HD is through my Mum, who was diagnosed with HD,
with no apparent family history, when genetic testing was introduced
in 1993. I am the eldest of three daughters and my sisters both have
two children, who were born before Mum was diagnosed. My interest
in Macmillan is through my Dad, who died from a brain tumour in Spain,
but had been really grateful to use the helpline service of Cancerbacup
in the UK, who later merged with Macmillan, to form Macmillan Cancer
Support.
My Mum and Dad met on Coronation Day in 1953. One of Dad’s friends was
the actor Trevor Bannister (Mr Lucas in “Are You Being Served”) and Dad had
arranged to meet one of Trevor’s “actress friends”, but went to the wrong bus stop! Lucky, lucky us!!
I was born in April 1955 to the best Mum, (who was only 17) and Dad anyone could ever have wanted, joined by my sisters,
Dee, born in 1960 and Mandie, in 1965.
As a first generation HD family we didn’t know what we were dealing with and learning about it, whilst watching Mum suffer,
was hard and heartbreaking for us all. Mum was the one who was absolutely brave, retained her spirit, treated it as an
inconvenience and never changed her lovely, generous nature or positive outlook on life.
Everyone knows the devastation that Huntington’s disease and cancer bring to sufferers and their families and I wanted to
help both causes, as much as I could. I became a volunteer for Macmillan in 2008, working in the office in Kingswood, then
became Treasurer and now Chair of the Bristol Branch of the HDA. Through both causes, I have met some great people,
who now get together for joint fundraising. We have been really fortunate to have the help of friends, plus facilities provided
by the United Reformed Church, Oldland Common and the United Reformed Church, Longwell Green, without whom we
could never have achieved such great results.
We have had various joint table top sales, but our main event was “Coffee and Cakes”, with stalls and a raffle, which raised
£151 for each charity. Robin Thomas did some absolutely brilliant posters to advertise the event, with great clip-art and
logos for both charities, raising the profile of HD in the process. A lot of hard work, but also a pleasure for us to know
that the money we raised is going to such worthwhile causes. Our HD / Macmillan plans for 2014 are in hand and we look
forward to making lots more money, whilst getting together with old friends and making new ones in the process!
Debbie Nicholl
Chair, Bristol Branch

29

Gareth Nicholls’s Fancy Dress Ride Out
Gareth Nicholls organised a
fancy dress motor bike ride out
and raised a fantastic amount
for the HDA!
Gareth Nicholls

Charity fancy dress walk from Johnstown
to Llangollen
We all met up at the New Inn at Johnstown at 10.30am, a few laughs were exchanged on what we were all
wearing by many passers-by, so without any more embarrassment we dished out badges and buckets, and
then set off 30 minutes later.
As we walked through Johnstown with our heads held high, we reached
Ruabon and stopped off at the Wynn Stay for a small drink. Following
that we marched through the rest of Ruabon and onto Cefn Mawr, many
people stopped in their cars and donated money to our fund.
When we reached Cefn Mawr we all decided to call in at the Jolly Masons
to quench our thirst and cheer up the locals.
After that we called into the Queens Hotel in Cefn Mawr, where the
landlord kindly put on a vast array of sandwiches and nibbles for everyone
free of charge. When we were all full up we gathered everyone together
and ploughed on to the Telford Inn, in Trevor. We were all still in great
morale at this time, after another 30 minute break in all we finished our
drinks and set off along the canal for 2.2 miles walk to The Sun in Trevor,
the surprised look on many holiday makers in their narrow boats were a
picture and couldn’t believe where we had come from and going to in one
day.
After that we continued back along the canal for another 2 miles until we
reached Llangollen. When we reached Llangollen we all went different
ways still dressed up in super hero, cowboy and Smurf outfits, so we could
cover all of Llangollen and not miss anything out.
The whole day was a great success, everyone really enjoyed themselves,
and we raised a grand total of £320 in the buckets.
I would like to say a big thank you to all the kind support and donations
from all the pubs, shops and the general public.
All proceeds will go to Huntington Disease Association Wrexham Branch.
Sion Davis
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Huntington’s Ball in Memory of
Nick Edwards
On the 23rd March the day had finally arrived of our Huntington’s Ball in
memory of Nick Edwards, who died on his 53rd Birthday. He would have been
60 on the 24th January and it felt only natural to hold this ball to celebrate
the life he had, as well as raising money and awareness in our community.
We awoke to snow but that did not deter the 130 guests that travelled that night, some
of whom had travelled from Georgia and Ireland. Nor did it deter the excitement from
everyone that evening, the 11 months of planning and a few sleepless nights were about
to pay off. The views of the downs which the Surrey National Golf Club look over were
completely magical.
After dinner and before the live band performed, the raffle and auction took place.
We could not have wished for better prizes and were completely shocked by the generosity given from local and national
businesses and friends and family. The prizes certainly paid off with the amount we raised in raffle tickets alone, plus the
ongoing bidding from our guests.
In total we raised £5400 which included the money we made on the night and donations made from people that wanted
to, but who could not attend.
The feedback we had from our guests was astonishing and from the many requests and the success of this ball we hope
to host another next year - and somehow we plan to top it!
Jane and Hannah Edwards

Maura Garrod’s Garden Party
Last year, in memory of my brother Brendan Shanahan who had HD, we
held a very successful ‘Cream Tea’ and Grand Draw in the garden…..in the
aftermath my husband, John, looked me straight in the eye and said those
immortal words “Never again”!
But following the devastating news earlier this year that Brendan’s daughter had tested
positive for HD and was symptomatic, combined with the fact that I am never one to
do as I am told, I promised to restrict numbers so once again we opened our garden
to family and friends, holding a cream tea with raffle and auction. Thanks again to
wonderful friends and family who gave their time freely, and the generosity of contacts
who donated some wonderful prizes we raised a magnificent £2,027.70 for the HDA.
I haven’t told my husband but next year I am thinking of having a garden open day!
Maura Garrod

This Christmas, you can buy gifts that give twice. Help to raise
money for us, every time you shop online and at no extra cost.
Please support the Huntington’s Disease Association:
www.giveasyoulive.com/join/hda just by shopping online this Christmas
This Christmas, you can buy gifts that give twice. Help to raise money for us, every time you shop online and at
no extra cost.
With Give as you Live, thousands of brands including Amazon, Play.com,
John Lewis and Expedia have signed up to donate a percentage of every
purchase you make online to us. All at no cost to you and at no cost to us.
Simply visit: www.giveasyoulive.com/join/hda and get started
with Give as you Live today!
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Robert Taylor’s Great Midlands Fun Run
Robert Taylor and his team took part in this
year’s Great Midlands Fun Run and raised a
fantastic £1,366.93 for the Association.
Robert Taylor

Jackie Anderson’s 3 Peak Challenge
There were 14 of us from work who started out to do the challenge – the team from work were raising
money for Tickled Pink and myself for Huntington’s. Travelling from Leeds on the Friday, we were split into
4 seven seater cars which gave us a bit of room to spread out in (required with 3 changes of clothes!).
Unfortunately we got the short straw as ours smelt of dog and the charger didn’t work, meaning we had no sat nav and
were unable to charge our phones. But it was all good as I couldn’t have asked for better company and we had a lot of
laughs throughout the highs and lows of the weekend.
We started to climb Ben Nevis at a very early 5.45am on Saturday morning to beautiful sunshine and a few clouds, which
was great as it had the best views of all 3 mountains. As we got near the top, it started to rain which was a bit of a theme
for the whole weekend. Then closer to the top there was snow. It was like being on a skiing holiday which I didn’t expect
in the middle of June! So we made it to the top and back down again. It was really busy because it was the longest day
and people (us included) had hoped that being June the weather would have been good. No such luck! My dad and Alison
very kindly came to meet me at the bottom and waited in the (by that time) torrential rain (thank you both!). A quick hug
and then we were all back in the cars to McDonalds to get changed in the smallest toilets in the world. I had to get out of
the wet clothes pretty sharp.
We then headed down to the Lakes to do Scafell Pike. Some of our group had got injured
at Ben Nevis and one of the leaders had stopped to help someone from another group
as she had been abandoned by her group. This meant we didn’t get down to Scafell until
around 7pm. The rain was chucking it down when we parked up, it was cold and grey and
we were all looking at each other with a face of ‘what on earth are we doing’! We finally
mustered up the energy and got out of the car. Once you’re wet, you’re wet so you just
have to embrace it. By this point we were down to 12 walkers. I had climbed Scafell as
one of my practise walks a few weeks earlier and for the people that came with me on it,
they will agree with me that the weather that weekend was bad. Well that was nothing
compared to what I was about to experience this weekend! The rain just kept on coming
down the whole way. I wasn’t too far from the top and I started to get chilly so my
colleague helped me take my fleece out of my bag. Then I tried to zip up my waterproof
jacket and after 3 attempts, I realised the zip had broken. My strap from my rucksack held
it together (just!) and then it started to hailstone (along with the sideways wind). I have
to say this was the lowest point for me of the whole trip. But I just kept thinking about
the money I had raised and I kept on going. Then it started to get dark so the whole way
down we had to wear head torches. At one point we managed to veer off the path. There
was no-one else around. Luckily our team leader went off and found the correct way. It
was a bit scary. Then we walked down with caution as the rocks were very slippery. Finally
we got to the bottom all frozen to the bone. We got changed in some horrible toilets with no lights which looked like they
hadn’t been cleaned for weeks and got back in the car. I fell asleep but it was about 12.30am at this point. We stopped at
some services on the way but I couldn’t get out the car....tiredness had taken over. Then our driver was feeling tired so I
chatted to him to keep him awake as we drove to Wales.
We got to Snowdon around 7am and heard from some of the other cars that people weren’t going to do the last one as it
was rainy and windy. My knees were hurting but I wasn’t going to give up now. So 9 of us started the walk up Snowden.
The weather at this point was pretty kind to us. Then as we got near the top, people coming back down were warning us
that once you get to the summit, the wind was about 90mph and it was rainy. OK this was bad but surely it couldn’t be as
bad as Scafell?! So I prepared myself for the worst and coming over the summit I thought I was going to get blown off the
top! My boss had to hold my hand at one point as I couldn’t stand up - embarrassing! My waterproof cover for my rucksack
blew clean away. My legs heavy, I walked as fast as I could and got to the top. I can’t begin to explain how happy I was
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at this point. I had done it! We were joking about getting the train back down from the summit but we had come this far,
we couldn’t do it! So we started to walk back down, trying to ignore the pain in my knees and the rain which decided to
join us all the way back to the car.
Once I’d got changed I got myself back in the car and fell asleep again. Feeling very delirious from about 7 hours sleep
over 2 nights, I think my experience at festivals helped me massively along with my gym instructor making me do interval
training and doing the evil big step machine.
So now 2 days on my legs are starting to feel better and I managed a Pilates class today which was good. I am still very
tired so I am hoping that this account of our experiences makes sense!
Thank you to everyone who gave me support on Facebook or by email or texts. I couldn’t have done it without you.
Jackie Anderson

Lee Melin’s John O’Groats to
Land’s End Cycle
In September this year myself, my wife Lisa and friends Sarah Bell, Steve
Daniel and Dave Smith set off on a 2 week cycle ride from Land’s End to
John O’Groats in aid of the Huntington’s Disease Association.
The challenge was a personal one for me as I was diagnosed with the illness in
2001 and I wanted to do something positive to help raise awareness for a disease
not a lot of people seem to know about or understand. Before setting off we
set up a Facebook page and a charity account, never really sure what kind of a
response we would get. To say I was overwhelmed by people’s support would be
an understatement.
We have had over 200 likes on our page and have, so far, raised over £6,000. £300
was by having a Smarties challenge in which friends and family filled empty Smartie
tubes with 20 pence piece’s and we also raised over £700 by holding a quiz night the
day after our return from John O’Groats.
The ride itself wasn’t easy, especially for me once tiredness set in. We biked an
average of 70 miles per day and all of us suffered with some kind of bike troubles
along the way. We had a few crashes and the weather at times was awful. But what
kept us going was the response from our followers on Facebook and the power of
their support. Everyday their words of encouragement, their liking our posts (which
we put on each night) was enough to let us know we were being thought of and
being wished all the luck in the world. Their generosity made it easy to get up in
the mornings, no matter how tired we were feeling, to push ourselves to our limits.
They were with us every step of the way. It makes me proud to have been involved
in such a challenge, proud of my team, proud of our followers and proud of myself.
Lee Melin

John Roche’s 70th Birthday
On Friday June 14th 2013 John and Susan Roche invited
friends and family to a party to celebrate John’s 70th. John,
instead of presents, kindly requested people to donate to
HDA. Everyone was so generous and over £270 was raised.
It was a fun night with lots of music, dancing and laughter.
A big thanks to John, have a happy and healthy 70th year!
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John Yelland’s Ironman Challenge
It was dark and damp when I awoke and went to transition at 5am on Sunday
the 8th September. This was the day, the culmination of over twelve months
of hard training for Ironman Wales in Tenby. I had signed up for the event a
year earlier as the next event in my efforts to raise money for the Huntington’s
Disease Association. I had previously raised £3000 in two events and this time
I wanted to really test myself and set the goal of raising £5000 for this event,
although I never actually thought I would get near to that amount.
When I signed up for the event I couldn’t swim more than 25m front crawl without a rest
and I didn’t have a bike. The running, that was the easy part, or so I thought. I started
training by riding my old mountain bike and spending lots of time in the pool gradually
building up my distances, I didn’t have a wetsuit so I couldn’t go in the sea but I did need
one and soon. I had an idea! I have a good friend who owns Snugg Wetsuits in Newquay
and I approached them to enquire about a sponsored triathlon wetsuit and they amazingly
said yes and made me a custom made suit worth in the region of £700. Snugg also lent
me an old road bike which I started training on. This gave me the idea that I could ask
companies to support my efforts either with financial backing or by donating kit that I could
use for training and races, or that I could sell to raise funds for the charity.
I started off by contacting sports companies who are associated with triathlon and then started contacting any company
I could think of and I started to receive successes. I received kit for training from a company called TYR and a donation
of £50 from Dyson vacuum cleaners. This gave me hope and I increased my efforts and I received all sorts of items that
I could use or sell including a bike from Pinnacle Bikes and items from companies like Nokia, Speedo, Tag Heuer, Ted
Baker and K-Swiss to name a few. Over the year I have contacted over 1600 companies and have had a massive return
on my requests, I have also had a lot of companies who just haven’t responded to me. This, as you can imagine took a
considerable amount of time and I spent endless hours emailing and on the phone but it was well worth it in the end.
In the meantime the training was going pretty well, I had competed in my first sprint distance triathlon and came 10th
which was great but I had to keep increasing my distances to be able to achieve a finish in an Ironman event. The distances
involved are a 2.4 mile open water swim, a 112 mile cycle and a 26.2 mile run to finish. The training became harder and
longer as the winter months turned into spring and then summer. I was spending hours in the water, cycling or running,
so much so that my wife and children forgot what I looked like. I could be out cycling for up to seven hours as a training
ride whilst juggling a full time job, fundraising and being a husband and father, but I was getting there. To help with the
fundraising I spent six hours on a bike in Tesco and raised a brilliant £250, I was trying anything I could to raise the money.
In summer 2013 I raced in a number of different races (Triathlon and running) to prepare for Ironman Wales which all went
really well but I didn’t do as many as I would have liked as I couldn’t enter them all, it was costing me a small fortune in
the races I did enter. With all the items I was receiving from companies I had contacted I decided to try and organise an
auction night to sell the items that I had. This took place on October the 25th at the Trenython Manor in Fowey, Cornwall.
So, to the big day, at 06:45am the 1677 athletes walked, in their wetsuits the 1km through
the crowded streets of Tenby to the sea for the 7am start. I was very nervous, my heart was
thumping out of my chest and when the gun went I ran into the water with everyone else,
no time to think, just go. I was expecting to do the swim in about 90 minutes but after 1hr
12 minutes of being kicked and elbowed I emerged from the water and I was ecstatic with
my start, I took off my wetsuit and ran back to transition to get my bike. The bike started
really well and in no time we were 30 miles in but then reality struck when I saw an accident
which resulted in two guys being airlifted to hospital on spinal boards, this slowed me down
a little and made me take a little more care in the driving wind and rain. The bike was two
loops, one 67 miles long and one at 45 miles. At the end of both laps we went through a
town called Saundersfoot were the crowds were amazing. I have to admit that the second
lap was very hard and I couldn’t wait to get off the bike, my back and shoulders were killing
me but the relief was welcome when I came into Tenby and towards transition 2. I was
surprised by how many athletes were already on the run stage but I finished the bike section
in 6 hours and 43 minutes, a little slower than I had hoped but I was just happy to be back
in Tenby and the sun was now shining.
In transition I changed out of my wet clothes and put on my running kit, I ate as much as I could and set off for the
marathon. I hadn’t realised how hilly the course was and I ran the first of the four laps but as the time went on I started
to walk small sections of the course, the pain in my thighs was like having someone stick knives in with every step but the
thousands of people who lined the route kept me going and I thanked everyone for their support. Seeing my family and
friends at each loop through the town gave me that extra boost to keep going even though my body wanted to stop but
I completed lap after lap.
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On the last lap I was down to my last dregs of energy but clapped all the supporters around the course and at just after
20:00 I approached the finish and as I ran up to the finish, high fiving everyone along the way and carrying the Cornish
flag I didn’t know if I should smile or cry. The best thing about Ironman is that as you cross the line the announcer who
is there all day says “John, You are an Ironman” which is amazing! And in a pretty reasonable time of 13 hours 9 minutes,
making me 580th out of the 1677 athletes, I had completed what I had set out to do. What was even better was that on
the day of the event I also passed the £4000 raised mark.
Hopefully, by the time you read this we will have passed our £5000 target. I would like to thank everyone who has
supported me over the last 12 months including my friends who came the 271 miles to Tenby for the day to cheer me on.
Most of all I want to thank my wife and our kids for putting up with my training for twelve months.
John Yelland

Katie Mann’s Skydive
The skydive was an amazing
experience and like nothing I’ve
ever done before. I was so proud to
be doing something to raise money
for Huntington’s disease and I look
forward to doing lots more events for
the cause.
Katie Mann

Owen Rowley’s Killer Mile
On the 9th May Owen Rowley competed against runners
who were eight years older than him in a killer mile!
The event sees runners tackle the 1:3 gradient hill to Mow Cop
Castle.
He took part in the event as his Grandmother was diagnosed with
Huntington’s disease fifteen years ago. Owen has raised £350 for
the Association.
Owen Rowley

Lauren Williams’s Cake Stall
This photo is of me, my mum and dad, and my sister’s best
friend.
Even though I only had 2 weeks to arrange this raffle and stall at a
festival in Exmouth, we raised £418. I am so thankful for the help and
support that was given to me from the Association, as well as from
the Devon Branch, as I know it wouldn’t have been possible on my
own. We decided to split the money that was raised between both the
Devon Branch and the HDA. I am very much looking forward to my
next fundraising event!
Lauren Williams
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Michelle and James Dunbar’s Liverpool
Half Marathon
We both wanted to raise money for HD, to show
our support for our friend, and others with the
disease. Running the Half Marathon was daunting
at first, but with commitment and knowing that
the reason we were doing it was for a cause close
to our hearts, made it all the more worthwhile.
The fundraising was easy, we just set up a Just Giving
page online, so people could donate. The HDA provided
us with sponsor forms, which we took into the workplace;
they also provided us with running vests for the big race.
When we had completed the half marathon, we both felt
such a great sense of achievement. Kerry, our close friend
who has the disease, was so proud and delighted we had
taken part.
We raised £305 online and £273 on the sponsor forms. All of this will go towards helping find a cure,
or even just providing the support and advice for people who are affected by the disease. It was a
great experience; the atmosphere on the day was amazing! Why not give it a go!
Michelle and James Dunbar

Paul and Danny’s London to
Brighton Challenge
Myself and Danny Corr finished the London to Brighton Challenge in around 32 hours.
We raised £2,257.27 for the HDA.
Paul Sachdev

David Watson, Mayor of Saffron Walden
It has been an amazing year, being Mayor and Mayoress of
Saffron Walden…..
We decided early on to create as many opportunities as possible to raise funds and
awareness for the Mayor’s Charity Appeal 2012/13, and this resulted in producing
a huge amount of support from local people who contributed, in so many ways,
to making each event a success. At the end of our year in excess of £11,000 had
been raised for the two charities, Saffron Walden Riding for the Disabled and the
Huntington’s Disease Association.
We have had a lot of help with our fundraising efforts from the Riding for the
Disabled volunteers and the Diamonds; without their presence at almost every
event it would have been very difficult to have arranged and manned many of the events. Our Town clerk and his team
have helped us in so many ways, as have our Tourist Information Centre who promoted and helped organise a couple of
the fundraisers.
Cambridge News

Our first event was held on Saffron Walden Common, in July, 2012. A group of local fitness instructors came together to
offer group taster sessions of Tai Chi, Yoga, Pilates, Nordic Walking, Gym workout routines, Jazzercise and Zumba. Our
local scouts helped us to erect marquees, and some local traders set up refreshment stalls. We made £150, but generated
a lot of goodwill and awareness.
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We were very fortunate, for our second event, to have the kind support of Martin Palmer, author, conservationist and BBC
presenter. Martin hosted a “Sacred Sites” tour of Saffron Walden for us, in early September. During the evening he revealed
many interesting facts about the town’s history. It proved to be fascinating, and Martin was an enthralling host. Thanks to
his generosity, our funds were boosted by £225.
One of our most successful fundraising events was the Fashion Show that took place in October of last year. Having never
previously been involved in organising such an event, we were lucky to have the support of Sara and Bob Eastham, a
former Mayor and Mayoress, who luckily already had some expertise in stage management, producing and compering.
Local retailers were happy to participate and provide models, others gave generous prizes and some of our friends and
town council staff kindly stepped up onto the stage to be models for the first time in their lives. All the models were
offered hair dos and makeup from salons in the town, and goody bags were donated for the audience. Bob’s theatrical
team constructed a catwalk, and it was a great delight to see so many wonderful people coming together to create such a
thoroughly entertaining and fun evening which raised in excess of £2000.
The fashion show was a test of courage and conviction, as about half the tickets sold (it ended up being a full house) were
bought at the very last minute, on the night!
In October, we organised a Mind Body Spirit Event at the Town Hall. There were 28 exhibitors/therapists present, offering
advice, sample treatments and products to purchase. There were workshops available and also a café selling superfoods
and drinks. Each exhibitor hired floor space for the day, and there was a steady flow of fee paying visitors who were pleased
to find out more about the various relaxation techniques, methods of keeping fit and complementary therapies. Altogether
we raised in excess of £1600 and generated a lot of interest in healthy life choices.
Joseph Barnes, our local wine merchants, hosted a superb wine tasting and tapas evening for us in November. This event
was well attended and a great experience. The menu was delicious and cleverly combined with exquisite wine to taste; and
boosted the charity funds by just over £600.
In the same month we also organised a Ladies’ Pamper Evening. Unfortunately it was the first cold spell of the winter and
very few people ventured out. Nevertheless thanks to the generosity of all the participants, including Salon Le Mirage, who
provided three therapists, we managed to make in excess of £300.
Bob Eastham and Sara hosted a Quiz Night in March 2013, for the charities which generated a further £340. It was a very
tough brain teasing quiz, and we learned a lot that night! And to lighten the mood, former Radio Luxembourg DJ , Mark
Wesley, offered his support by helping out as a quiz master.
Our finale for the year was the Charity Ball, in May. Eighty tickets were sold, and the event generated just over £2000,
including raffle takings. We were lucky to have brilliant caterers and the talented “Hit ‘n’ Run” to entertain us. Great fun
was had by all, and it was a lovely send off for us to be able to share the evening with so many friends, family and other
significant supporters during our fundraising year.
We have had such a lot of help from many groups and individuals who have felt inspired to donate to the charities. St
Mary’s Church gave over £1000 by donating the collections from the Mayor Making Service and the two special “donate a
Christmas present” services which were held on Christmas Eve. These involved the Mayor and Mayoress in full ceremonial
regalia being given presents by local children which were then passed on to children in less fortunate circumstances. Our
local Saffron Walden Arts Trust donated in the region of £500. The Perpetual Choirs hosted a charity concert and gave us
half of their takings, and local market stall holder “Planet of the Crepes”, donated a day’s profits to the fund also.
We are indebted to the kind hearted people of Saffron Walden who have helped to make our mayoral yearly utterly
memorable and financially successful.
David Watson
Mayor of Saffron Walden

Millstream’s Sponsored Walk
At Millstream we have been planning to
do a sponsored walk to raise money for
the Huntington`s Disease Association.
The event was on the 23rd August at
10.00am. The walk went really well and
raised £467. We are planning to do more
sponsored events in the future.
Claire Woodward
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Nicole Vaughan and Barry Major’s Skydive
We did this event for the HDA and the Cavernoma
Alliance UK. The HDA was chosen in memory of my
niece Shawnee, who passed away from the juvenile
form at 5 years old, and my 22 year old niece who now
has the juvenile form too, their dad is currently being
cared for in a home with the disease.
The dive was the scariest thing I have ever encountered but
nothing compared to the courage that individuals and family
members have to find to deal with this condition.
So far, my JustGiving page has a balance of £819.00 with gift
aid at £187.75. Barry has a pending amount for both charities of
£974. Barry has insisted on paying for his own jump so that all
the money can reach the charities directly, he has also worked
hard trying to get the amount he has and I am very proud of
him!
We hope our fund raising helps the HDA in some small way, the work you do is priceless.
Nicole Vaughan and Barry Major

Lana Clayton’s Plymouth 10k 2013
19 year old Lana Clayton completed the Plymouth Half Marathon on Sunday 28th April
2013 in the time of 2 hours, 8 minutes and 10 seconds, raising over £180 for the HDA.
Lana Clayton

Race for Life 2013
Doreen Curno is the reason we ran the Race for Life. Doreen and her husband
Martin were really good friends with David and Jackie McDonagh because
Doreen worked with Jackie for many years. From being friends with them
and seeing how HD effected their family and what they have all been through,
she got involved with the Southend Branch of HDA and was often helping at
fundraisers, holding rehearsals for music nights at her house and she used to
donate lots of things for them to sell as well.
Doreen a few years ago had part of her lung removed as they found some cancer cells.
From that point on she was never very well and was very breathless all the time but still
she kept going and I don’t think any of us really knew how much pain she was in. After a
long time of being ill and doctors not being able to precisely say the cancer had returned,
it was too late and treatment for the reoccurrence made her very ill. Tragically Doreen
died of lung cancer on Easter Sunday last year and it has been a huge loss to all that
know her especially her family and David and Jackie. Even through her illness though
she still helped with the HD charity events whenever she could and helping Jackie with
the catering.
Basically I started to put together a team to run in memory of Doreen which started
with me, Jackie and Olive (another of Doreen’s friends and work colleague) to run
the Race for Life as it is a very poignant gesture against cancer and a great team
event. Then when I told Doreen’s husband Martin he said their daughter Hayley may be
interested too so it then started the ball rolling with getting everyone together to form
a team which finally consisted of 11 people. We asked Martin who he thought Doreen
would want us to donate our money to and straight away the answer was HD so it was
with his blessing we did this.
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The theme for the race was pink and we all wore our HDA wrist bands as well. It was
a great team effort on the day and there were lots of photos taken before and after
the race. It was very emotional for Doreen’s family who came to support us and her
daughter running the race. We have had a remarkable response since running the race
which has now doubled the group target of £2000.
Julia White

Rachel Sanders’ Wirral Walk
My friend and I signed up for the annual Wirral Coastal Walk
which is a 15 mile walk (although you can drop off early!) from
Seacombe Ferry, Wirral, to Thurstaston Community Centre.
We were lucky to have great weather - sunny and dry but not too hot!
The route around the Wirral Peninsula treated us to some great views
which made the walk all the more enjoyable. Walking along the coastline
also meant we had a great variety of terrain, including sandy beaches
which was fun as it mixed things up a bit - there’s nothing worse than
walking constantly on concrete! The walk took us just over 4 hours to
complete, by which time we were ready for an ice cream! The jelly babies
we nibbled throughout the 15 miles kept us going, but not as much as the
banter and giggles we had - it must have been the sea air! We had a fab
time and would definitely do it again.
Rachel Sanders

Rachel Taylor RideLondon
The cycle was actually great fun (apart from Leith Hill at 55
miles - the highest point in Surrey and didn’t I know it!).
Our actual cycling time was about 6hrs 20 but we took full advantage
of the stops too which added a bit of time on. We managed to avoid
the temptation of the lovely pubs we passed though!!
It was a great event - extremely well organised - and I think Boris
Johnson is really keen for it to become an annual thing.
Rachel Taylor

Rich Watson’s 5K Daily Challenge
In 2012 my father-in-law, Steve, was diagnosed with HD and more recently my wife,
Nicola also tested positive. I decided that I wanted to do something to raise not only
money to support the Huntington’s Disease Association but also to raise awareness of
HD, so on 9th February 2013 I started a personal charity challenge.
The challenge was to run, walk or cycle at least 5km every day for 100 days without a day off.
I’m no athlete so this was a real challenge for me. What it actually turned into was an average
of over 10km per day without missing a single day. On 19th May 2013 I completed the challenge
covering 1017km in 100 days. My target was to raise £1000 but by the end of the challenge we had
smashed this reaching £1405 plus £314.77 in gift aid. This was way beyond what I ever thought I
could achieve.
Finding out we have this awful disease in our family has turned our worlds upside down, but I really
do believe that it is a matter of when, not if, the cure for HD is found. I’m happy I’ve been able to do a little bit to help
that and to support the great work being done by the Huntington’s Disease Association. I’ve also got to know a lot of new
people through the HD community and understand how important it is to keep going.
This is only the very start. Inspired by what I achieved and by the people I’ve got to know a little about I’m already planning
and training for the next challenge. Starting on 1st October I began walking, running, cycling, rowing, crawling...... pretty
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much anything to cover as many km’s as I can. The actual challenge is to see how quickly into 2014 I can cover 2014km’s.
Please have a look at my ‘Just Giving’ page to follow my progress - www.justgiving.com/Richs2014HDchallenge. I’ve set a
challenging target of £2014 so let’s see how close we can get.
Rich Watson

Heather Schofield and Vanessa Grimsley’s
Rossendale Triathlon
The triathlon went well with both of us achieving our
P.B.’s. It was the first triathlon we have done and we
started training in February.
The day could not have gone any better; the weather was great,
dry, warm but not too hot. Vanessa set off first at 9:31 and I
followed at 9:51. Vanessa was 224th with a total time of 1:51:40
and I was 233rd with a total time of 2:00:16. We both got round
in one piece with a huge smile on our faces!
Heather Schofield and Vanessa Grimsley

The Rottingdean Patchwork Girls
Nestled in the rolling downs of Sussex is the beautiful village of Rottingdean.
Famous for its writers and artists, each year we celebrate with a Village Fair and this year
the newly formed Patchwork Girls decided to take a stall.
Our aim was to raise as much money as we could for Huntington’s.
The Patchwork Girls is a small group of keen quilters who will never be truly termed ‘girls’
ever again. We meet weekly and make patchwork items to sell for charity. This year,
because my darling son-in-law suffers from Huntington’s disease, I suggested we make
and sell our patchwork for Huntington’s at the Village Fair.
The six of us made a patchwork quilt which we raffled. Everyone joined in the fun. Cot quilts, aprons, bags and coasters,
tea cosies, buntings, tablecloths and pin cushions. You name it, we quilted it. And joyfully the final figure we raised was
£403.30.
A wonderful day for the Patchwork Girls and a great result for this special charity.
Mary Deacon
Rottingdean Patchwork Girls

Shaun Watkins-Wilson’s Southport 10k
Myself and Matty completed the run in an 1 hour 5 mins. So far we have
raised £594.32 for the Huntington’s Disease Association.
Shaun Watkins-Wilson

Sports Day Fundraiser
Our friend, Mum, beloved daughter Claire Lois Johnson sadly passed away in April of this year; she had
Huntington’s disease.
The vibrant, life loving mother and daughter who always tried to make the most of whatever came her way will be greatly
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missed by us all. After a sudden illness and a short stay in hospital, Claire sadly was
taken from us, although peacefully.
Because of this we decided to take positive action by holding a charity fund raising
event funded and hosted by Astins Ltd at Crawley Football Club. We held a sports day,
a raffle an auction and a tombola which raised a huge amount of money; £4192.00, due
to everyone’s overwhelming generosity and kindness.
We are very proud to celebrate Claire’s life in a manor she would have thoroughly
enjoyed and at the same time raise so much money to support the Huntington’s
Disease Association.
Jennifer, Josh Joe & Alfie

Suzy and Richy’s Yorkshire Three Peaks
Challenge
We Completed the challenge in 13 hours
and 45 minutes, not bad for a novice as the
weather was appalling.
The challenge itself is to complete a circular route,
a distance of approximatley 25 miles, climbing
3 peaks of the Yorkshire Dales; Pen-y-Ghent,
2276ft, Whernside 2414ft and Ingleborough 2372ft
descending to around 820ft between peaks.
Suzy Cox

Rachel Scanlon’s Thames Path Challenge
On September 14th I took part in the 50km Thames Path Challenge.
This is a walk going from Putney to Runnymede, along the Thames. I wanted to support the HDA
in honour of a friend of mine who has Huntington’s disease, and whom I have known since before
he was diagnosed. The whole walk took 9 ½ hours, including short breaks. It was a fantastic
experience and I am thrilled to have been able to contribute to the charity in this way.
Huge thanks to Hannah at HDA for all the support.
Rachel Scanlon

Jessica Jones‘s Tough Mudder South West
On Saturday 21st September Jessica Jones, Daryl
Jones, Karla Lincoln & Emma Quigley all took part
in Tough Mudder South West in order to raise some
funds for both the HDA and Help for Heroes.
Tough Mudder is a hard-core 12 mile-long obstacle
course designed by the Special Forces which tests your
all around strength stamina, metal grit, and camaraderie.
The obstacles are very challenging and included running
through electric wires (electric shock therapy), crawling
under barbed wire (kiss the mud), jumping into ice cold water (arctic enema) and many more
cleverly named obstacles.
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All four of them successfully completed
the event and had great fun doing it. They
passed through every obstacle and of course
got very muddy! They are very proud of
their achievement and are thankful for all
donations they received.
Jessica Jones

West Highland’s Way Walk
Fiona and her team took part in a walk across the West Highland Way, and
raised over £700 for the HDA.
Fiona Watmore

Wigan 10K
Ian took part in the Wigan
10K and ran the course in
55:57 mins and raised £210
before gift aid.
Ian Cottrell

The Wolf Run
Helen Boddy and team took part in the Wolf Run to raise funds and
awareness for the HDA. Helen has raised £572.99.
Helen Boddy
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Branch Update
Introduction from Becky Davis
It is encouraging to see so many of our branches and support groups in this
edition of the newsletter, sharing their news with us.
Our South West Regional Branch & Support Group Events, which took place in
Bristol and Exeter in July, were hugely successful and I’d like to take this opportunity
to thank the groups who attended and for their valuable input at each event.
This year’s AGM and Family Conference had to be one of the best yet! It was great to see so many of you
there. Thank you to everyone who attended the World Café workshop on the Friday afternoon, at which
many ideas and suggestions for the future development of the HDA were harvested.
Thank you also to David McDonagh and Pat Nelson from the Southend Branch for running the branch
workshop on the Sunday morning of the AGM weekend. Your talk was so inspirational and it generated a lot
of enthusiasm amongst the attendees.
If you are not already involved with your local group, it is a great way to get in touch with people 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 merry Christmas and a happy and peaceful New
Year. I look forward to continuing our work in 2014.
Becky Davis
Branch Support and Development Co-ordinator
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Branches and
Support groups of the HDA
Anglesey & Gwynedd/Grwp
Cymorth Mon
Bristol
Chelmsford & District
Colchester & District
Cornwall
Cumbria
Devon
Dorset
Easington & District
Gloucestershire
Hampshire

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

Branches
Herts, Beds & Bucks

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

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

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

Plymouth
Pontypool
South West 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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Anglesey/Môn & Gwynedd Branch
The past 6 months have continued to be busy in North Wales and we have
welcomed new members to our Branch.
The meetings are held on the last Thursday of each month, some being social events while
others include visits from professionals delivering interesting and informative talks.
Our fundraising has been successful during the summer months. On the 1st June Mr Arthur
Roberts kindly organised a Charity Golf Day at Rhos on Sea Golf Club and raised £950.
On the 8th June, for Awareness Week, our RCA, Alwena Potter, organised a well attended
Zumbathon. This event proved to be fun and orientated our young carers. We raised
£1088. We are hoping that both these events will be held again next year, bigger and
better.
On the 15th September we had a fundraising sponsored walk from Chirk to Llangollen. The
small team of dedicated walkers raised an amazing £1,500.
We will be having our usual Christmas meal and other plans are in the pipeline such as a
quiz night and our first Branch Open Day is to be held in spring 2014.
The branch now has a new website: hdanorthwalesbranch.org.uk and also links to Facebook and Twitter. All our
meetings/events can be viewed on this website.
I would like to thank our Branch Secretary Lyn and our Treasurer Gwenda who orchestrate the work of the branch with
enthusiasm, dedication and enormous goodwill.
Trevor Jones
Chair

Bristol Branch
Body Shop Party, Cabot Court
We normally arrange a skittles evening for June, but in the process of deciding whether it
would be skittles or ten pin bowling, we decided to have a “Body Shop” Party at McCarthy
Stones Cabot Court, Longwell Green! The event was organised by Penny Beresford-Smith
and Heather Thomas, who invited the residents of Cabot Court to join us. We all enjoyed
“nibbles” and a glass of “Pimms”, whilst raising £121 from sales profits and £35 from a
raffle! Brilliant!
HDA / Macmillan Cancer Support
On the morning of Saturday 29 June, the two charities combined with friends, to provide a
“Coffee and Cakes” event at Oldland Common, United Reformed Church. We raised over
£300 between the Charities, which also included the sale of books, bric-a-brac, charity
merchandise and a raffle. We all work really well together as a team and have lots of
table top and similar events planned for the future. For more information about this
event and the story behind it, please see the Fundraising section of the newsletter.
Co-Op Carer’s Cash
Heather Thomas managed to secure a donation of £300 from the Co-Op for carers to
have a treat for themselves. We tried hard to organise something for those in our Group
who would benefit, but circumstances made it difficult for people to take advantage of the
opportunity. As an alternative, Heather arranged a coach trip to Clevedon on Sunday 1st
September, which was a great outing for everyone who took part.
Bristol Branch Lottery
In 2012, the Bristol Branch Committee decided to start a lottery, where participants paid
£1 per month for each number, with the chance of winning money for themselves and
making money for HDA, in the process. At our AGM in April, Shirley Bignell, RCA for Bath,
Somerset and Weston-Super-Mare, who had come along to help explain the changes
in DLA, mentioned that the Somerset Branch had been running a “100 Club” for many
years and needed someone to take it over from Pat Goffron, who wanted to take a break.
From July, we have been running the “100 Club”, on behalf of Somerset, adding to the list with Bristol Branch members for
August – December 2013.
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From 1 January 2014, we will run the “100 Club” lottery, with separate numbers for each area.
Somerset numbers currently incorporate people who live in Devon and Cornwall, so if anyone
in those areas want to take part, please let me know, along with any people in Somerset, who
want to be added to the list for that area.
The principle of the Lottery is that people choose a number/numbers between 1 and 100
and these are entered into a monthly draw, which takes place on 1st of each month. Each
number costs £1 per month (£12 per year, payable in advance). This money is divided 50-50
between prize money and Branch funds (e.g. if we have 100 people taking part, the Branch will get £50 and prize money
of £50 will be shared between three winners at £25 for 1st, £17 for 2nd and £8 for 3rd, reducing on a proportionate basis,
depending on the level of interest in the scheme).
The more people we get taking part, the more we will be able to help local families affected by HD. If you are interested
in finding out more information or getting involved for 2014, please give me a ring on 01179 610327.
Christmas Party 2013: This will take place on Sunday 1 December and will include a two-course Christmas Lunch.
2014: For 2014, we have lots of social and fundraising events planned. There will be another “Bristol Branch Getaway
Weekend” to Weymouth in the spring, a Greek Evening in Keynsham in June, a Treasure Hunt, an “Auction Night” at Bitton
Football Club in September and the Christmas Party in December. Lots of other exciting things will be happening too, so
please keep an eye on the Bristol Branch website for details: www.hdabristol.org.uk
Thank you so much to everyone who has helped and supported us throughout 2013 and we look forward to
seeing everyone again in 2014.
Debbie Nicholl
Chair and Treasurer

Chelmsford Branch

The Branch sends greetings to everybody in the HDA and hopes you had a good summer.
Our first and most important announcement is that we are now having a daytime meeting as well as our usual evening
meeting. It is held every 3rd Wednesday of the month from 11am to 1pm at Broomfield Community Centre, Main Road,
Broomfield Chelmsford CM1 7AH, and is organised by our new Chairperson, Vicky Delicata.
Our Chairman of many years Peter McAllister retired in order to spend time with his wife Jeanetta. We would like to thank
Peter for all his work over the years for the branch and wish him and Jeanetta well.
Claire Flood & Kevin Roberts were re-elected as our Treasurer and Secretary. We have decided to invite speakers to our
Branch from time to time. The first of these speakers was Sandy Gillert who does Zumba, Tai Chi relaxation and general
fitness at the Southend Branch. Sandy gave a talk on maintaining general fitness and exercise for HD sufferers (and their
carer’s) which was well received. We plan to have Sandy back at some time and will also have members of the Southend
Branch coming to talk about their prize winning allotment, probably at one of our daytime meetings.
RCA Alison Heavey arranged a viewing at one of Dr Ed Wild’s talks on HD research which was also well received.
Members of the Branch ran a second hand bookstall at the Stock Donkey Derby and we have a permanent stall at The
Olive Grove Café in The View Garden Centre at Rawreth, Essex. We would like to thank Francesca and Damiena Ballerini
of the Olive Grove for their support.
We also plan to hold another quiz night at our local, “The Tulip”, on 16th November 2013. Special thanks to Martin and all
the staff at the Tulip who always make us welcome.
Donations to the Branch are at an all-time high, with special thanks going to Lorna Beadle–Marchant who asked for
donations instead of presents at her birthday party, and Michelle Garwood of Olive Grove Café, who successfully ran a
half marathon for us. Brentwood Lions and Brentwood Rotary have also been generous to us and as a result, we have
purchased some garden furniture for the residents and relatives at Amber Lodge; the HD home in Colchester.
Deborah Goodman, the daughter of our founder member Heather Pratten, has had her book “Hummingbird”, about her
experience with HD published as an e-book on Amazon. Hardback copies are also available.
NB: We still have our evening meeting every 1st 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
9.00 till closing time!

Once again thank you to The Lawns for letting us use their dining room.
Best Wishes from the Chelmsford Branch.
Kevin Roberts
Secretary
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Please contact for more information
Kevin Roberts: 07780 700838
roberts.kevin3@talktalk.net
Vicky Delicata: 07903 912316
victoriadelicata@hotmail.com

Cumbria Branch

At last a Cumbrian summer with a fair bit of sunshine. This has made our social activities
that bit better.
We must congratulate Jill Thomson for yet another London Marathon under her belt.
In June, the Sunday before Awareness Week we held our annual cruise on the Steam Yacht Gondola.
This gives our members an evening relaxing while Gondola silently glides around Coniston Water.
We take the opportunity to invite some of our supporters to join us so we can let them know what
the Branch tries to do for local people affected by HD and their families. We were pleased to welcome the president and
members of the Keswick to Barrow Walk Committee who have been awarding the Branch grants for many years.
In September our stalwart members from the north of our area gathered at the immediate past Branch Secretary’s house
for a barbeque and chance to catch up on each other’s news.
We have held two support meetings in Barrow for informal exchanges of their experiences; Theresa Westhead our RCA
was able to attend one of these.
Two local Rotary Clubs welcomed our Chair to give them a talk on living with HD. Theresa Westhead was able to accompany
him to one of the Clubs and as a result of an IT failure was dropped into the deep end and gave an off the cuff explanation
of the disease.
Dennis Whittaker
Branch Chair

Dorset Branch

Our branch is happily thriving at the moment! We have several new members and meetings
are a real buzz. We are not doing anything special just being there consistently when
people want to dip in and out.
We have informal meetings in a church hall and then pub lunches and social
events on the alternate months. We have had several donations recently from
members fundraising and in memory of two members who sadly passed away.
We have been able to help many local families with welfare grants. Gaynor and I and four friends
are swimming in the sea on Christmas day (without wetsuits) to raise funds for our branch. http://
uk.virginmoneygiving.com/HDADorsetbranch
Our Facebook page is proving to be a great way of keeping in touch and we would recommend other branches setting one
up. https://www.facebook.com/HuntingtonsDiseaseAssociationDorsetBranch
My advice to any branches struggling is hang on in there and keep doing what you are doing. We had 2 years + of meetings
where sometimes no one turned up but it’s normal to have peaks and troughs and it does get better!
A big thank you to our RCA Ann Pathmanaban who works so hard to support our local families.
The highlight of our year was Hedley Thomas 90th birthday party. He founded the branch after losing his wife to HD and
he was an inspiration to us all. Sadly, Hedley passed away on 19th November at home. He will be greatly missed and our
thoughts are with his family.
Emma Devekey
Secretary

Hampshire Branch
Hello from Hampshire and the Isle of Wight!
The Hampshire Branch have been busy over the last few months.
Besides the regular Branch and Carers meetings we have had
several social events. The summer barbeque and craft afternoon
at Freshwater on the Isle of Wight was popular again and
members joined together to make 2 beautiful silk paintings, one
of which we sent to head office so they could see what we have
been getting up to. We had lots of fun on the segway course in
the New Forest and Adam Cho joined us to meet some of our younger Branch members. The
less energetic amongst us enjoyed a cream tea on an informative and picturesque cruise from
Portsmouth harbour to Beaulieu.
The Carer’s Course run by Eve Payler with the support of Ann Pathmanaban was well attended
and drew people from the ‘North Island’ and the ‘South Island’ and as far afield as Wales. We subsidised 3 of our members
to attend the HDA AGM Family Conference weekend which they found both an interesting and positive experience.
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We are looking forward to a ‘Christmas’ trip to see The Snowman in January and 2014 will
bring a pub lunch and skittles afternoon in the spring and a trip to ‘War Horse’ in March.
Why not come along if you are in our area?
Anne Stephenson

Harrow Support Group
The Harrow Support Group continues to thrive with excellent support from Monika Kosicka-Slawinska and
Kashmir Randhawa.
To acknowledge HD Awareness Week and in particular the of role carers, Ruth Abuzaid and Jeanette McMullen led a very
successful Carer Training Day at Northwick Park Hospital on the 25th July, with 12 people attending. This was a great
opportunity for people to share personal experiences and also learn some new things.
We were fortunate to hear about the brilliant work of Harrow STARRS (the Short Term Assessment, Rehabilitation and
Re-ablement Service) from one of their senior physiotherapists.
Arrangements for the Santa run in Victoria Park, London on the 8th December are on the agenda for our November
meeting - but some of us will be walking as opposed to running I think!
Jeanette McMullen
RCA

Lancashire Support Group
The HDA Lancashire Support Group was set up by Jantina after attending the HD Awareness Course in
Liverpool for families and carers of people affected by HD.
The Lancashire Support Group had their first meeting in June 2013 and meet up once a month in Darwen on a Monday
evening from 7pm to 9pm. The Support Group is for anyone affected by HD directly or indirectly.
The Group is well attended and new members are always made very welcome. Some people may think that a support
group is not really for them and are often surprised that they themselves actually have a lot to offer by sharing their
experiences with others in the group. The Group is hoping to organize social activities over the coming year in addition to
the informal support group meetings. Please email or call to check dates and venue of our next meeting.
Jantina Etezadi
Chair

London Branch
The beautiful weather and a backdrop of the very lovely Highbury Fields have boosted attendance at the
London Branch meetings over the last few months and we have welcomed many new members.
To celebrate the HDA Awareness Week in June we held a very successful ‘photographic exhibition’ at the Highness Tea
Room, in Highbury, celebrating the work of our carers.
The beautiful photos were taken by the very talented former London Branch member Glenn Burnip and were displayed
over 10 days, with a launch event on a lovely sunny evening on 3rd June. Good company, good food and drink - what
more could you ask for? The success of this event would not have been possible without the hard work of outgoing Branch
Chairperson, Naomi Wood, who persuaded most of the local shopkeepers in the area to donate cheeses, fruit, pizza and
more for all the guests to enjoy!
More recently myself and the new Chairperson Barbara Austin visited the Southend Branch allotment project and were
completely amazed at the wonderful work going on there. We left feeling uplifted and with a bag full of vegetables each!
Going forward we hope to involve as many people as possible in the Santa Dash in December - although I can hardly
believe that Christmas is looming up so quickly.
Jeanette McMullen
RCA – London (excluding South West)
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Merseyside Branch
On behalf of our Chair and a little heavy hearted I bring you our news. For Mary has not been in the best of health and
has taken a little time out to recoup. We wish her well and look forward to welcoming her back to our meetings hopefully
in the New Year.
Sadly, our lovely Jerry McDermott lost his struggle with HD and will be sadly missed by us all. Our heartfelt condolences
go out to all the family.
Whilst the last 6 months have been a little quieter for us in terms us events, let’s not forget we are all in difficult financial
times and fundraising is now even more challenging than ever. Despite that we have still managed to have a steady flow
of donations coming in from some extraordinary people who never cease to amaze us in their dedication. So a huge thank
you goes out to you all. Especially Helen Mullherne, even though she has had serious health issues, she still continues to
raise hundreds of pounds every year; a true legend.
The lovely Delamere Singers make regular donations from each of their events. Mary held her usual book sale & I launched
a new little Vintage & Retro Fayre business and donated the first door proceeds. Let’s not forget the spare change
collections and local club and church donations too. Because of everyone’s efforts we have been able to continue to support
many grant applications from our families and make life a little less of a struggle. So thank you.
We have enjoyed welcoming many new individuals and families in to the Branch and we continue to grow from strength
to strength. Thanks to Anita Daly, our lovely RCA who has been taken into the hearts of the Branch, who has worked
extremely hard establishing herself in her role with us. A very successful family day was certainly proof of that.
Our gratitude goes to Kavanagh Place Nursing Home were we hold our monthly meeting. They have provided a free venue
and great hospitality that has enabled us to keep going for another 12 months. They really work hard to support us and
our families with passion and dedication and eagerness to learn how to do more.
So as this year draws to a close we look forward to the now regular Christmas meal night out (looks like we’re going Greek)
and plans that are in place for 2014 already on schedule.
A date for your diary is the Casino Royal Gala Dinner, Saturday 31st May 2014 at the Adelphi Hotel, Liverpool. A fabulous,
glamorous and fun evening to which everyone is welcome, so please try and join us.
We hope you enjoy the festive season ahead and have a warm, peaceful New Year.
Christine Clarke
Treasurer
On behalf of Mary Howlett, Chair

North Kent Support Group
We continue to meet on the second Thursday of each month
at Sidcup Baptist Church Hall and have welcomed more new
members this year.
So far we’ve had very interesting speakers on reflexology (with a
demonstration) and speech and language therapy as well as an entertaining
and fascinating review by two members of our group plus the twin of one
of them, on their “Experiences at the Paralympics 2012”.
Twenty of us enjoyed our spring cream tea at a local Garden Centre and we’ll
be at a new venue for our autumn cream tea. We had a stall in Awareness
Week, at a Community Fun Day event, raising funds for the HDA and one
of our energetic members raised an amazing £2,200 at a cream tea she
organised in her lovely garden on the first day of real summer weather. (She
truly deserved this perfect day as the fundraising Jubilee Tea she organized last year, took place on the day of the Jubilee
River Pageant and I’m sure most people can recall how cold and wet that was!!).
We met at a local pub in July and 31 people attended our annual summer barbecue in August. At the end of September in
beautiful autumn sunshine, 40 of us boarded the “Kentish Lady” for a 3 hour boat trip on the River Medway (plus onboard
picnic) and this was much enjoyed by all.
By the end of the year we’ll have been given an account of the World HD Congress which took place in September in Rio de
Janeiro, a talk by a Welfare Benefits Advisor and our annual Christmas get-together. We’ve also discussed possible subject
matter for our meetings in 2014 with some excellent ideas being put forward.
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Our occasional daytime coffee meets continue to be popular and enable those who can’t attend the monthly meetings to
get out and have a chat with their HD friends.
I’ve received many phone calls and emails over the last year and our mailing list gets ever longer which at least means
more and more people are becoming aware of the existence of the HDA and their local Support Group.
Sandra Abbott
Chair

North Staffordshire Branch
The North Staffordshire Branch continues to be active in 3 main fields; providing mutual support to its
members, fundraising and promoting awareness to the community and professionals.
We continue to meet monthly and are now firmly established in our new venue at Hanley Community Fire Station which
has excellent facilities for all our members and visitors.
Fundraising is going well. We continue to hold our 6 monthly coffee mornings at Leek and the table top sales at Biddulph and
in addition to raising funds these also raise the profile of the HDA and local Branch. We also attended the annual Midsummer
Mayhem - an event at which a number of charities have stalls to raise funds and promote their work. Unfortunately, despite
the promising title of the event we again had heavy showers in the afternoon but we did not let this dampen our spirits and
there was a great sense of camaraderie. We are wondering next year whether to video some participants putting up their
gazebo - we are sure we could submit it to You’ve Been Framed to try to win £250!
In addition Darren Wallace again ran in the Potter’s Arf Marathon beating his last years time and funds raised, all his
sponsorship will be matched pound for pound by his employers NPower. We are thrilled also to thank Gordon Brough who,
although no stranger to the triathlon circuit, this year took part in the Hay Ironman Triathlon to raise funds for the first time
for the HDA. Whilst he awaits final sponsorship totals his tremendous effort has raised over £1000. A big congratulations
to both and thanks to all the sponsors.
In addition to raising awareness in communities the group is currently involved with the local Clinical Commissioning Group
(CCG) in evaluating tenders for the proposed revised Community Neurology Service Tender. We are really pleased that the
CCG seeks our views and allows us to keep Huntington’s disease on the agenda.
It is with sadness that we report the loss of Brenda Sekorson in May this year. Her husband Barry fought hard to care for
Brenda at home and has, on many occasions, brought the struggle to the attention of the local media and politicians. Our
thoughts are with Barry at this time.
Glenys White
Secretary

Nottinghamshire Branch
The year got off to a fine start, the weather being kind which resulted
in a full house attending a performance of ‘Robin Hood & Babes in the
Wood’. We all waved and cheered as we got a special mention from
the stage.
Much research went into our summer carnival and fete fundraising activities. Our
intrepid bakers, Kirstine McDaniel and Marie Ward noted a gap in the market.
They majored on sugar free and gluten free cakes and took the Chilwell Summer
Carnival by storm. Our presentation was excellent (see piccie) and over £250
was raised in little over 3 hours, despite being lashed by heavy rain at frequent
intervals.
Not to be outdone, Maria Hewson and her family camped at Americana, a 3 day
event celebrating all things American held on the Newark showground. How do
you sell cakes to this audience? The answer is that you do not. At the massive
country and western stage events you give away cakes and ask for a donation.
Takings doubled. Great thinking Maria!
During Awareness Week Tony Wardell gave a talk at the Community & Neurology
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Services carers event organised by the NHS. The talk entitled ‘The Carers Maze’ described
the journey of someone looking after a long term neurology patient and suggested ways
and means of making life better for both carer and patient.
Once again July saw a full house enjoying a day out on the River Trent. However the
trip was severely delayed by the police prohibiting all activity to river traffic because an
elderly lady had fallen in the river, suspected drowned. Much discussion was initiated by
this happening as we finally got underway and got stuck into cakes and coffee.
In September awareness received a mega boost when the Nottinghamshire Branch were
invited to take part in the BBC coverage of some exciting HD research conducted by
Leicester University. Matt and Marie Ward did brilliantly as the BBC East Midlands Today screened the coverage on the local
news throughout the day. Have a look at the YouTube clip of the event by opening http://goo.gl/hirwWp.
Don’t the T shirts look good!
Tony Wardell
Secretary

Pontypool Support Group
Visit to Tredegar House, Newport
“Come with me” said the Head Butler, “and I’ll show you the house before
you are interviewed for a job here by the housekeeper.”
Ten of us followed the butler, into the servant’s kitchen. Seated at the long table
we were told by the butler that gone were the days when ‘The Master’ would eat
with the servants, and indeed, even join with the servants in dancing in the hall,
now it was all more organised and we should sit at the table in strict order of rank.
Some of us may at that stage have wondered whether we wanted a servants’ job!
It was just as well then that we were actually visiting Tredegar House at the end of July 2013!
Thanks to the generosity of the local council, ten of us from the Pontypool HD Support Group were able to enjoy an
afternoon out. A tour of the large National Trust property, Tredegar House outside Newport, was given by ‘the butler’,
who gave a wealth of detail in a humorous manner. Because it was a guided tour we were able to reach places that other
(ordinary!) visitors couldn’t! The many flights of stairs were tackled with energy by everyone, but the lift unfortunately was
not working, and so the wheelchair user and carer were restricted as to where they could go.
However, we were all able to go into the Tearoom where afternoon tea had been attractively laid out for us in a separate
side room. Scones and strawberries were enjoyed.
After tea there was time for a wander round the large park with its tranquil lake on which there were young cygnets.
The general opinion of the group was that this was an interesting and enjoyable trip, and left us wondering how we could
access money to have more social events like this.
We would be interested to hear from other groups as to how they access money for social events.
Contact: sandi@netmindz.co.uk
OR wilfbasley@waitrose.com
Sandi Tatam

Southend Branch

We have had another busy time at our Branch (which covers Southend
and South Essex).
Gary, Lennie and David have had the lumbar puncture for the trials for
H.D.; very brave souls…thank you to all of you…you are pioneers.
Alison Heavey, our RCA, visits us once a month for the carers meetings and they
are most welcome by family members from all over South Essex…please keep them
up Alison…we need you.
Also the two day carers course that Alison, with the help of David, put on for carers in this area was a huge success; it has
helped whole families greatly. A job well done. Pat and helpers opened up the allotment on both days so that the carers
charges had somewhere to go and be looked after.
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And while I am on about Alison…how about the family day…sensational…organised by Alison and her husband Chris and
run by them and lots of other helpers. There were stalls and competitions, reflexology, head massage and singing bowls,
a BBQ and rock and roll and karaoke by Paul and Jayne; all in all a fabulous family day. Don’t miss the next one.
We have added laptops to our meetings giving those unable to make themselves understood a chance of a voice; David’s
brilliant brainwave.
We have spent some lovely days out as a group. We have been to The Alan Titchmarsh Show again, a lovely day out at
tropical wings, a sunny meeting at Old Leigh with a pint and some smashing shell fish, Cliffs Pavilion to see the Full Monty
and also Fiddler on the Roof.
The Ekco Club where we hold our meetings put on another fundraising music festival…and we had a stall at the Hullbridge
Fete. Jackie McDonagh did the Race for Life in memory of one of our biggest fundraisers, Doreen Curno.
We have had quiz nights, a fabulous variety night and during Christmas week we performed our own Nativity play; all the
cast were group members, regardless of how good or bad their illness was they took part if they wanted to, and almost all
of them did. I am so very proud of all of them; they were magnificent.
Our next planned events are another visit to the Alan Titchmarsh Show, Guys and Dolls at the Cliffs and our Christmas
Variety show, also our Christmas meal and this year a pantomime with all our members as the cast again. Watching their
faces last year and how proud they all were to be taking part just makes us want to do another one. We will also have at
our allotment a firework display and bonfire in November.
We would like to welcome new members and friends; Hannah Yeomans, Ash Mehta, Wendy, Alan and Gemma Stanbridge,
and June and Karen Francis.

Our stupendous allotment

We now have three plots, a new shed and a memory tree. We went back to Syon Park in April to hand back the trophy that
we had for a year. We have been entered into the Best Allotment by the council and Leigh Horticultural Society have made
us their charity of the year and are putting on five events to raise money for us. We had Jeanette McMullen and Barbara
Austin visit us from the London Branch; lovely ladies. We had an Easter bonnet parade at the allotment on Easter Sunday
with cookie decorating, egg hunt, egg and spoon race and BBQ. We also had our annual scarecrow making day in August.
I am doing my best to keep everything running smoothly as David has been very ill again…but hopefully now he is a lot
better and carrying on as usual. We are a very strong group who all look out for one another and without their love and
support I wouldn’t have been able to do it. As one of our members, Mel, said “We are like a big family, aren’t we Pat? Every
day at the allotment and the group is like coming home.” That makes you think that you are doing a good, worthwhile job…
properly.
I would like to take this opportunity to wish everyone…
A VERY MERRY CHRISTMAS AND A HAPPY, HEALTHY NEW YEAR TO THE REST OF
OUR EXTENDED FAMILY. Much love from all of us at the Southend Branch.
Kind regards,
Pat Nelson
Branch Secretary and Allotment Manager

Sussex Branch
The Sussex Branch have had a busy six months.
One of our secretaries, Sue Cross, and new Committee member, Anthony Jarman, ran the Brighton Marathon in April
raising over £1500 for the HDA. June saw the Committee, Branch members and friends out in force for Awareness Week
raising £167 in Brighton.
We have enjoyed a variety of speakers at our monthly meetings including a dietician and speech and language therapist,
as well as social events including a pub lunch and a trip to the local greyhound racing track. Sandra Taylor, our Chair, has
also introduced coffee mornings and afternoon teas along the Sussex coast.
Forthcoming meetings include an update from the World Congress in Rio de Janeiro and our annual Christmas party.
We welcome new and existing members to our monthly meetings, held at Cliffe Parish Hall, Lewes, once a month on a
Wednesday. For full details of our meetings please visit our branch website www.hdasussexbranch.org.uk.
Sally Newman
Secretary
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News from the RCA Team
It’s really good to see the clinics developing in Wales and the three RCA’s are involved
in each of them in North and South Wales. The clinics in England are also extremely
important and most have RCA’s working alongside the consultants and their teams. Most
are well established and there are a few new developments happening which will make
life easier for families.
The RCA’s are always looking to enhance and develop new services across England and Wales
through networking and seizing opportunities to raise awareness of HD and the work of the HDA.
Many of the reports you will read below show how Branch and Support Groups play a pivotal role in
the lives of local people and although it may not be for everyone, take a look at what these support
networks get up to and do consider popping along to the one closest to you.
Bill Crowder
Head of Care Services

I have been in post for 3 years and I believe I continue to raise the profile
of Huntington’s disease in North Wales.
I have increased awareness amongst Health and Social care professionals
through delivering training/information sessions and one to one personal
contact with senior medical and nursing staff.
During the last six months our HD Clinic at Colwyn Bay has gone from
strength to strength. I am now working with a new consultant Dr Raj Sambhi. I am in the process
of collaborating with Health professionals to form Multi-Disciplinary teams to be linked to the clinic.
I continue to assist our Mon & Gwynedd Branch in fundraising and other issues.
During our Awareness Week in June I involved the young Carers in a fun Zumbathon event which was thoroughly enjoyed
by all. We raised £1.088.
Other events I assisted in were a Charity Golf Day and Sponsored Walk. An amazing £3.500 has been raised in total and
this money will provide a substantial amount of support for people with Huntington’s disease in North Wales.
We also established a website for the Mon & Gwynedd Branch (North Wales HD Branch). This can be viewed at: www.
hdanorthwalesbranch.org.uk.
I am planning our first North Wales HD Branch Day in March 2014. I am also trying to establish a new support Group for
Conwy & Denbighshire.
I have been successful in a number of cases in supporting my clients and their families in achieving financial stability
through applications and appeals with various statutory organisations.
My external networking with various organisations has extended, giving me more opportunities in developing future
improvements for the HD families in North Wales.
Alwena Potter, RCA - Anglesey, Gwynedd, Conwy & Denbighshire

By the time we are all reading this, we will have left the beautiful summer
of 2013 behind us and moved forward into the autumn and winter. It
gives me time to reflect and think about some of the things that have been
happening in Merseyside.
This year I have been actively involved in supporting and advising our
families on a monthly basis in clinics at the Walton Centre. I am so delighted
to say that the HD and research clinics at the Walton Centre are going from strength to strength.
It gives me great pleasure to be working alongside our families, consultants and the nurses within
the units. The consultants and nursing staff are very warm and welcoming. As a team, it has been a great success and it
enables me to provide information, support and advice to our families who are attending the clinics.
We are all working hard to ensure that we continue to grow, contributing all that we can to further develop these valuable
services. Additionally I am visiting and liaising regularly with care homes and specialist units, providing them with information,
advice and training.

53

On the 8th September 2013 I arranged a family day in collaboration with the Merseyside Branch. The day was a great
success, and was enjoyed by all who attended. We had some new family members who came along too which was great
to see, they were warmly welcomed as always. I would like to say a big thank you to our families, guest speakers who
presented on the day, the local community who donated prizes and the Halewood Town Council who provided the venue
free of charge.
I would also like to thank Adam Cho, our Youth Worker, Head Office and my family and friends who helped out on the day
and donated prizes. We are already busy planning our family day for next year; please see our branch newsletter, or you
can contact Head Office or me for further details of our up-coming events.
The Merseyside Branch, as always, continues to be a valuable network of support for our families old and new. They are all
very welcoming and dedicated to providing advice and support in whatever way they can.
Christine Clarke, our Treasurer, will be organizing a “Casino Royale” theme gala dinner at the Adelphi Hotel in Liverpool
on the 31st May 2014. It promises to be a fantastic evening with special rates to stay overnight at the hotel. If you are
interested in tickets please contact Christine Clarke. Do come along and enjoy the atmosphere. Everyone is welcome.

Anita Daly, RCA - Merseyside and IOM
The last six months have been productive as usual, with Carer’s courses being held in Dorset and
Wiltshire; both evaluated well. As I write this I will also be working with Eve Payler when she runs a
Carer’s course in Portsmouth, Hampshire tomorrow.
I continue to work closely with the Dorset Branch and Wiltshire Support Group, both of which, I am
pleased to report, are flourishing thanks to the dedication and effort of those concerned. Adam
Cho kindly attended the Wiltshire Support Group meeting in May and was very well received. I
participated with Eve Payler and HDA family members from our areas, in the Cardiff University exercise
research day at Brockenhurst in the New Forest. This was seen by all as very positive, enjoyable and

very worthwhile.
Other activities include, as usual; joint visits with other professionals, attending meetings working towards improved care
and best outcomes for those affected by HD, participating in the Dorset Advisory Group and the Swindon HD Forum,
undertaking training sessions, taking my turn in moderating the message board, catching up with HD Buzz, participating in
many long, interesting telephone conversations and providing advice and support to and for as many people as possible.
Two of the many important things about this job are that there is always something worthwhile to do and you can’t
get bored!

Ann Pathmanaban, RCA – Dorset & Wiltshire
Since I last wrote, the Devon Branch held a ‘Jazz in the Garden’ event in August attracting several
hundred people and raising over £3000. As well as the opportunity to meet up again with many
of you, we all had a fabulous sunny and enjoyable day together. The ‘human fruit machine’ is now
legendary in these parts.
Other summer events by the Devon Branch suffered from poorer weather but still managed to raise
the profile of HD across Devon. The new look Devon HDA branch website offers local information that
may be of benefit and is available on www.hd-devon.org.uk.
In Cornwall, the Branch regularly and quietly goes about its work by collecting significant sums of
money through supermarket collections and subsequently offering grants to people with HD who are in need. These events
also offer the opportunity to talk with the general public and promote support services across the county. 2014 marks the
25th anniversary of the Cornwall branch and we hope to be recognising this through a major conference to be held on
Friday 25th October 2014 (please mark the date in your diary/calendar).
We are holding Pop-up HD cafes across Cornwall and Devon, these are an informal opportunity to come out and meet
others who have a personal or professional interest in HD. Paignton, Camborne, Exmouth and Hayle are all towns we will
visit from December 2013 through to March 2014. (Please contact me for further information). You are all welcome.
Wishing you all a lovely Christmas and New Year.

Charles Whaley, RCA – Cornwall, Devon, Isles of Scilly, Jersey and Guernsey
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The last 6 months has been packed with educating professionals, supporting families and awareness
raising. I continue to develop the RCA service in West Yorkshire above the M62, and hope that many
have felt the benefit from this. I can honestly say that families are reaching out and learning that they
are not alone and have support around the corner.
Events such as Disability Awareness Day in Warrington in July has helped raise the knowledge of
Huntington’s disease due to a staggering estimated attendance of 29,000 visitors. That is a lot of
people to talk to. I would also like to thank Hannah Longworth for her support with the event and
during the months before.

Requests for training have increased by over 100% and the need to educate services such as the Department of Work
and Pensions and ATOS has dominated a huge proportion of my working week. Since all the changes to the benefits and
the health care system have started in the Greater Manchester and Cheshire areas first, we have been very much the trial
for the rest of the country. For this reason working closely with Commissioners of health has also been vital in ensuring
knowledge is passed on so that services are in place and the effects of changes mean minimal disruption to all families.
My aim for the coming six months is to spend more time supporting you all, and continuing to develop existing links with
health and financial services, and to introduce myself to others who have yet to hear about us.
My dedication and support to families and professionals is my main aim, I look forward to the coming months and remind
you all that I am just a phone call away.

Debra Robinson, RCA – Greater Manchester, Cheshire and West Yorkshire (North of M62)
The HD Specialist clinic has been running for just over a year now. We are extremely grateful to Dr
Ashok Krishnamoorthy for his enthusiasm and commitment in establishing this service. In May of
this year, Dr Krishnamoorthy left his post in Wrexham and took up a new role, still working with HD
families, but in Vancouver. We wish him all the best in his new endeavours.
Fortunately, a commitment to continuing and further developing the HD Specialist clinic continues. Dr
Rajvinder Sambhi and Dr Alberto Salmoiraghi have stepped in and are enthusiastic about continuing
this valued service. It is so important that a Specialist Clinic is available and accessible to families
living in the North Wales area. It is a positive development for the HD Community of North Wales and
I hope that it will be well utilised.

Di Lyes, RCA – Flintshire, Wrexham, Powys and Shropshire
As I expected would happen, I am pleased to say that everyone seems to
have realised that I am back and I have therefore been very busy.
I was invited to and attended an excellent meeting in Leeds in September
with the new NHS England board and got to speak to the Clinical Directors
for Neurology, Mental Health and Dementia. We discussed the need for
those with HD to have a timely and joined up service that meets the
needs of the individual throughout the progression of the condition. So here’s hoping that this is what
we see in the future.
I have also attended the Northern and Eastern kids camps which were great events and motivated me so much that I
agreed to run the Northern one next May. We have the new venue booked. It is very accessible and a really exciting place
with lots of amazing activities planned so it will be worth booking in early or getting in touch if you are interested
I have been meeting lots of professionals and families and friends of those with HD, trying to support them along the way.
I have also spent some time trying to improve links and services in the areas less well served by the services in my area
and I feel that this is starting to improve but there is always more to be done.

Diana King, RCA - Sheffield, Barnsley, Rotherham, Bassetlaw, Doncaster, Kirklees
& Wakefield
I returned to work from my maternity leave in May, and I have to say my feet haven’t touched the
ground since. It has been great to get back to work and getting involved in supporting the families.
Sadly I was not able to join those at camp this year. I will be there next summer so please do come
along and join us.
I have been involved in a number of things alongside supporting the families in the area. I have been
in a number of care settings advising and training staff over the summer.
I have run the first of two carers courses in the Hampshire area. The next one will be early next year
in the Basingstoke area. If you would like to come along please do let me know.
I am also planning a professionals’ day on the Isle of Wight at the end of the year. To support the variety of professionals
involved in the care for the families there.
I continue to work alongside Dr Christopher Kipps and Dr William Gibb at Wessex Neurological Centre. It is hoped that in
2014 the HD clinics held there will be increased from 3 times a year to 6 times a year. A number of clinics will also be held
at Royal Hampshire County Hospital (Winchester). Work is still in progress with the clinic at Royal Berkshire Hospital and I
know Dr Richard Armstrong is very keen to get this off the ground.
The Hampshire Branch has had a busy summer with Segway Racing, cruises on the river and theatre trips planned,
amongst other things. New and old faces are always very welcome to join in any of the events.
I hope you all have a peaceful Christmas and look forward to the New Year.

Eve Payler, RCA – Hampshire & Berkshire
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During June I had the opportunity to run the JHD Weekend in the Lake District. We had fantastic
weather, not a spot of rain and everyone had a great time doing a variety of activities from cycling
to zip wire!
I have also attended Avon Tyrell Summer Camp where the weather was not quite so kind – very
enjoyable despite the downpours.
In the last six months I have given training sessions to a variety of professional groups including
carers, nurses and occupational therapists – further raising awareness of HD. I continue to attend the
HD clinic at Guys’ Hospital on a monthly basis and enjoy attending Branch meetings.
The main part of my work is providing advice and support to families and individuals; either visiting them, speaking on the
phone or meeting them in clinic and at support group meetings. I am always pleased to hear from you so do get in touch.

Fiona Sturrock, RCA - Kent and Sussex
I was privileged to be able to attend the AGM and Family Conference in Telford this year. As ever this
was a humbling experience and a reminder as to why I love my role with the HDA. It was lovely to see
so many people from my area and meet new people as well. I hope people left feeling positive about
the future and all the research that is being undertaken.
I was able to deliver two successful Carers Courses and I’m planning more this year and into next
year as well. With one of my colleagues, I’ll be supporting the Children’s Activity Camp in the North
of England from 30th May to 1st June, so any youngsters out there do book early…it should be a fun
weekend.
As ever I continue to support families across the East Midlands and beyond. I have continued to provide training to
care establishments and have worked alongside health and social care professionals to increase their knowledge and
understanding of Huntington’s.

Helen James, RCA - Northants, Derbyshire, Leicestershire, Nottingham & Staffordshire
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 these local providers, giving
them support and information about HD. This is always ongoing as people move on and change roles.
I was able to reach over 60 Domiciliary Carers during Awareness Week by providing free information
sessions through several local authorities. I am developing useful contacts within the DWP during
this period of change to Welfare Benefits. I have delivered Information Sessions to DWP Visiting
Officers covering SW and SE Wales, and, I hope to facilitate their delivery of an Information Session
to professionals working with HD families in South Wales.
The
South
Wales Branch continues to support me by providing small welfare grants at short notice, which can be
extremely helpful, as well providing financial back up for meeting venues. Individual families have been fantastic in raising
funds for this. The Branch AGM in June went well, with a range of different and interesting speakers, including our own
Adam Cho. I have facilitated the blossoming of a small group of family carers who have met three times in Cardiff for a
coffee and a chat. I am hoping that this will become another official Support Group before too long. If anyone else would
like to come along please get in touch. You don’t have to live in Cardiff. You just need to be able to get to central Cardiff.
We have people travelling in on the train from Maesteg who make a day of it by including a bit of retail therapy!
Please get in touch, I always like to hear from and meet families.

Jacqueline Peacock, RCA - South Wales & Herefordshire
I’m now six months into my new role and I can honestly say it’s one of my best jobs ever!
The support that I’ve received from people within the HDA organisation itself has been great and I’m
very proud to be working here.
London North and South East is a big area to cover so I’ve spent a good deal of time on trains and
buses to get to families, professionals and groups - but it has been worth it!
The lovely weather from April until October has helped, so I’m not sure how I’ll feel when I’m cold
and soggy in the winter months?
I’ve had the pleasure of meeting and working with some truly inspirational doctors, nurses and other
allied professionals, who are doing an excellent job of supporting our families.
Attending the HD National Clinic at Queen’s Square every 2 weeks is fantastic and I’m very proud to be part of that
dedicated team.
I’ve delivered quite a few training/information sessions - which are always very well received and I helped out at a kids
camp back in August, which was great fun so I’ve signed up for two kids camps next year.
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I seem to be learning something new every working day which is great and I attended my first HDA AGM in October and
the HD course for professionals in November.
Every day is different - that’s what makes the RCA role so good.
Most of all, I’m enjoying getting to know my London clients and their families and doing my best to support them in any
way I can. They are the people who inspire me the most.

Jeanette McMullen, RCA - North & South East London
Thanks to continued support from the lottery I have been as busy as ever
- I’m not sure where the time goes. There are so many people wanting
advice, ranging from Young Carers to people at risk, relatives and friends
who are concerned about the people they care about.
We have had an active year in Surrey & South West London. The South
London Support group continues to meet at the Royal Hospital for
Neurodisability on a monthly basis (every second Wednesday). We are
a small but enthusiastic group who enjoy having a cuppa and a chat. The West Surrey Branch also
continues to
blossom providing members with a variety of informative & social events throughout the year.
Once again I helped my colleagues with the Youth Forum which is a very popular event and very well attended. It‘s such a
valuable forum for young people to meet and find mutual support discussing topics that are important to them. I am also
delighted that the Young Persons meetings are now up and running regularly in London where they meet in a pub near
Euston Station and details can be found on our website.
I continue to visit families in their homes and try to support them through what is often proving to be a very challenging
time for them. I continue to give training & information sessions to increase and raise awareness of HD to anyone who
will have me.
Together with my colleague who covers Sussex & Kent, we are hosting a Carer’s course on 6th November 2013 at a venue
located on the Surrey/Sussex Borders. We still have a few places available so if you are interested you will find more
information on our website or ask HO for details.
Once again I would like to thank all the families I meet and speak to in the course of my job. You all inspire me with your
courage and strength and it is a privilege to work with you all.

Mandy Ledbury – RCA, Surrey & South West London
Since the last newsletter I facilitated my first carers afternoon as part of Awareness Week (my Mum’s
homemade cakes playing an important role!). Based on the feedback I am hoping to organise another
event in the New Year.
Back in June I attended the JHD weekend. The weather was incredible and we couldn’t have been
somewhere more beautiful than the Lake District. It was an amazing weekend and one which I hope
to take part in next year.
Adam Cho, ran the first residential weekend for 16-19 year olds in Lichfield and had great feedback.
Although we weren’t quite as lucky with the weather as the JHD weekend, I think the rain showers
seemed to add to the drama of the outdoor raft building and zip wire activities.
The support groups continue to be well attended - so much so that the West Midlands Branch might have to explore larger
rooms if the numbers continue to increase. And Caty Bingham (complex disabilities nurse for Worcestershire) is now back
from maternity leave and is keen to provide specialist support for individuals with HD, including a possible support group
for this locality.
I continue to try and provide as much support as I can to families in my area liaising closely with the Dr Rickards’ clinic and
team who offer so much expertise with HD.
As for upcoming events, I have a number of training sessions booked in with nursing homes and agencies as well as a
planned presentation around HD and occupational therapy for the HD professionals’ course in November.

Poppy Hill, RCA - Birmingham & West Midlands
Since the last newsletter we have had an East of England family day in Albury, Hertfordshire, a children’s
camp at Grafham Water and a tombola/awareness stand in Live In the Park with Local radio; both in
Huntingdon, Cambridgeshire. Apart from these events I continue to attend the HD clinic in Cambridge
and had an opportunity to have a poster letting people know about the HDA and the work we do at a
research/garden party at the John Van Geest Centre for Brain Repair, part of Cambridge University. I
have also met up with people in their own homes, in pubs and cafes and have done training sessions
all over my patch. With all the changes taking place in health and social care I have continued working
to ensure HD is higher up on everyone’s agenda.

Sue Hill, RCA – East Anglia & Lincolnshire
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I can’t believe where the last six months have gone and that as I write this update, it is less than
three months to Christmas. As usual the past few months have been very busy but very exciting.
After much preparation the first meeting of the Darwen Support Group in Lancashire took place
in June. This was very well attended by people who were familiar with the RCA service and some
people who were unaware that the HDA existed .The group has continued to thrive over the past
couple of months. My thanks go to Jantina and Becky for making this happen.
I have continued to raise awareness about HD and the RCA service by undertaking numerous
training and information sessions in nursing homes. (I even gave a brief information session whilst I
was on Jury Service).
I continue to be involved in attending the MDT clinics, Case Reviews, Funding Meetings etc.
As always the main focus of work remains with supporting my families where ever they may be and ensuring they receive
the correct service and support.

Theresa E. Westhead, RCA - Lancashire & Cumbria – including Wigan & Bolton
Youth Service Update
I can’t believe how fast the newsletters come around and how much has happened since the last
one. The last time I wrote a piece for the newsletter I mentioned how many young people I had
seen (currently over 100 and still rising), how many schools and information sessions I had given
over the previous year. This time I thought I would focus on two areas.
In August we ran our first Young People’s residential for 16-19 year olds, it took place in the
Midlands and although we only had a small group it was a really good weekend. All of the young
people who attended enjoyed themselves and got something out of the weekend. One of the key
issues that many young people mention to me is that they feel isolated so it was nice for them to meet other young
people in a similar situation and have the confidence to talk about their experiences.
We were also asked to collaborate with HDYO on a video project to explain the work that HDYO does and how it can help
young people. The group fully engaged with the filming process and I have a feeling that we may have seen some of the
budding stars of tomorrow make their first appearance on film.
After the success of the pilot it has been agreed that we can run the weekend again and hopefully it will become a
regular part of the HDA activities calendar.
The last six months hasn’t all been zip wires and raft building though, I’ve been invited into more schools to meet more
young people and I am glad to say that the schools are asking questions about how they can support these young
people. This is one of the areas that I have been hoping would develop. While I can see a young person for an hour
every eight to twelve weeks, they spend more time at school and can receive more support in between visits if the
school are willing to work with us.
This doesn’t have to be a training or information session for the school although I’m more than happy to do this, but it
can be a conversation over the phone or an exchange of emails. It can even be a ten minute chat before or after I visit
the young person, I’m more than happy to fit in with whatever the school needs to support the young person so they can
get the best out of their time at school.
As always if you would like to contact me to speak more about my role and the support that I can offer, or would like me
to attend a Branch or Support Group meeting I can be contacted on 0151 705 3460 or adam.cho@hda.org.uk.

Adam Cho – Specialist Youth Worker

In summary…
Providing advice, support and education is a large part of the RCA role and as you can see, Adam
is featuring quite a bit as he travels the country. It’s worth pointing out though that you can obtain
support through other ways instead of waiting for a visit. All staff have email addresses and much of
their work is done over the telephone so don’t hesitate if you need to speak to someone. The HDA
provides a telephone duty system Monday to Friday from 9.00 to 17.00 so if you can’t reach your local
RCA, ring Head Office and you will be put in touch with another experienced member of the
RCA team.
Now it’s time to wish you all a very Merry Christmas and a Happy New Year.
Keep warm.
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.
Name

Role/Area

Telephone

E-mail

Head Office, Youth Worker & Branch Co-ordination:
Karen Crowder
Office Manager
Mark Ford
Administration Officer
Danielle Carr
Administration Assistant
Adam Cho
Youth Worker
			
Becky Davis
Branch Support and Development
Co-ordinator

0151 331 5444
0151 331 5444
0151 331 5444
0151 705 3460
07711 004146
01743 369 107

info@hda.org.uk / karen.crowder@hda.org.uk
mark.ford@hda.org.uk
danielle.carr@hda.org.uk
adam.cho@hda.org.uk

Ayla Besser
Head of Fundraising
Jill Shan
Trust Fundraiser
Carolyn McGlamry Fundraising & Liaison Officer
Hannah Longworth Event Support Co-ordinator
Sharon Bakewell Financial Accountant

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

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

becky.davis@hda.org.uk

Fundraising:

Regional Care Advisory Service:
Cath Stanley
Bill Crowder

Chief Executive, England & Wales
0151 331 5544
Head of Care Services,
01704 875496
England & Wales
Ruth Abuzaid
Deputy Head of Care Services,
020 8446 2662
England & Wales
Shirley Bignell
Bath, Somerset & Weston-Super-Mare
01460 57079
Dee Boyd
North East
0191 373 1709
Vacant
North & East Yorkshire		
Anita Daly
Merseyside
0151 487 6514
Carol Dutton
Oxfordshire, Bristol & Gloucestershire
01451 861575
Poppy Hill
Birmingham and West Midlands
0121 426 1015
Alison Heavey
Essex, Barking, Dagenham,
01255 823088
Redbridge & Havering
Sue Hill
East Anglia & Lincolnshire
01353 688517
Helen James
Northants, Derby, Staffordshire,
01332 518988
Leicester & Nottingham
Diana King
South Yorkshire, Huddersfield, Bassetlaw, 0114 287 3209
Wakefield & Dewsbury
Mandy Ledbury
Surrey and South West London
01483 285231
Diane Lyes
Flintshire, Wrexham, Powys & Shropshire 01691 671722
Jeanette McMullen London (excluding South West)
020 8207 3490
Alwena Potter
Anglesey, Conwy, Denbighshire
01492 549 162
& Gwynedd
Ann Pathmanaban Dorset & Wiltshire
01425 627960
Eve Payler
Hampshire & Berkshire
0238 061 2218
Jacqueline Peacock South Wales & Herefordshire
01873 831931
Debra Robinson Greater Manchester, Cheshire
0161 303 2966
Helen Santini
Herts, Beds & Bucks & Juvenile HD Care
Adviser, England & Wales		
Fiona Sturrock
Kent, Sussex, Bromley, Bexley & Dartford 01580 212 276
Theresa Westhead Lancashire, Cumbria, & I.O.M.
01942 864645
Charles Whaley
Devon & Cornwall
01579 345480

cath.stanley@hda.org.uk
bill.crowder@hda.org.uk
ruth.abuzaid@hda.org.uk
shirley.bignell@hda.org.uk
dee.boyd@hda.org.uk
Vacant
anita.daly@hda.org.uk
carol.dutton@hda.org.uk
poppy.hill@hda.org.uk
alison.heavey@hda.org.uk
sue.hill@hda.org.uk
helen.james@hda.org.uk
diana.king@hda.org.uk
mandy.ledbury@hda.org.uk
di.lyes@hda.org.uk
jeanette.mcmullen@hda.org.uk
alwena.potter@hda.org.uk
ann.pathmanaban@hda.org.uk
eve.payler@hda.org.uk
jacqueline.peacock@hda.org.uk
debra.robinson@hda.org.uk
Maternity Leave
fiona.sturrock@hda.org.uk
theresa.westhead@hda.org.uk
charles.whaley@hda.org.uk
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Tributes
In memory of Edgar (Eddie) Naylor
In memory of Edgar (Eddie) Naylor, of West Bretton, who passed away on 25th April 2013.

Eddie had been a dedicated member of the West Yorkshire Branch of the HDA for many years;
he also served on the Committee and has been Chairman. He will be sadly missed by all
his family.

In memory of Ged Hotter
14.12.39 – 12.07.13

Ged was 16 years old when we first met and had the cheekiest grin I had ever seen. He
kept his smile right to the end of his life, and rarely grumbled or moaned. He is sadly
missed and will be loved forever by all his family.

A tribute to Ian Perry from Mum, Margaret Perry
If tears could build a stairway
And memories a lane,
I’d walk right up to heaven
And bring you home again.

In loving memory of Mary Marks (née Southwood)
29.12.1913 – 12.07.2013

In loving memory of Mary Marks (née Southwood) of Ilminster, Somerset, who cared
devotedly for her husband Roy, during his years living with Huntington’s disease, until his
death in 1989; aged 81 years.

From daughter, Sue Hillier
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A tribute to Linda Thornton, from her daughter, Sophie

My Mum, Linda Thornton, died on 16th May – she had cancer. For forty years she was
a loving wife to my Dad, Steve. He has HD, he was diagnosed 10 years ago and she
was a devoted carer for him. She left behind her husband, Steve, daughters Laura and
Sophie and Grandson, Cameron.

Mother was the Heart of our Home
Our mother was the heart of our home,
Her love was a comfort and strength.
She blessed our lives in so many ways,
Through the faithful nurture she gave.
And as we remember the gift of her life,
All the ways that she cared for our family,
We honour her love and her service,
Dedication that was clear for all to see.

Margaret Nott

12th July 1932 – 25th March 2013

If I should go before the rest of you
Break not a flower
Nor inscribe a stone.
Nor when I’m gone speak in a Sunday voice,
But be your usual selves that I have known.
Weep if you must,
Parting is hell,
But life goes on,
So sing as well.
From daughter, Sandra Stevens

Hedley Thomas

Former HDA Trustee and Chair of the Dorset Branch
We are very sorry to report that former Trustee and founder of the Dorset Branch of
the HDA, Hedley Thomas, sadly passed away at home on 19th November 2013.
Hedley celebrated his 90th birthday in June this year. The HDA are very grateful
for all of the work that Hedley did to support people with Huntington’s disease; he
will be greatly missed.
Our thoughts are with his family at this sad time.
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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 January, 31st March, 31st May,
31st July, 30th September, 30th November
If you have any queries or suggestions regarding the website,
please do not hesitate to contact Head Office at info@hda.org.uk
or telephone 0151 331 5444
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Forthcoming events 2014
Date

Event

Location

15th -16th March

Young Person’s Conference, ages 18-35 yrs

Telford

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
Juvenile Huntington’s Disease Activity Weekend
Children’s Activity Weekend,
Ages 9 – 15 yrs
Young Persons Activity Weekend
Ages 16 – 19 years
Children’s Activity Weekend
Ages 9 – 15 years

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

3rd – 5th October

HDA AGM & Family Conference

Holiday Inn, Telford

25th – 27th November

HD Certificated Course for Professionals

Liverpool

6th - 8th June
25th – 27th July
2nd – 3rd August
8th – 10th August

Keswick, Cumbria

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

4th April 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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