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Message from the Chair
2013 has started where we
left in 2012; I have been
extremely busy working
with your Executive
Council Trustees.

Bakewell, Financial Accountant and our dear
friends and supporters; Professor Sarah
Tabrizi, Professor of Clinical Neurology and
Dr Ed Wild, Clinical Lecturer in Neurology,
both working out of University College
London Institute of Neurology. Sarah and
Ed’s Support has been fundamental to
the awareness of HD across the medical
profession nationally and internationally.
Cath, Sarah and Ed are indeed a formidable
team.

Firstly I would like
to inform you that
two of the Trustees
who
have
been
involved with the HDA
for many years have
decided to step down; Late last year I attended one of the newly
Sally Phoenix and Mary introduced Carers Courses, run in Liverpool
by Cath and Bill. I went along in my capacity
Howlett.
as Robin’s carer and I would encourage any
Sally Phoenix, a dear friend and ex Regional of you who care for a person with HD to
Care Adviser of the HDA, has left to attend this session, if at all possible. The six
concentrate her time on her elderly parents of us on the course shared our experiences
and her ever growing family. Mary Howlett, and we all came away having made new
an inspiration to us all, will still be involved friends who understand what it is like to
with the Merseyside Branch and we hope care for an individual with Huntington’s
both Mary and Sally will be attending future disease and feeling more confident with
AGMs and black tie events. It would not be the information shared. There were highs
the same without them.
and lows but in this safe and confidential
As I mentioned in the December edition, environment we were able to speak freely
in November I ran a planning session with and share our feelings.
your Trustees and I can report that the The International HD Congress is taking
event was extremely fruitful. I carried out place in September in Brazil, which I will
a skills audit on members of the Executive be attending. This is possible as Robin is
Council, which in turn identified the areas determined on visiting South America… so
of expertise that we would ideally like on he is now busy saving up his pennies to
the Trustee group. Also, it gave us a chance attend.
to share our experiences of HD and how, in
partnership with Cath Stanley, the Trustees Finally, I would like to thank Cath and her
and I can support the further development wonderful team for the continued support
they give to us all and on a personal note,
of the Huntington’s Disease Association.
a thank you to Robin for his positivity and
By the time you have received your copy of support, which enables me to continue
the June newsletter we will have become being your Chair.
the winner of the GSK Impact Award. This is
an extremely prestigious prize and I would Have a great summer.
like to take this opportunity in thanking in
particular; Cath Stanley, Chief Executive; Heather Thomas
Bill Crowder Head of Care Services; Sharon Huntington’s Disease Assocation Chair
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Message from the
Chief Executive
Dear Friends,
As the long dark winter days begin to recede it is lovely to
see the first signs of spring as I am writing this. The HDA
continues to grow and develop with some exciting events
happening and planned. Firstly, and most importantly the
HDA are honoured and privileged to be winners of the
2013 GlaxoSmithKline Impact Award, in partnership with
the King’s Fund. This is a very prestigious award and is
given in recognition of innovation and excellence. There
is more information on this later in the newsletter for you
to read.
This year for our Awareness Week we are focussing on carers.
To date we have held three residential family carers courses, all of which have
been a success, with Bill and I gaining as much from the participants as they
hopefully received from us and each other. To that end we are rolling this
programme out across the country to give people more opportunity to attend
events nearer to them, and some of these will be happening in Awareness
Week.
The summer months bring a host of summer camps for children to attend,
spread throughout the country. In addition, we will be hosting our annual
weekend for families affected by JHD, and what an amazing and inspirational
weekend that is. Also this year, Adam, our Youth Worker is looking to host a
weekend for 15 – 17 year olds, so if you would be interested in attending please
let Adam know.
We are delighted to announce that the prevalence study, funded by the HDA,
has now been published and it does indeed show that the prevalence of HD is
higher than previously reported. We will be using this information and study
to target politicians who are members of our APPG. There is more information
about this study, and a study into JHD, later in the newsletter.
Planning for our AGM and Family Conference is well underway. We have fantastic
speakers this year, with Dr Ed Wild coming to give us an update on research, Dr
Hugh Rickards talking about psychiatric and behavioural challenges in HD, and
Charles Sabine talking about a family perspective. Sunday will offer a range of
small sessions on subjects like the new benefit changes, power of attorney, and
support for carers. I hope to see old friends and new there.
Cath Stanley
Chief Executive
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June 2013 Newsletter
Information
Inside this edition of our bi-annual newsletter, you will find the
following documents:
		• AGM & Family Conference Booking Form
		
• Grand Prize Draw raffle tickets
		
• Donation Form with return envelope
		
• Merchandise order form
		
• Christmas Card order form
The above documents are sent out automatically with our newsletters to all of
our members.
If you are planning to attend our AGM and Family Conference in October
(4th to 6th), please complete the enclosed form and return it to our Head
Office address by Friday 30th August at the latest. We look forward to seeing
you there!
If you do not require the enclosed raffle tickets, please either pass them along
to someone who might want to buy them to support our cause, or destroy
them. Unfortunately, we are unable to separate the raffle tickets from the
newsletter mail out for those who have requested not to receive them, as the
mailing is not sent directly from Head Office. There is no need to return any
unused raffle tickets, thank you.
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!
Our Christmas cards will be available for delivery from October. If you would
like to get your order in early, please use the enclosed form and post it back
to our Head Office. Your cards will be despatched to the address you provide
from October.
If you have recently changed your address or contact details, please do let our
Head Office know so that we can keep our records up to date and ensure that
our mailings reach you.
You can contact Head Office on 0151 331 5444 or email info@hda.org.uk.
Thank you for your support.
Becky Davis

Newsletter Editor & Branch Support and Development Co-ordinator
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JHD Summary
Juvenile Huntington’s disease: a population-based study using the
General Practice Research Database.
A study undertaken by Ian Douglas, Stephen Evans, Michael D
Rawlins, Liam Smeeth, Sarah J Tabrizi, Nancy S Wexler.

The full study can be read at
http://bmjopen.bmj.com/cgi/content/full/bmjopen-2012-002085.

Article summary
Article focus
This population-based study, using primary care data, was designed to;
•

Estimate the incidence and prevalence of juvenile Huntington’s disease
(HD) in the UK.

•

Examine the range of pharmaceutical treatments used in its management.

Key messages
•

The minimum estimate of the incidence of juvenile HD is 0.70 (0.36–1.22)
per million patient-years.

•

The minimal estimate of the prevalence of juvenile HD is 6.77 (5.60–8.12)
per million patient-years.

•

Patients were frequently prescribed antidepressants, hypnotics,
antipsychotics and treatments for motor abnormalities.

Strengths and limitations of this study
•

The study, based on primary care data for the UK as a whole, provides the
first population-based estimates of incidence and prevalence of juvenile
HD.

•

The study indicates that the pharmacological treatments used for the
management of juvenile HD are used in the absence of a formal evidence
base.

•

The study’s major limitation is the extent to which, because of the stigma
associated with the condition, primary care physicians are reluctant to
include an HD diagnosis in patients’ records.
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Major Roche-Isis deal boosts
Huntington’s disease gene silencing
‘ASO’ gene silencing drugs for HD boosted by major deal between Isis
Pharmaceuticals and Roche
By Dr Ed Wild on April 09, 2013
Edited by Dr Jeff Carroll
Isis Pharmaceuticals and Roche have announced a multi-million dollar deal to
support the development of ‘gene silencing’ drugs to human trials. This is big
news that secures the future of these exciting drugs for Huntington’s disease.
If you ask a hundred Huntington’s disease researchers what the most promising
experimental approach to preventing and treating Huntington’s disease is, nearly
all would say ‘gene silencing’, also known as ‘Huntingtin lowering’ treatments.
Now, a major deal between Isis Pharmaceuticals and drug giant Roche promises
to support the development of one kind of gene silencing drug, called ASOs,
taking them through to clinical trials in patients as quickly and efficiently as
possible.
What’s gene silencing?
Gene
silencing
drugs
reduce
production of the harmful huntingtin
protein by preventing cells from
reading
huntingtin’s
message
molecule.
The cause of Huntington’s disease is
the protein huntingtin, which is made
throughout the body. Huntingtin is
useful, but in HD, an abnormal form of
the protein called mutant huntingtin
causes damage, kills neurons and
eventually produces the symptoms of
the disease.
The instruction set for making the
huntingtin protein - the huntingtin gene - is stored in every cell and is made
of DNA. To make a protein, the cell first manufactures a working copy of DNA,
from a related molecule called RNA. That ‘message molecule’ is then read many
times by the protein-making equipment of the cell, which churns out lots of
copies of the protein.
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This RNA message molecule is the target of gene silencing drugs. The drugs are
made from chemicals similar to RNA, and are designed to stick to the huntingtin
message molecule but not to other message molecules. Once stuck, the drug
tells the cell’s own machinery to dispose of the message molecule, so the protein
isn’t made. That’s why gene silencing is also called huntingtin lowering.
There are different options for exactly what the drug molecules are made
from, and several teams across the world are developing and testing different
approaches. So far, we’ve seen gene silencing drugs tested in several different
animal models of Huntington’s disease, successfully delaying symptom onset or
even reversing symptoms. These groups of researchers are now racing to hone
their drugs and begin human trials.
Isis and ASO drugs
Anti-sense oligonucleotides or ASOs are one type of gene silencing drug, made
from a DNA-like chemical. Isis Pharmaceuticals is the main driver developing
ASO drugs for Huntington’s disease.
The main advantage of ASO drugs is that they naturally spread quite well through
the brain when injected into the spinal fluid. In contrast, other gene silencing
drugs with names like RNA interference, siRNA or shRNA, need to be injected
directly into the substance of the brain and don’t spread very far without help.
Last year, Isis announced successful safety trials of an ASO huntingtin gene
silencing drug in primates, a crucial step on the road to getting a drug approved
for human trials. Right now, Isis is at the stage of honing its drugs and deciding
which one is best to take forward.
A pretty big deal
Developing ‘designer’ drugs is hard, and expensive, and testing drugs in human
patients is the most expensive part. A fairly small company, Isis, would be
unable to afford the huge cost of further development on its own, even with
the support of existing partners like the CHDI Foundation. That’s why the newly
announced deal with Roche is big news.
Essentially, Roche has committed to paying Isis $30 million for the development
of its Huntington’s disease drugs and the first ‘phase 1’ clinical trial in patients.
If that goes well, Roche will pay up to $362 million to further support the
development and licensing of the drug.
Beyond the money, the deal also gives Isis access to the significant resources
and technologies of Roche. One exciting future possibility is Roche’s brain shuttle
technology, which aims to get the drugs into the brain without having to inject
them into the spinal fluid.
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Turning off one or both?
Every person has two copies of the huntingtin gene, one
inherited from each parent. In most cases, Huntington’s
disease is caused by just one faulty copy of the gene.
Meanwhile, the normal copy of the gene produces a
protein that does useful stuff and doesn’t cause harm.
Isis’s drugs that are closest to human trials target
the message molecules from both copies of the gene
- mutant and normal. So far, the early indications are
that this approach is successful without causing harm. In part, that’s because
neither copy of the gene is ‘silenced’ entirely.
If the Isis drug works, Roche’s ‘brain shuttle’ technology may help it get into the
brain from the blood.
But Isis is also working on drugs that only silence the mutant copy of the gene,
reducing the potential for side effects. This is called allele-specific silencing.
That’s a surprisingly difficult thing to do, because the place where the mutant
gene is different isn’t necessarily the best place for a silencing drug to stick.
So the drug-hunters have to look for other small differences between the two
copies.
We don’t yet know what approach to gene silencing will be best, so it’s good to
know that the deal will support both options.
Timelines
While it’s great to hear that a big pharmaceutical company like Roche is willing
to commit such large sums of money to a Huntington’s disease drug, the big
question for HD families is when clinical trials will begin in patients.
Both companies are understandably reluctant to commit to a specific deadline.
In a conference call, Stanley Crooke of Isis said that “‘A little while’ is as precise
an answer as I’m comfortable giving today”. Safety is paramount: it’s essential
to get the drugs as good as possible and test them thoroughly before taking the
risk of giving them to a human.
But it’s clear both Roche and Isis want to move forward as quickly as possible,
and thanks to this huge deal, they now have the combined resources to make
this happen.

Dr Carroll, who edited the article, has undertaken Huntington’s disease research
using ASOs and allele-specific silencing in collaboration with Isis. The article was
drafted without his input, and his research and publications are not featured
directly in the article. His editing of the article did not change its balance.
To view this article online, please go to: http://en.hdbuzz.net/122
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Summary of prevalence of adult
Huntington’s disease in the UK based on
diagnosis recorded in GP practice records
The HDA commissioned a study to look at the prevalence of HD in the UK. This
work was carried out by Stephen Evans, Ian Douglas, Michael Rawlins, Nancy
Wexler, Sarah Tabrizi and Liam Smeeth and was published in the Journal of
Neurology, Neurosurgery and Psychiatry.
It was carried out by looking at data recorded on GP databases in the UK. The
conclusion was that the prevalence of people diagnosed with HD is substantially
higher in the UK than previous studies suggest. Paper cites the prevalence as
being 12.3%.
It goes on to cite that many factors may have caused this increase, including
more accurate diagnosis, better and more available therapies, improved life
expectancy and perhaps more willingness to record HD on medical records. It
goes on to point out that it is important to have an accurate prevalence figure in
order to plan and deliver health and social care. The paper makes the important
point that it is essential to develop a systematic approach when using symptom
therapies aimed at the motor, cognitive and psychiatric symptoms and stresses
the need to create innovative treatments and cures aimed at curing the disease.
Cath Stanley
Chief Executive

Train HD

Six Monthly Report at December 2012
Train-HD is a multi-centre research study that is investigating
the impact of a physiotherapy home exercise programme for
people with Huntington’s disease (HD). This study is led by
the Cardiff Physiotherapy Group and builds on the exercise
based research that has developed over the last 5 years. The group now works
actively with collaborators across the UK who are all partners in this study.
Participants are randomly allocated to either the exercise group or the control
group. The key elements of the exercise programme include training of walking,
sit-to-stand and standing balance. This is individually tailored to each participant
and modified to their home environment. The effectiveness of the programme is
being assessed using various measures, including general physical functioning,
walking ability and balance. In addition, each participant sets individual, personal
goals with the physiotherapists. Those in the control group will be offered the
intervention at the end of the study.
The study started in June 2012. Standard procedures for all activities were
developed and all research approvals for working within the NHS were granted in
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a timely manner. Initially, a video based training package for the physiotherapists
and researchers at each site was developed by the research team. The training
was delivered at all sites over the summer (by video and face-to-face). The
advantage of this video based resource is that should the intervention be found
to be beneficial, we will have the facility to support delivery of this intervention
more widely.
The project recruited up to 30 individuals from clinics in Cardiff, Oxford, London,
Birmingham, Manchester and Sheffield. Recruitment continued until the end of
February 2013. Data collection is projected to be completed by June 2013 and
final results ready for dissemination by the end of 2013. The research team
would like to thank all participants who have so freely given of their time to help
with this important work.
Monica Busse-Morris
TRAIN-HD Cardiff University

Liver changes in Huntington’s disease
patients suggest more ‘whole body’
research needed

A new study suggests that liver changes may occur in HD patients,
opening up new avenues of research
By Dr Jeff Carroll on March 06, 2013
Edited by Dr Ed Wild
Huntington’s disease patients seem to have a lot of changes outside the brain, but
these issues haven’t yet been studied in great detail. New evidence reveals that
Huntington’s disease mutation carriers have differences in liver function, even
before they have symptoms of HD. This new finding might help us understand
the metabolic changes experienced by HD patients, which are currently poorly
understood and under-studied.
HD is a brain disease, right?
Huntington’s disease is often described as a ‘neurodegenerative’ disease. This
just means that the main symptoms of the disease are
thought to be caused by the early death of special brain cells
called ‘neurons’.
A clever breath test was used to detect ‘heavy carbon’ atoms
that had been handled by the liver, as a marker for whether
its metabolism is working normally or not.
Many of the most prominent symptoms of HD are almost
certainly caused by the early death of neurons, including the
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noticeable movement symptoms that patients experience. It’s also likely that
the problems with thinking and emotional regulation that make HD so difficult
are also due to dead or dysfunctional brain cells.
Surprisingly, the mutant gene that causes HD is active, or transcribed, nearly
everywhere in the body. When scientists first discovered the gene, they initially
thought that it might only be made in vulnerable parts of the brain. In fact, it
turned out that while only certain brain cells die during the course of HD, almost
every cell in the body actively makes the HD gene.
In light of this widespread activity of the HD gene, it is surprising that scientists
are really only just beginning to appreciate that things go wrong in HD patients
outside the brain.
Some of these changes outside the brain are important for understanding the
disease. At HDBuzz we’ve previously covered changes in the immune system of
HD patients, while ‘calming down’ the immune system in HD mice makes them
better, even when using drugs that don’t get to the brain!
Other aspects of Huntington’s disease are less well studied, but might be really
important. Many HD patients lose weight, for example, even though they are
eating sufficient calories. An early study of lifestyle factors suggested that HD
patients who weighed more when they were first diagnosed with HD had a
slower course of disease.
‘Metabolism’ is the term scientists use to describe all the chemical processes
that enable our bodies to turn food into energy. Changes in metabolism leading
to weight loss could have their origin in many different parts of the body - for
example, the muscle, fat or liver. We’ve only just begun looking for changes in
these other organs in Huntington’s disease patients.
Is the liver working less well in HD?
Many years ago, when physicians were first examining the organs of people
who had died of Huntington’s disease, they noted that the livers seemed to
be somewhat shrunken. Unlike brain cells, cells in the liver regenerate when
they’re damaged. Cells in the liver of HD patients appear to be removed and
replaced more quickly than in people without HD, which might mean that they’re
experiencing more damage than normal.
Based in part on these observations, scientists have examined changes in the
liver of mouse models of HD. Prof Jenny Morton, of the University of Cambridge,
is particularly interested in changes in sleep in HD. As part of her studies in
sleep, she’s studied which genes are turned off and on in the liver of HD mice
over the course of a day. Mice, like humans, turn on different genes at different
times of the day.
This complex regulation of turning specific genes on and off in the liver throughout
the day doesn’t work right in HD mice. This could have major consequences
for the metabolism of the whole body, because the liver plays a key role in
metabolism.
Heavy, man
But are there changes in the liver in human Huntington’s disease patients? New
evidence from a team of researchers led by Drs Carsten Saft and Sven Stüwe,
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in Bochum, Germany, suggests that there are.
The team did a very simple test of liver function in three groups of people: control
subjects, people with the Huntington’s disease mutation but no symptoms of
disease, and HD patients with symptoms. Each person drank a small amount of
water that contained a chemical called methionine.
Methionine is one of the 21 ‘amino acid’ building blocks that our cells use to
make all the proteins they need. So methionine naturally occurs in large amounts
in the body.
The methionine provided by researchers was subtly different - they used
methionine that had a abnormally heavy carbon atom. This gives each
methionine molecule a different weight than normal, which lets the scientists
use special equipment to track the heavy carbon drunk by the study subjects.
Why would they want to do this? It turns out that methionine that we drink or
eat is only broken down in the liver, and the progress of this breakdown can be
followed by looking for heavy carbon atoms in the carbon dioxide that patients
exhale.
The mutant huntingtin protein is produced throughout
the body, not just in the brain. Increasingly, scientists are
looking outside the brain to study and even try to treat
Huntington’s disease.
The test is very simple and pretty cool. Volunteers downed
their amino acid drink, and exhaled into a machine
capable of determining how much heavy carbon they were
breathing out. But the implications are very important many years of evidence suggest that we can accurately
measure healthy liver function using this test.
HD patients exhaled less labelled carbon than control subjects did - a finding that
suggests altered liver function. People carrying the HD mutation, but without
symptoms of HD, also had less of the heavy carbon in their breath.
What does this mean?
This is the best evidence we yet have that liver function is altered in Huntington’s
disease patients and people carrying the mutation. We also know that normal
liver function is very important for regulating the metabolism of the entire body.
It’s important to note that these changes are subtle, and they don’t mean that
people with the HD mutation have ‘liver disease’ or ‘liver failure’ - and there’s
nothing to suggest that they are at increased risk of developing liver problems
that could be risky in their own right.
We’re still a long way from understanding how liver changes might contribute
to the changes we see in the metabolism of HD patients, but at least we now
have a target to study. This finding is sure to give confidence to researchers
interested in studying these types of changes, so look for more exciting ‘wholebody’ research in the future.
To see this article online, please visit: http://en.hdbuzz.net/117
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Is a new technique set to
revolutionize Huntington’s disease
genetic testing?
A new genetic testing technique for HD has been reported. What does
this mean for people at risk or already tested?
By Dr Tamara Maiuri on March 18, 2013
Edited by Dr Ed Wild
Genetic testing offers at-risk people the option of
knowing for sure whether they carry the gene that
causes Huntington’s disease. For a tiny minority of
people, the basic test needs to be followed up with more
detailed analysis before a result can be given. Now a new
technique may bring quicker results for those people.
The new method is a small but important improvement
that doesn’t change any existing test results.
The Huntington’s disease gene, twenty years on
2013 is the twentieth anniversary of the identification of the gene that causes
Huntington’s disease. This discovery in 1993 paved the way for our current and ever-growing - knowledge of the gene’s harmful effects in the brain, and
how we might target them for therapy.
Genetic testing for Huntington’s disease involves measuring the number of CAG
repeats in the two copies of a person’s HD gene. It also meant that people
could undergo genetic testing to see whether they carry the disease-causing
gene.
What exactly is a disease-causing gene? Each of us carries the huntingtin gene
- in fact we carry two copies of it: one from mum, and one from dad. The
huntingtin gene has a section that varies naturally from person to person - a
region made up of repeating ‘CAG’ triplets. (C, A, G and T are letters used to
represent the four chemical building blocks strung together to form the DNA
from which genes are made).
Most people have about 15-25 CAG repeats in each copy of the gene. However,
if a person has a huntingtin gene with more than 39 repeats, they will develop
Huntington’s disease at some point in their life. That’s because large CAG
repeats tell our cells to make a version of the huntingtin protein that’s harmful.
It’s possible to find out exactly how many repeats an individual has in each of
their huntingtin genes - and this is the basis for genetic testing.
When a person with no symptoms of Huntington’s disease has a genetic test to
find out whether they will develop HD in the future, it’s called predictive testing.
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When someone with symptoms suggestive of HD has a genetic test, it’s known
as diagnostic testing. But the test itself is the same - counting the CAG repeats.
A new, improved genetic test?
Several recent news stories have reported the development of a new genetic
test to determine the number of CAG repeats in a person’s huntingtin genes,
boasting improved accuracy and shorter turn-around time. The scientific work
behind the reports was led by Dr Elaine Lyon of the University of Utah and
published in the Journal of Molecular Diagnostics. So, what does this mean
for people who have already been tested? And for those who are considering
testing?
We’ll come on to the new testing technique in a moment. First, let’s look at how
the currently used test works and how accurate it is. How do labs determine the
number of repeats in an individual’s genes?
How the test works now
The DNA needed for the test comes from a patient’s blood sample. Once the
DNA is purified, a technique called the polymerase chain reaction, or PCR, is
used to zero in on the two huntingtin genes and whip off millions of exact
copies for further analysis. These little pieces of DNA are then sorted by size, to
determine the number of CAG repeats in each gene: the more repeats a gene
has, the larger the “PCR product” will be.
For the vast majority of patient samples, the test ends at this point because this
technique is very reliable and accurate.
A handful of troublemakers
There are a few people, however,
whose genes don’t cooperate with
the standard PCR technique used for
genetic testing. For example, if one of
the CAG repeats is very large (more
than about 150 repeats), it can be too
big for the standard PCR method to
detect it, so it can appear like there
is only one, normal-sized gene. This
exact same picture occurs when both
copies of a person’s HD gene have the
same number of repeats, say 15 in one
copy and 15 in the other.
This situation, while rare, is confusing, because it means the PCR test occasionally
can’t tell us whether a person has two normal repeats of the same length, or
has one normal and one very large repeat - clearly an important difference.
The same thing can happen if a person carries a small, rare variation or ‘spelling
mistake’ in the sequence where the PCR process ‘zeros in’. In cases where a
small spelling mistake prevents the PCR process from working, one copy of the
gene goes undetected and again, it ends up looking like the patient carries two
identical copies with equal CAG repeat lengths.
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Geneticists are crafty!
For someone to inherit two copies of the huntingtin gene with the exact
same repeat length is rare, and since the lab folks doing the test are aware
of its technical limitations, this situation raises a red flag. Thankfully, because
geneticists are cunning people, we already have a good way of getting round
it. Samples with this type of result are analyzed further, to be absolutely sure
of the result.
The current protocol for double-checking a suspect sample is an additional PCRbased test involving a region next to the CAG repeats. If this step distinguishes
the two genes, then further testing is not necessary. However, if the sample still
appears to have two identical copies, a procedure called Southern Blotting is
used to make sure an expanded CAG region wasn’t overlooked. The downside
is that Southern blotting is relatively expensive, requires a large blood sample,
and has a long turn-around time.
Enter the new technique
This second-stage analysis is where the new test comes in. The newly developed
test makes clever use of PCR for the double-checking step. What’s clever about
it is that instead of zeroing in on just the region around the CAG expansion, this
method also zeros in on the CAGs themselves. The result is that, instead of one
bit of DNA being copied many times, lots of different-sized copies are produced.
The new test may improve things in future for a small minority of people who
previously would have needed a more lengthy two-stage process to get an
accurate test result.
When separated by size, these form a “stuttering” pattern instead of one exact,
full-length product. But the biggest CAG-lengths seen in this pattern reflect the
true length of the person’s gene.
This is helpful in those cases where the expansion is very large, because
the technique doesn’t fail with big CAG repeats, as it can with the
standard PCR method. If a stuttering pattern appears, it means that there is
an expanded gene. If not, then the person truly has two copies with the same
number of CAGs.
So let’s answer some of those questions
So does the new test have improved accuracy and turnaround time? Yes and
no! It’s certainly superior to Southern Blotting for the small proportion of
samples requiring additional analysis. But the vast majority of people can
still be easily and accurately diagnosed using standard methods.
Do people who have been tested in the past need to be re-tested? Certainly
not. Existing results are still accurate. Even people who previously needed a
two-step test to get a result, including a second PCR step or a Southern Blotting
test, can rely on the result of that process.
Will the new method be implemented in genetic testing in the future? Probably,
but there’s no hurry and it may not be adopted everywhere. It is likely to
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be adopted by some diagnostic labs, and in fact some already use similar
clever PCR tricks.
The truth is that this new test is really just a small incremental step in the genetic
testing story. In fact it has its own limitations - for genes carrying repeats larger
than about 150 CAGs, the Southern Blot technique will still be necessary.
And although it is designed to zero in on a region with no known variability (to
avoid overlooking a gene with a rare spelling mistake), this is not to say that
new spelling mistakes won’t turn up in a few individuals that could confuse the
new technique.
So, whatever you may have read, Huntington’s disease genetic testing has not
been revolutionized by a new test. We do, however, now have a useful new
weapon in the armoury that will help everyone who wants one to get a rapid,
reliable result.
HDBuzz thanks Dr Mary Sweeney of the Neurogenetics Laboratory, National
Hospital for Neurology & Neurosurgery, London, UK for her input in preparing
this article.
To view the article online, please visit: http://en.hdbuzz.net/119
ADVERTISEMENT

NEW HOME OPENING
MAY 2013 !!!
Specialist Nursing Care for Adults with
Complex Physical and Psychological
Disabilities
Set in the heart of the beautiful Herefordshire
countryside, Stanley House offers 24 hour
nursing care, combined
with holistic and therapeutic support,
in a relaxed homely environment.
For a brochure, please phone

either Cathy Yeates or Linda Jones
Bosbury, Nr Ledbury
Herefordshire HR8 1HB
Telephone 01531 640840
Fax 640826
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GSK Impact Award
It seems like a very long time ago that I decided to have a go and enter the HDA for
the GSK Impact award, sponsored by the Kings Fund, considered to be the ultimate
stamp of approval for innovation and leadership. I started the application in plenty of
time for the closing date, but with various other work commitments, not least the EHDN
conference in Stockholm, had to finish it whilst on holiday in the Lake District, we had a
hilarious week driving around looking for somewhere that had a signal, as it had to be
completed on line!
Over 400 charities applied, so we were thrilled to hear the news
we had been short listed. The amount of information required
before assessment was phenomenal, so back to working some
very long days to prepare! The assessment itself was an
exhausting 5 hour interrogation, no stone left unturned!
So, when we received the news we had won, we were thrilled.
Here is the information from the press release:
The GSK IMPACT Awards, GSK’s flagship UK corporate responsibility programme
organised in partnership with The King’s Fund, is seen as a ‘seal of excellence’ in the
sector. As well as receiving £30,000 in funding during a difficult financial climate, the
winners can take part in a training programme hosted by The King’s Fund that provides
training, development and networking opportunities. Feedback has shown that this
opportunity is as important to the winning charities as the funding as it helps them
develop the skills to carry on building their organisation.
Lisa Weaks, Third Sector Programme Manager at The King’s Fund, said:
‘We congratulate the Huntington’s Disease Association on its well deserved win. Its
innovative approach has made it a centre of excellence and example for other charitable
organisations. Huntington’s is a complex disease which can leave families feeling
confused and isolated. Their excellent work across the UK is reaching the vast majority
of those in need. It is very strong, well organised and well connected with its potential
client group and those who need to be influenced nationally and locally.’
Cath Stanley CE said “We are delighted to have received this award. HD is a rare
illness that many people, both families and professionals, have
never heard of. As well as a recognition for the work we do, the
award will help raise the profile of the complex problems families
face, but also will help show case their enormous courage and
resilience. The training that comes as part of the award will help
us to further grow and develop as an Organisation”.
The calibre of award is reflected in its judging panel who chose the
winners, which this year includes Professor Steve Field, Deputy
National Medical Director at NHS England (health inequalities); the
journalist, Fiona Philips; Peter Wanless, CEO of The Big Lottery;
Gilly Green, Head of UK Grants at Comic Relief; Sir Christopher
Gent, Chairman of GSK; and, Sir Chris Kelly, Chair of The King’s
Fund.
My thanks to all involved.
Cath Stanley.
Chief Executive. Huntington’s Disease Association.
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John Heald, former Chairman
and Director of the HDA
We are sorry to report that our former
Chairman during the early 1990’s, Mr John
Heald, has sadly passed away. John was
our Chairman at a crucial time in the early
days when the Association was moving
from a small scale support organisation
with a care home to a truly national
organisation.
John’s calm approach
supported the Committee through that
time and helped steer the Association
towards what it has become today.
Nick Heath, our current Treasurer,
remembers that period of time well,
as the longest serving Trustee of the
Association and having the last direct
connection to the early Committee.
There were many highlights over the
years, and the reception at Downing
Street with John Major and the visit
of Princess Diana to Battersea were
certainly amongst the most memorable.
On behalf of the Association and those who remember John’s enormous
contribution, we send our condolences and appreciation for his life to his family.
Cath Stanley
Chief Executive

Awareness Week 2013
This year’s Awareness Week will take place from 10th
to 16th June and the theme will be based around
carers. We will be working closely with the HD
Alliance covering England, Wales, Scotland, Ireland
and Northern Ireland, to co-ordinate our approach
and gain maximum benefit from the awareness
raised across the country.
Regional Care Advisers will be holding events for
carers across England and Wales, so do look out for
these on our online calendar:
http://hda.org.uk/events/
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Recognition is the name;
e-petition is the game
As an active member of the HDA Message Board, and various other HD related forums
on social networking sites, I couldn’t help but pick up on the worrying uncertainties
brought about by the changes in the Benefits System.
One area of contention has been the Work Capability Assessment or WCA. Concern
has been raised about the suitability of methods used by Atos for evaluating people
as being capable for work, when strong medical and anecdotal evidence (on top of
the overt physical signs) suggest otherwise.
When I read about a key speech made by Michael Meacher MP on the matter, flagging
up his concerns, I couldn’t help but agree that the system brought in is “not fit for
purpose”.
“Atos’s current work capability assessment system is drastically flawed, and for
several reasons. First, Atos is an IT firm and it uses the so-called Logic Integrated
Medical Assessment, which is often described as “rigid” and “tick-box” because
computer-based systems make it difficult for health professionals to exercise their
professional judgment. Because such a mechanistic system has little or no regard
for the complexity of the needs of severely disabled or sick persons, the British
Medical Association and others have condemned the current WCA as “not fit for
purpose”.
Michael Meacher MP
The above quote is cited from the proceedings of The House of Commons ‘Backbench
Business — Atos Work Capability Assessments’ Session, which was held on 17th
January 2013.
Another person to speak out was Cheryl Gillan MP. Although Ms Gillan was primarily
speaking that day as an advocate for those with autism, what she said seems on a
par with those facing a number of neurological conditions in terms of not being able
to comprehend what is being asked and the great anxiety caused.
“There have been key concerns with the face-to-face assessment process. The
work capability assessment model can certainly prove to be challenging in the
context of claimants with autism. Most people with autism have difficulties with
social interaction, and some will also lack insight into their difficulties. They may also
have difficulty understanding the questions being asked and with communicating a
response. Even travelling to the assessment centre and engaging with the process
may be difficult to understand and create great anxiety. Therefore, face-to-face
assessments may not always result in a fair and accurate assessment of claimants’
ability to work”.
Cheryl Gillan MP
Upon hearing of, and reading about the debate, I felt compelled to exercise my right
to set up an E-Petition. The petition is titled:
Huntington’s disease - Recognised and considered appropriately for benefits.
The full wording is given below, and The Petition itself can be seen and signed by going
onto the government website - epetitions.direct.gov.uk. From the Home Page
type Huntington’s disease in the search box. Alternatively you can type the following
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link into your browser bar: http://epetitions.direct.gov.uk/petitions/44660
‘Responsible department: Department for Work and Pensions
With the call by Cheryl Gillan for claimants with Autism to be treated
differently under the work capability assessment tests, we call for those
claiming for Huntington’s disease (HD) to also be granted special treatment
‘so that it is fair and appropriate for claimants’.
HD is an inherited brain disease for which there is no cure. Classed as
‘rare’, the lack of informed medical knowledge about HD can lead to
misunderstanding of its likely progression. Those diagnosed currently
have a life expectancy of below 20 years from symptom onset.
The government previously singled out HD in the case of insurance. Having
already decided positive testing means a life is of limited timescale, we
urge the government to recognise the need to streamline the benefits
process for those suffering and their carers.’
My petition also makes reference to HD in the case of insurance. This stems from the
decision made in 2000 by the Genetics and Insurance Committee to immediately allow
HD to be singled out, given the reliability of the test to determine a person’s future.
To quote a later Report in October 2008: House of Lords – Science and Technology
Committee - Minutes of Evidence, Genomic Medicine;
‘it is the only one [area of exemption] where we think the evidence is sufficiently
strong that we can separate out the impact of the gene in relation to the risk of
death from other broader environmental factors.’
I am no expert, and I am understandably biased, but I read that as an acknowledgement
of clear discrimination already. If the government are to take the line that no individual
disease can be taken by WCA for positive discrimination, I would argue they should
apply that across the board for any other form of discrimination against a named illness
too. Something they seem to have missed in the case of gene tests and insurance.
What will signing the petition achieve?
If a petition gains 100,000 signatures it is given automatic consideration for debate in
the House of Commons by the Backbench Business Committee. The petition is open
for signatures between now and 21 January 2014 but even I can see that’s probably a
target too far. However, within the first two months of being open it has gained over
2,100 on-line signatures. Considering it is only open to UK citizens/residents, and can
only be signed once, that’s not bad going.
Okay, 100,000 is still pushing it but attracting over 10,000 signatures does merit a
formal response from the petitioned Department(s) and it would be good to see what
DWP come back with should we reach 10,000. In any event, the use of a formal
petition link has been proving a useful tool to attract attention via social media such
as Facebook and Twitter. The messages of support from those who have not come
across HD before has been very uplifting.
On that basis alone, please sign the petition if you have online access and share the
link widely, or at least let people know about it. Sadly the petitions are not set up to
handle manual signatures. Nevertheless, with over 2,100 people adding signatures so
far, it does help to demonstrate a collective hands up by those HD affected and the
general public. A hands up telling the government don’t forget us too please!
Trish Dainton
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NHS Changes - Hopes & Fears
A Summary of National Voices’ Round Up of the Key Issues
A big reorganization of the NHS in England was launched on 1st April 2013.
Will it be better for patients or worse? What are the hopes and fears of patient
organisations? Here is a summary of National Voices’ round up of the key issues.
Patients are unlikely to see any instant changes on 1 April. In the months to
come, we may however, start noticing some differences. For example, we might
have more choice when it comes to who performs our operation. But it isn’t
yet clear where the NHS will end up: it is going through a massive behind-thescenes reorganisation and embarking on a whole new way of commissioning
– of deciding who will carry out which services.
We don’t have a crystal ball so can’t tell you the future, but we can outline some
of the hopes and fears of patient organisations:
Hopes
• Coordinated care - This is at the top of patients’ wish list. We are fed up
with having to navigate a confusing system at the most stressful time of our
lives and we need support in this. The Health & Social Care Act brings new
duties on organisations to deliver more integrated care.
• Control over decisions - Former Health Secretary, Andrew Lansley, borrowed
the motto ‘No Decision About Me Without Me’ to spearhead the reforms, saying
they would finally give patients more control over decisions about our care and
treatment.
• Patients designing services - The Act says patients and the public should
be involved in planning services. Many patients are experts in their condition
and can bring invaluable insight.
• An NHS that listens more broadly - The reforms place a great emphasis on
good engagement and listening to service user feedback.
• Patients will have greater choice of provider - We will start seeing more
choices, for example, about where to have an operation. This is helpful as long
as we have clear information on the pros and cons of different care providers.
• More honesty and transparency - This will mean fewer cover-ups and may
also bring with it a more honest, open and accountable culture in the NHS.
Fears
• Putting something into the Health & Social Care Act doesn’t
necessarily mean it will happen.
• The focus on structures may distract from the end goal - Patients don’t
mind whether the bit of the NHS that commissions their care is called a ‘PCT’
or a ‘CCG’. We are interested in good care, good treatment, good outcomes,
quality of life and a positive experience.
• Lack of clear ways to make it happen - While we are optimistic that some
of the opportunities will come into being, it isn’t yet clear how this will happen
in many cases.
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•

The new style of commissioning is largely untested - While, in principle,
it makes sense to put clinicians at the heart of decisions about services, there
may be unintended consequences. Many of the things commissioners should
do – involving patients, coordinating our care, reducing inequalities – are
things we want, but there is little evidence yet to say these will be achieved.
• No clear way of judging the success of commissioning - Even where
outcomes improve, it will be difficult to attribute that to commissioning.
• Other reforms, such as benefit reforms, are worrying charities - These
could have an impact on people’s health and could put more pressure on
health and social care services.
• Culture change - Everyone – from patients to staff to politicians – agree we
need a culture change. All say we need more supportive patient-focused care.
However this is a big challenge and there is currently no clear action plan to
achieve this across the health and care system.
National Voices is the national coalition of health and social care charities in
England. We work together to strengthen the voice of patients, service users,
carers, their families and the voluntary organisations that work for them.
Article adapted by Ruth Abuzaid, Deputy Head of Care Services, Huntington’s
Disease Association.

Tracing hd – a personal story
My mum sadly passed away from Huntington’s disease in 2012. I was very young
when she became symptomatic and as an only child, I never really knew much about
her or the extended family.
After she passed away I wanted to know more and decided to research her family
tree. I had researched other lines of my tree previously and hoped it would not be too
hard to trace. I knew it was a slim possibility but I wondered if I could also find out
more about HD in my family too. I started by collating all the information I already had
to give me a starting point and I searched the Births, Marriages and Death Records
online to find matches and when I was confident I had the right person, I would order
a copy of the certificates from the General Records Office to confirm my findings.
I ordered birth certificates to confirm the name of the parents which meant I could
then research the next generation back. But what I was surprised to find when I
ordered a death certificate was that HD was recorded as the cause. This meant I
could possibly trace HD through the generations, although I was not sure how long
HD would have been recorded in this way, so I went back another generation and
did the same; I traced back to my Great Grandfather born 1901 who was recorded as
having HD. When I went back another generation to my Great Great Grandmother
born 1862, it was recorded as Cerebral Disease. I have now confirmed her parents
and have ordered their certificates to see if I can confirm HD going back a further
generation. I could then go on to look at siblings and their children who are related
to a person with HD in my tree. I have now gone back as far as the 1790’s with the
help of local parish records.
Not only have I learnt about HD in my family, but I have found out where my ancestors
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lived, what they did for work and their lifestyle using the census records and in the
future, I hope to be able to visit some of the addresses they would have lived at
hundreds of years ago.
It has been a fascinating project, I have even made contact with a living relative who
has helped me learn so much more about my family and fill in many of the missing
gaps.
I would be pleased to hear from anyone else who has done any research with similar
findings, or has any similar stories? If anyone is interested in researching their own
family tree, but are not sure where to start, I would also be pleased to help.
Jo Ventham-Mander
Newcastle

Personal Independence Payment
Personal Independence Payment (PIP) is the new benefit which will replace
Disability Living Allowance (DLA) for eligible claimants aged 16-64 from April
2013.
PIP will be continue to be non means tested and non taxable.
If you are already claiming DLA you should have received a letter from the DWP
during February or March 2013 telling you about PIP. The changes will not affect
you if you were aged 65 or over on 8th April 2013 and children will continue to
get DLA until they are 16. People receiving Attendance Allowance will not be
affected by the introduction of PIP.
For most people on DLA there will be no change until October 2015 at the
earliest. This is when the DWP will start to re-assess people who currently have
DLA on an indefinite award (i.e. they were never given an end date for their
DLA). From October 2015 the DWP will re-assess everyone, the timing will be
random.
There are exceptions and the DWP will be writing to the following groups from
October 2013 to invite them to claim PIP:
– People who choose to claim PIP (i.e. they would prefer PIP to DLA)
– If someone gets DLA but report a change in their condition (i.e. they were
asking to go to a higher rate of DLA)
– People who are on a fixed period DLA award (i.e. they have been given an
end date for their DLA)
If you are making a new claim you will now apply for PIP not DLA.
There is a wide range of information available on PIP at www.dwp.gov.uk/pip
An option if people find it difficult to cope with forms: Becoming an
appointee for someone claiming benefits.
A change to benefits often brings up concerns regarding someone’s ability to
cope with forms; ‘Appointeeship’ is one way of addressing that. You can apply
for the right to deal with the benefits of someone who can’t manage their own
affairs because they’re mentally incapable or severely disabled.
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Only 1 appointee can act on behalf of the person who is entitled to benefits.
An appointee can be:
• an individual, e.g. a friend or relative
• an organisation or representative of an organisation, e.g. a solicitor or local
council
To apply to be an appointee the contacts are as follows:
• For Attendance Allowance and Disability Living Allowance / Personal
Independence Payment contact the Benefit Enquiry line on 0800 882 200.
• For State Pension - contact your local pension centre
• For all other benefits - contact your local Jobcentre Plus
For more information please see
https://www.gov.uk/become-appointee-for-someone-claimingbenefits
Information taken from www.dwp.gov.uk/pip and www.gov.uk and adapted by
Ruth Abuzaid, Deputy Head of Care Services, Huntington’s Disease Association.

Yoga and HD
Today I sat in my car in the grounds of the care home watching the blue tits flapping
their wings, jumping from branch to branch of the beech trees, constantly moving. I
was feeling sad and reluctant to leave. Another of my clients has died.
I have been working with people with nervous system disorders for over ten years,
mainly with those affected by multiple sclerosis. A couple of years ago I was invited
to visit a wonderful residential care home where many people with MS and other,
often terminal, diseases are cared for, to offer them therapeutic yoga sessions. I set
up a group which was inevitably variable because of fatigue, attention from other
therapists, family visits, ill health and so on. However, we quickly established a core
group of six or seven wheelchair users who were keen to learn about yoga, to try
gentle stretches and breathing techniques, and practise meditation and relaxation.
Sometimes others would join us to see what it was all about and after some time we
were joined by a man whose presence challenged our way of working.
That first day when M came into our yoga group he disturbed everyone by his
constant jerky movements and grunting noises. He sat in his wheelchair with his
arms flailing in involuntary sweeps, narrowly missing other residents confined
to their wheelchairs, so it was necessary to manoeuvre him to a position where
everyone felt safe and out of reach of his long arms. Even so, everyone was wary
and uncomfortable. His speech was difficult to understand but the word he used
over and over again was ‘sorry’.
My initial feeling was one of fear, which I imagine the other participants also felt. I
clearly remember the first few sessions where people kept their distance from him,
for M was energetic, with elastic limbs and jerking head, uncontrolled and liable to hit
people by accident. I wondered how he would cope with the sessions. However, we
quickly learned that this man was keen to be in the group, having done some yoga
before. In fact, he had travelled to the Himalayas and knew a great deal about India
and yogis. M’s past life was as unexpected as his movements.
Usually when I arrive at the centre I visit the various wards ‘rounding up’ the residents
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who normally attend the sessions. One day I went to M’s room to find him in a chair
crashing his hand against the wall, over and over again, spraying blood over the bed
and wall like a crazy graffiti artist. The scene was nightmarish but M was not worried
by it though relieved to be moved out of range. More than once he damaged elbows
and wrists by these involuntary movements of his body. Over time, gradually M’s
body began to make other demands. He had to be tube fed because he could not
swallow properly, he had frequent chest infections and his skin was liable to be sore.
Huntington’s disease is an inherited disease of the brain for which there is no cure
at present. It damages some of the nerve cells in the brain, causing deterioration
and gradual loss of function in areas affecting movement, cognition and behaviour.
It used to be called Huntington’s chorea, which is more descriptive since chorea is
Greek for dancing. The jerking limbs are constantly dancing, from a mild nodding
tremor to wild rock and roll, though every person affected has different symptoms.
In M’s case he saw his father die and his older brother at age 54, and he knew he
too was going to die because of it. After a year or so in the residential care home
his organs began to fail – his digestive system, his kidneys - and he too died at 54,
leaving his body for science to examine.
However, for over a year M enjoyed the yoga sessions. He was a feisty, charismatic
man with many interesting anecdotes of a life well spent, and he became a muchloved key player in our group. The dramatic change in our attitude to M came early
on when I intuitively felt that I needed to contain his exhausting movements. His
arms were strong and struck out unexpectedly. His legs stiffened and kicked and
his head jerked constantly. When it came to relaxation at the end of our session
his erratic movements were disturbing to the other participants. I don’t quite know
what made me think of it but one day I asked if I could hold his head, and when he
consented I went behind his chair and took hold of it quite firmly from the back. His
head was balding, the skull defined and I could feel the precious weight of it in my
hands. Somehow it felt like a new born. It also felt like an explosive. The surprise
was that he became perfectly still. I really mean immediately, absolutely still in his
entire body. Everyone looked at him and sighed. I talked everyone through a fifteen
minute relaxation sequence and M did not move a muscle. I was exhausted at the
end of the session, emotionally but also physically as if I had been stilling his whole
body with my effort. M said “thank you, thank you, thank you.”
After that it became easy. Every week as we reached the breathing and relaxation
part of our yoga session I held M’s head in my hands and he was still and calm for
fifteen or twenty minutes and he even occasionally fell asleep. When I was sure this
was a helpful technique I showed the nursing staff who showed his family, and I like
to think he gained some respite from the constant moving of his dancing limbs as
they all held him. I am sure we underestimate the healing power of touch.
M attended yoga until he was too ill, a couple of weeks before he died. I was extremely
privileged to attend a beautiful gathering to celebrate his eventful, adventurous life,
where I met his amazing family, including his younger brother and his stoical mother
who had watched the passing of M’s father and two of her sons through HD. I
was keen to tell her that M taught me a lot. His determination and humour were
wonderful, but his legacy is that if we trust our instincts we can offer support to
many people who may have little control over their own bodily functions and help
them find a peace that transcends the symptoms of disease. We are not only bodies.
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I often expect to see M in our group. We talk about him often and he has opened
up a debate about the richness of life, the preparation for death, the impact we have
on each other, the value of our relationships. M will be remembered for a very long
time and I thank him for what he has taught me about overcoming fear, extending
compassion and appreciating stillness as I watch the dancing of the birds from day
to day.
Carole Shaw B.A. (hons) M.A.
Accredited Yoga Therapist

Young Adult Weekend 2013
Saturday 23rd and Sunday 24th February 2013 saw the 5th Young Adults weekend
at the Telford Hotel and Golf Resort, Shropshire. The Event was generously funded
by The Schuh Trust.
The weekend started with a thought provoking talk by Charles Sabine. Other speakers
included Dr Marianne Novak, Specialist Registrar at the Royal London Hospital,
Whitechapel, who talked about the management of HD, and Dr Edward Wild, Clinical
Lecturer in Neurology at UCLH, London who gave an inspiring talk on the latest
developments in research and why there is never a better time to be hopeful. We
were also ably assisted by Rhona MacLeod, Genetic Counsellor at Manchester and
Miranda Say, Clinical Neuropsychologist at the Royal London Hospital.
There were small group discussions on testing, coping with denial, communication
skills, dealing with stress and the commonly used drugs in HD. There was an
opportunity for partners of those attending to get together for a chat.
Saturday evening brought a delicious dinner followed by a fun challenge with
Playdough. Each table had to produce a “farm” complete with animals, farmer and
tractor using the Playdough and accessories provided. Much hilarity ensued and
some very original ideas produced. “Meteor farm” had suitably squashed inhabitants
following a meteor strike and “Sellafied farm” had mutated occupants, the like of
which no one had seen before. Ed Wild, Miranda Say and Marianne Novak were the
judges of this event and it was very hard to pick an overall winner, the standard
being very high.
The feedback from the event has been very positive and as always there are helpful
suggestions for next year which we will be looking to carry forward to 2014. The
main element of the feedback was how helpful it is to have contact with other young
adults in the same situation and who are very supportive of each other.
“I have been aware of HD for 25 years and tested positive 10 years ago, but until this
weekend had never met anyone outside my family”.
Thanks to all the speakers who generously gave up their time to help us, to The
Schuh Trust who funded the event, and to the HDA staff who helped to organise the
weekend and make it a success.
Alison Heavey
Regional Care Adviser
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Fundraising Update
by Ayla Besser, Head of Fundraising
It has been an extremely productive and successful year for
Fundraising, despite the current economic climate. We have
secured income from many new Trusts and Foundations
this year, as well as having received continuation funding
from many of our existing supporters, including £25,000
from The Freemasons’ Grand Charity. I am also pleased to
announce that we now have three Regional Care Advisory
Services fully funded by the Big Lottery Fund, which has
enabled us to develop the North Wales, Surrey and South
London, and West Yorkshire service areas. In addition, we were
awarded a major grant of £40,000 from the Gwyneth Forrester Trust
to fund the Deputy Head of Care Services post and our Youth Worker.
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.
Fundraising from events has been hugely successful over the last year. It has
been a key source of income for the Association, and has raised significant public
awareness of the effects of Huntington’s disease. We offer a range of sponsorship
and challenge events, which are promoted through the HDA website, our social
media network and within our newsletters. We hope that through offering a
variety of events, those who are keen to support the work of the Association will
be inspired to take part.
It leads me to say a huge thank you to all those who have walked, run, cycled,
jumped and organised fundraising events on behalf of the HDA. And thank you
to all who have supported us with a grant award, pledged a gift in their Will,
supported us through Just Giving or Virgin Money Giving, provided a one-off
donation, or set-up a monthly donation. The support of all of our donors has kept
our Charity running and supported us through some very difficult financial times.
Ayla Besser

Head of Fundraising
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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 £25,119.13 this year,
compared to £10,974.52 this time last year. That’s up 228.89% from last year.
If all donations were made via Visa Debit or an equivalent the HDA will have
received an extra £715.90 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!
This Summer Virgin Money Giving are on a mission to help volunteers raise more
for their chosen charities. Virgin Money Giving are giving away £2,000 through a
series of monthly prize draws. Four lots of £500 to giveaway all summer!
All you have to do is set up a Virgin Money Giving page and each time you receive
a donation on your page, you will be entered into that month’s prize draw.
Whether you are taking part in an organised event or a personal challenge, every
donation you get throughout May, June, July and August will automatically enter
you into that month’s prize draw to win a £500 donation for the HDA!
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
Just a little note
up nineteen bin liners full which took some time to sort out. (I
If possible can you leave will, if possible, pick up the stamps if local). I sort the stamps out
a quarter of an inch
in my spare time, which I do most mornings from 5.30 to 7.30
around the stamp when
am just before I start work at 8 o’clock. Then at night times and
cutting them.
weekends. The stamps are sorted into the categories required by
the wholesaler who gives us a price for them. In the sixteen years in which I have
been collecting them we have made about £39,000 so far. When sorting the stamps
out it is surprising what you find, i.e. I.O.U’s, passport photos, death certificate, sewing
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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

Virgin London Marathon 2013

The Huntington’s Disease Association would like to thank all of our runners who
took part in the 2013 Virgin London Marathon. Thank you so much for all the hard
work and dedication you have put into training and fundraising. We are so grateful
to each and every one of you for your support.
We are already looking forward to next year’s Virgin London Marathon, which is
taking place on Sunday 13th April 2014.
If you wish to take part in the Virgin London Marathon we ask that you please
enter the public ballot before applying for one of our Gold Bond Places.
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Name of Volunteer
Tim Rich
Stuart Adamson
Claire Adamson
Toni Kelbie
Andrew Cain
Annabel Stretton-Derham
Mark Lawrence
Nicholas Titcombe
James Grist
Paul Hooper
Angela Cairns
Danielle Smart
Joanne Murray
Jenna Winter
Damien Fortune
Jason Tubbs
Victoria Brown
Karen Higgins
Paul O’Callaghan
Karen Williams
Michelle Cannings

Finishing Time
3:38:55
4:43:34
4:58:51
4:59:57
3:45:44
4:57:04
5:51:35
5:04:01
4:43:19
4:49:42
4:43:35
6:06:11
4:50:31
5:24:47
3:58:28
6:37:15
3:13:29
5:24:54
5:01:48
5:27:14
5:33:17

100 Mile Cycle

It was towards the end of April that Tony first mooted the idea of a bike ride to
raise money for Huntington’s disease. My bike finally came out of the garage and
I put some air in the pancake-flat tyres in late June. I got on it for the first time in
years and puffed my way round a brief five mile ride. I nearly died. The five mile
jaunts were pushed out to 10 miles, then 15, 20, 30. Training was covering around
70 miles a week. Fat, knobbly mountain bike tyres were swapped for slick narrow
road tyres. A big rehearsal ride through the New Forest pushed my record distance
covered up to nearly 70 miles and after a little over three months training and I
was setting off for a 100 mile extravaganza with Tony and Lee and our motorcycle
outrider Chris.
The
cycling
equivalent
of
running
a
marathon. From Dean Court, we headed out
to Christchurch along Bournemouth seafront - an
indirect route out, but a relatively easy way to add
the miles we would need to reach a full 100 over the
course of the day. Riding along the promenade was
simply stunning, the day was clear, the sea was still
and the sun was bright in the sky. Other than the
amount of sand on the promenade threatening to
push us off of our bikes and onto the concrete every
few yards - it couldn’t have been more perfect.
From Christchurch to West Parley, along Ham Lane to Wimborne, where we were
joined by Chris Ferns for the stretch to Blandford where he left us (wounded
after a crash with Tony to boot!) and we were joined by Phil Watkins. Phil led us
through Blandford and out to the North Dorset trail way - the old railway line and
a nice flat route through some hilly Dorset countryside. All was going well, until the
previous days’ rain caught up with us at Durweston. There was river everywhere.
The path to Stourpaine was totally flooded and impassable. Thanks to Tony’s
reconnaissance missions to the area, our route was sharply revised and a detour
and a couple of extra hills later we rejoined the trail way through Shillingstone,
and then to Sturminster Newton, Bagber, Stalbridge, through Milborne Port and
down into Sherborne - with Chris’ motorbike lights flashing in front and traffic
stopped we certainly felt the part as we arrived at Skippers.
Tim and Claire gave us a warm welcome and we settled down with our families
for a hard earned lunch. I doubt Bradley Wiggins would ever stop for a full roast
dinner with extra spuds in the middle of a ride - but it hit the spot like a laser
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guided missile. With a tempting array of ales on offer, I could easily have stayed
there all afternoon... but alas we had to move on. Waving goodbye to my kids we
set off out of Sherborne again. Heading out of Milborne Port, the banter stopped
and we rode steadily with an eerie silence - stretching ourselves as we tried to
build up to what we knew was approaching. Three steps to hell. A nickname given
to a climb by far more accomplished cyclists - and which now lay in our way. We
knew what to expect from the 11% gradient as we’d come down it on our way in,
but we had to go up it now. We steeled ourselves at the foot of the hill, taking on
energy gels and liquids. We agreed we’d just take it at our own paces and meet
at the top.
After an agonizing few minutes climb in the lowest
of gears, Phil and I breached the summit first, soon
followed by Tony and Lee. We were now at the highest
point of our climb, and the hardest hill had been put to
the sword. There were other decent ascents to come
- but nothing was going to be this painful again all
the way home. We traced our route back, the flooding
causing us to divert again at Stourpaine - before taking
on the long slow climb through Bryanston school’s
picturesque grounds and back to Blandford.
After leaving Bryanston school we shook hands with Phil and he made his own way
back to the comfort of home and beer, but our jealousy was soon tempered by the
welcome sight of tea and cakes provided by Quentin Hill and Theresa Elliott. No
plastic cups mind - mugs of tea, and cream cakes. Unbelievably civilised fare for
three sweaty bodies at the side of the road - and a boost that came when we most
needed it. Thank you both so much for your generosity and support.
We headed back along the trail way from Blandford through Spetisbury and
crossed the river to head back to Wimborne through Shapwick and Sturminster
Marshall. For me, this felt the hardest part of the whole ride - with 20 miles to go
through the country lanes as we headed towards Cowgrove and Wimborne Town’s
Cuthbury ground I first started to doubt if my legs would remain a part of my
body long enough to get me back to Dean Court. With sheer bloody mindedness
winning out over pain and perhaps common sense, we pushed through the pain
barrier and back through to Bournemouth, and eventually the welcoming sight
of Kings Park.
The enforced detours meant we needed to do a little dart down to Gloucester Road
and back to take the mileage into the promised three digits. Families greeted us
with cheers in the dark Dean Court car park. Hands were shaken and a diplodocus
was discovered on the roof of the stadium, (seriously) our aching legs were taken
home to baths, we rewarded ourselves with beers and cider and the job was done.
Pain and pleasure aside, this was all about one thing - raising money for the
Huntington’s Disease Association, to assist with the vital work they do - and it
really has been worth it from that point of view. At the time of writing this, with
cash donations added on to the online total we look to have gone through £2000
before Gift Aid is added on. This is simply incredible and we are all stoked by the
level of support we’ve received.
Tony Maycock, Stuart Bramley and Lee Warren
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Anna Lewis’ Sky Dive

A few months ago I decided to take part in a sponsored
skydive for the Huntington’s Disease Association. This
involved being strapped to someone and then jumping from a
plane at 10,000 feet. Being scared of heights this was a huge
challenge but has hopefully helped to make a difference to a
charity very close to my heart.
On November 3rd my family and I made our way to the airfield
where I met the instructors and went through training. The
actual jump was absolutely amazing and I loved every second
of it, it truly was the experience of a lifetime and I would
recommend it to anyone!
I’ve managed to raise about £780 and my college are adding
a further £500 to
this. I would like to
thank everyone who
has sponsored me as
well as everyone who
made this possible,
both at the charity and the airfield. I’ve
had an amazing time and I really hope the
money will make a difference.
Anna Lewis

Great South Run

On the 28th October 2012 Annette
Ablitt, Helen and Russell Barton took
part in the Great South Run. They
have raised over £4,000 for the HDA.
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Ben Johnson’s Cardiff Half
Marathon

I took part in the Cardiff Half Marathon on the 14th
October. My grandfather had Huntington’s disease so my
family were very happy to donate and my friends were also
generous with their donations and overall support for me.
Ben Johnson

Kayleigh Derby & Vicky Ringwood’s
Big Fun Run

Myself and Vicky Ringwood raised £600 by running 5K in
the Big Fun Run at Moat Park, Maidstone. It was hard and
we finished third from last but it was all worthwhile to raise
money for the Huntington’s Disease Association, which is
very close to our hearts as it affects our family directly.
Kayleigh Derby and Vicky Ringwood

The BUPA Birmingham Half
Marathon 2012

Stephen Choon took part in the Birmingham Half Marathon on
the 21st October 2012 and raised £640 for the Huntington’s
Disease Association.

Charlie Kerr’s Big Fun Run

I am so happy to announce that myself, Charlie Kerr, along with my sister Chadlee
and mother Donna have successfully completed the 5K Big Fun Run, raising money
for the Huntington’s Disease Association.
After recently losing my uncle, Patrick Kerr, I have become more informed of the
charity and I want to do as much as I can to help find a cure. HD has affected so
many people in my family, other people around the world and may one day affect
me. Huntington’s plays a big part in my life having such close members of my
family with it. It’s heart breaking to see but I will never give up, no matter how
long or hard the journey, I won’t give up.
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When I crossed that finishing line it was the best feeling ever knowing that we
could be one step closer to a cure, one step closer to saving lives. I am hoping to
take part in many more events in the future after raising £111 at my most recent
event.
Thank you so much.
Charlie Kerr

Dan and Tom Jones’ Skydive

I completed my charity parachute jump in Lancaster
on 2nd September and, after having roped my brother
into it as well, jointly raised over £1,000 for the
Huntington’s Disease Association [this does include
the amounts we had to pay the parachute centre].
A good chunk of the money raised came from Frank
Marshall & Co., as well as family and friends for which
I am very grateful. I made two aborted trips to the
airfield but finally, the weather cleared and before I
knew it, I was sat in the aircraft climbing above the
Lancashire countryside.
I enjoyed the jump much more than I thought I would (although sitting in a
cramped and noisy aeroplane probably helped me to get out!) and I am pleased
that I was able to raise money for such a worthwhile cause.
I wanted to do a solo parachute jump, rather than
being strapped to someone else, as a) I would have
the control over my decent and that it would be up
to me to get it right, and b) the expletives I would
inevitably utter on the way down would be heard by
no one else.
I did a ‘static line’ jump where a cord attached to the
aircraft deploys the parachute for you when exiting
the aircraft. The training was excellent, if a touch
nerve-jangling in places but all of my worries and fears
evaporated once the parachute had deployed successfully and I was afforded a
totally uninterrupted view of Lancaster and the surrounding countryside.
Dan and Tom Jones

Emma’s Skydive

When I first decided that I wanted to experience a skydive, I never thought I had
the guts to go through with it, then I bought the voucher and there was no going
back. I had made my mind up I was doing it and I was going to raise money for
Huntington’s disease, as it means so much to all my family.
We first set the date as 14th October and my family and I all turned up to be sat
around for 5 hours until it was cancelled due to bad weather and plane problems.
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So after getting myself all geared up and then not doing
it I was even more nervous the second time around when
we went on 24th November.
This time though I was the first one up and what an amazing
experience; the moment you are free of the plane and your
breath catches in your lungs then you look around it is
unbelievably beautiful and so peaceful.
Even though I was the one to jump out of the plane at 13,000 feet, I still cannot
compare myself to the bravery that people with Huntington’s and the families
around them show every day; my own family included. I would have chickened
out if it wasn’t for the endless support and strength they show.
I want to say a huge thank you to my family and close friends. For all those
wanting to raise for this charity I would say it is a very fulfilling feeling, so find
something you enjoy and start to collect.
Emma Smith

Lynsey Tolley and Ruth Wheeler’s
Great South Run
Ruth and I took part in the Great South
Run on 28th October 2012 and we finished
the course in 1 hour 36 minutes; a whole 4
minutes quicker than our target - so you can
imagine we were very pleased with ourselves.
I only started training for the first time in my
life in January last year and Ruth had not
done any training for 3 years so it was difficult
for us to make the decision to do the Race.
When I realised that we could raise money for
the HDA, which is a charity very close to my
heart, it became an easy decision.
We trained very hard and motivated each
other - going out for training runs even on
very cold, frosty or wet Sunday mornings!
And the great news is that we have raised
£605.27. We really couldn’t be more proud of
ourselves. You never know - one day it might
be the London Marathon.
Lynsey Tolley and Ruth Wheeler
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Account of my trek in the
Himalayan Anna Purnas
20.10.12 To 30.10.12

DAYS 1, 2 & 3
Feeling great excitement as I left home, about to embark
on a tough but exhilarating trek and for the first time ever,
at virtually 70, experience camping under canvas! 29 of us
met at Heathrow and were greeted by our Leader, Marco.
Leaving London on time, we arrived in Khatmandu 15 hours
later and transferred to the Khatmandu Guest House for an
overnight stay. Our journey continued next morning. We rose
at 5.00, had a quick breakfast and set off back to the airport for our half hour
flight to Pokhara. It was a beautiful morning in Khatmandu but foggy in Pokhara
so we were delayed for an hour. Once in the air, the view of the Himalayas was
spectacular.
On arriving at Pokhara, we collected our kitbags and boarded two small coaches
for the drive to the start of the trek. This turned out to be a hair raising experience
along a seriously potholed road, one side of which was the edge of a precipice
(the side I was sitting!!). An hour later, we set off walking alongside the Seti river.
Before long it was time for lunch. The porters appeared from a makeshift kitchen
with a wonderfully refreshing lemon drink plus plenty of healthy and nutritious
food.
There was a team of 60 porters whose job it was to carry EVERYTHING – our
kitbags, trestles, table tops, food, cooking equipment, firewood, tents including
the large meal tent and two toilet tents and mattresses from campsite to campsite.
Some of these porters were also involved in helping the chef with the preparation
and cooking of our breakfasts, lunches and dinners. They walked the same route
as us, some wearing just flip flops on their feet and the weight of what they carried
would have exceeded 25 kgs.
Our afternoon trek took us across farmland and through local
settlements gaining height – 300 metres. We reached our
campsite (1,380 m.) to find all the tents had been erected,
a campfire was burning (for cooking purposes) and cooking
smells were in the air. We collected our kitbags, claimed a
tent, laid out our “bedding” and assembled clothes for the
next day, freshened up and put on fleeces and down jackets.
Conditions were very cramped in these tents and one had
to kneel or sit to do all this. It was dark by 5.45 and head torches were then
needed. The daytime temperature was in the high 20’s but it dipped very quickly
as darkness fell and there was extremely heavy dew every night.
At each campsite the facilities comprised 2 toilet tents with hole in the ground, a
pile of earth and trowel….loo paper and a carrier bag; water for washing hands,
soap and towel; large meal tent with trestle tables and chairs, where we ate our
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dinner in candlelight; 15 x 2-man tents; 3 x large tents for our leaders and the
doctor; 1 x large tent for the local guides and there was usually some sort of shed
on the site in which the porters slept. Beer and soft drinks were on sale.
We had the company of 7 young Nepali guides – Kush (the
most senior who spoke excellent English), Pojan, Padam,
Birendra, Kumar, Bim and Guneraj who were all delightful
characters – gentle, caring and with a great sense of humour.
The others’ grasp of the English language was variable but we
could still have interesting conversations with them. (Pojan
was studying for a Masters in English Literature, and Dickens,
Shakespeare, Wordsworth and W “dot” B “dot” Yeats {as
he put it!} were some of the authors whose works he was
studying). They spread themselves out amongst the group
and at any difficult stages - there were numerous slippery stepping stones across
rivers and very steep steps uphill and downhill - they were there to lend a helping
hand.
Dinner on the first evening, as with all subsequent evenings on the trek, was
extremely appetizing and plentiful. We had the choice of coffee, tea or chocolate
afterwards and all was cheerfully served by the guides. The chef appeared and we
learned how to say delicious in Nepali…Metochai.
Each evening after dinner, Marco would brief us about the next day’s trekking and
this evening he also mentioned that there were leeches about and sure enough
over the next six days, many of us discovered we’d been “leeched” (including
me!)….never aware of it until the tell tale signs of blood were found generally on
our socks but sometimes on T-shirts!
Then, each evening after Marco’s brief, Kush gave us a talk covering subjects
such as….. the two main religions – Buddhism (Buddha was born in Nepal) and
Hinduism (86% of the population are Hindus), the Annapurnas, festivals and some
folklore. On the first evening after dinner, the local villagers
wanted to sing and dance for us so we sat outside under the
stars watching and relishing the moment. Soon we found
ourselves being invited to join them which caused a certain
amount of amusement.
Most of us had retired to our tents by 9.00pm. As the need
to get up in the night increases with age, it wasn’t surprising
that my “tent-mate” and I were in this situation nightly! This
exercise with the temperature close to zero was quite a performance! Torches were
needed, a lot of unzipping and zipping necessary, which in the dead of night can
be very noisy, extra clothing added and removed and all this achieved on bottoms
and knees and at one stage moving backwards! The only benefit from our night
time wanderings was looking upwards to see the stunning night sky together with
a large, bright moon. Every morning we woke to brilliant sunshine. At 6.30am we
were greeted with a cheerful “good morning” and a cup of tea, coffee or chocolate
at our tent “door”, offered a bowl of hot water for washing and then began the
evacuation of the tent - packing away all our belongings, ensuring that we hadn’t
omitted anything. Breakfast was at 7.30am outside in the morning sun and as it
was still rather chilly, we needed several layers of warm clothes. Our kitbags had
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to be left ready for onward carriage by the porters. Rucksacks had to be packed
too. My rucksack contained waterproofs, gaiters, fleece, 2 litre hydration bladder,
sun cream, hat, first aid kit, toilet paper and nappy sacks, cereal bars and fruit
and nuts and this all weighed approximately 8 kilos. Breakfast, as with all our
meals was varied, well cooked, tasty and nutritious. We were ready for trekking by
8.30am.			
DAY 4
6 – 7 hours
We had a great send off from the villagers who’d danced for us the night before.
They gave everyone a tiny posy of small fragrant flowers, a good luck scarf and
put the red sandalwood dot (Tika) on our foreheads, though a few hours later as
the temperature rose, we seemed to have red smeared all over our faces! We
crossed the Seti river and climbed 300 metres that morning, only to descend for
lunch by a gushing river where we all dipped our hot feet in the cool water. Each
day by 10.00am the temperature by midday had reached mid to high twenties, so
we needed to keep up our fluid intake. There was always boiled water available
to top up our bottles after lunch. After lunch we crossed the river – the bridge
was made of a few tree trunks strapped together – and hiked steeply up 300
metres through villages and across farmland to our campsite, another 3 – 4 hours
away. Passing through the villages, we were always greeted by the villagers and
children with the traditional hands together and small bow, saying - “Namaste”
(na-ma-stay). We naturally reciprocated. On arriving at the campsite (1640m), we
looked way down at the villages we’d walked through earlier. Unfortunately, the
Annapurna Range was hidden by cloud. This evening we were most surprised to
be served apple pie and custard for dessert! None of us had believed Kush when
he announced it, knowing his sense of humour by now!
DAY 5 7 – 8 hours
Today’s uphill trek was to be the most taxing – 1160 m climb to Tara Top where
we’d have amazing views and see a sunset like no other. We trekked through alpine
meadows and rhododendron forests, climbing steeply and after nearly 7 hours
reached our campsite at 2,800 metres. The tents were already pitched and a late
lunch was served inside the meal tent. As we climbed higher, the weather began
closing in on us – the sun disappeared it became very cold and we needed all our
warm clothes on plus hats. Sadly, our expectations of a stunning sunset were
dashed. There was a sudden flash of lightning and a clap of thunder and down
came the rain in torrents. Large hailstones then followed and soon everywhere
was white!! This continued for well over an hour. The porters continued to wash
up outside despite the conditions, some still wearing flip flops! Some of us were
chatting in the meal tent when the wind whipped up and suddenly it collapsed on
us. The porters and guides leapt into action and while the wind persisted, found
it very difficult to re-erect the tent. They eventually succeeded and we were able
to have our dinner under cover. Meanwhile, on inspection, our tent was sitting in
water (the only one!) and our mattresses were soaked. We were relocated for the
night. The temperature dropped to below zero – our coldest night as expected but as I had plenty of layers on and more than adequate “bedding”, slept well.
As the “sunset like no other” had eluded us, we were woken at 5.30 for the
opportunity to see the sun coming up on the mountains. As the saying goes, it
was awesome. In one direction we faced virtually the whole Annapurna range
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and in the other, we looked down over cloud filled
valleys. The cameras were clicking non-stop and I
was pleased with my photos of the sun rising over
the peaks. I was pinching myself to believe I was
actually there!
DAY 6 6 – 7 hours
Our fourth day of trekking was downhill through shady
rhododendron forest with spectacular overhanging
mosses and lichens. After the heavy rainfall it was
very slippery in the forest so caution was needed as we descended, very steeply
in places. Wild orchids hung from branches above us. We descended 900 metres
on this trek and the views were stunning. We reached the campsite (1760 m) not
long before dark and the usual routine ensued. Dinner was tasty and plentiful, as
usual.
DAY 7 7 – 8 hours
Our fifth day’s trek was a tough and long descent along uneven steps and rocks
dropping into the valley through terraced fields and small villages, descending
another 910 metres to the valley bottom! In places the gradient was 1 in 2. Tough
on the knees!! We saw villagers harvesting rice and laying it out to dry. All over
the hillsides, rice is grown on terraces. They work from 6 am to 6 pm.
Way below us we could see the large suspension bridge we were going to cross
before lunch! The terrain became more tricky with stones, rocks and boulders to
negotiate as we continued descending along the Mardi Khola River. We stopped
for lunch on the river bank then continued down the river valley. Because two
weeks earlier a spectacular storm and massive landslide had wiped away part of
our intended route, another had been hastily prepared (I’m not sure by whom!)
and this took us over very narrow ledges with precipitous sides and water gushing
through the gully so we kept looking ahead, not down! The guides were always
there to help, if necessary. We needed to climb again to reach our campsite but
in fact, went up and down clambering over rocks and muddy slopes, then uphill
again encountering more hazards! Crossing our third suspension bridge of the
day, we reached camp (850 m), with the gushing river just below us and another
stunning view of snowcapped Annapurna II. It was practically dark. After dinner
we heard the guides singing and dancing at the back of the site. As with every
campsite, we had a wonderful view in the moonlight of the mountain tops.
DAY 8 4 hours
Our last day of trekking took us up rough, stony four wheel drive tracks through
many villages on a slow steady climb with amazing views back to Annapurna II.
Again, we walked high above the river and for the first time in 6 days saw a few
tourists being driven around. We’d seen no cars since setting off 6 days before.
We were to finish on the river bed so we started descending again and regrouped
to enable all of us to reach the finishing line together. The river here was a mass
of streams so off came our boots and socks and we waded through barefoot. We
could see the finishing line - an archway of branches and leaves - prepared by
the porters and as I passed through, felt very thrilled that I had completed this
challenging 6 day trek in such a beautiful region. Many photos were taken and hugs
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exchanged and after lunch the porters were presented with their well deserved
tips. They then proceeded to shake hands with every one of us. We transferred
back to Pokhara where we checked into our hotel, had a very welcome shower
and hairwash for the first time in 6 days! Bliss!! There was time to see a little of
the town as well as linger by the lake as the sun was going down. We were aware
of a strange phenomena…….cows roaming and sitting in the streets. Of course,
the cow is the sacred animal of the Hindus so it is a very common sight in every
town and even city as we were to discover when we were back in Kathmandu.
That evening we had a celebration dinner, after which the guides cleared away
the tables and the dancing started. The Nepali men really love to dance and soon
practically everyone was doing the same. The guides mingled amongst us – it was
such a fun evening and a perfect end to our memorable adventure.
DAY 9
Next morning we left Pokhara, taking the short flight back to Kathmandu enjoying
again the aerial view of this amazing range of mountains. We returned to the
Khatmandu Guest House. The afternoon was spent enjoying some of the sights,
sounds and smells of this incredible city, visiting areas like the central Durbar
Square, packed with stupas and palaces. We all had dinner in a typical Nepali
restaurant and received our certificates from Kush.
DAY 10
We enjoyed a half day tour with a marvellous guide, visiting Durbar Square, the
atmospheric Buddhist temples of Boudhanath and Swayambunath (also known
as the ‘Monkey-Temple’), afterwards lunching at a rooftop restaurant then on
to the riverside Hindu temple complex of Pashupatinath where we saw several
cremations taking place, (an interesting experience). In the afternoon we bartered
for souvenirs, not missing the opportunity to add a Kashmir shawl or two to our
luggage! After dinner, we packed and re-packed several times, eventually, just
about able to close our kitbags!
DAY 11
We left the Guest House after an early breakfast, heading for home, after what
had been a most memorable, amazing, enriching experience. And I’m not
exaggerating!!
I’m so thankful to have been fit and healthy enough to undertake this trek and
also to have been able to self-fund so that everything I raised has gone to The
Huntington’s Disease Association. This is my opportunity to thank everyone who
supported me in whatever way and for the generous sponsorship and donations.
I just can’t thank you enough. You have helped me raise the sum of £5,020!
Sandra Abbott
North Kent Support Group Leader & Executive Council Member
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Jack’s John O’Groats to Newcastle
Challenge

This is part of a blog, written by Howie Blanks, about Jack Carruthers, who has
suffered from Huntington’s disease for many years. On 18th June 2012, Jack,
Howie and a number of others cycled over 500 miles from John O’Groats (the
most northerly tip of Scotland) to St James’ Park, Newcastle. The following article
is the final one written by Howie after he and his wife Denise finally made it
back to Brighton at the end of the three week trek. Here Howie sums up Jack’s
achievement and the whole experience in general.
Saturday, 7 July 2012
We made it home!
Denise clocked up 1,004 miles as we rolled into Mile Oak at 6pm on Friday evening.
Me, because I had driven a van for the first few days, only managed a mere 860
miles. Despite being exhausted, we were both a little pleased with ourselves.
The day had been what I expected, given that once we reached Ashdown Forest
I knew every hill that lay behind every corner - given my experience marking
‘sportives’ around this area recently.
My temporary repair on the trailer seemed to work well and it behaved itself and
we clocked up 69 miles for the day and seemed to spend most of it cycling in the
rain, which topped up my ‘rusty’ complexion which now also doubles as a sun tan.
Guy - many thanks for the loan of the trailer and I promise I will repair it!
I spoke to Jack last night, who had arrived
home by plane from Newcastle late on Friday
afternoon, to be greeted by a champagne
celebration from his wife Julie and their two
girls. He is justifiably proud of what he has
achieved, despite his disability, and he has
raised, what I estimate to be, just over £3000.
Now Jack has to return to the normality of
everyday life - watching cricket, the Olympics,
oh and then the football season starts and he
can start enjoying the roller coaster ride of supporting Newcastle United - not a
bad life.....
I have so many people to thank for making the whole adventure possible: the
team for starters who gave up their holiday and stayed with Jack during the ride
to keep him safe and to all those generous people out there who put their hands
in their pockets during what are really tough times at the moment, to sponsor Jack
and the team and raise so much money for the Huntington’s Disease Association.
In particular, I would like to thank my wife Denise for her work during the ride and
Simon and Jane, who managed to collect nearly £400 from their contacts.
We met some amazing people on our travels, who were so supportive and helpful,
which made the ride all that more fun and helped us out in times of a mini crisis.
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Take Neil and Sue from the Newtonmore Hostel. Not only did
they give Jack free accommodation and did our laundry free
of charge, they also ran Rob down to the station so he could
be with his mum who was seriously ill; and they arranged for
his bike to be couriered back to Brighton. Likewise, David and
Gillian McLaren deserve a special mention, because not only
did David give us a guided tour of Edinburgh, he delivered
us safely into our hotel; after inviting us into their home and
feeding us with cake and tea/coffee.
Once we arrived in Newcastle, we were treated royally and
many thanks to Tom and Carole for their hospitality for the
night and looking after Jack so well the following
week. I would also like to give a special mention
to Alan, Brian and everyone at the Blakelaw Club
who were absolutely amazing too. Alan gave us
the use of his mobile home in Creswell (an area we
were struggling to find affordable accommodation)
which was gratefully received and despite the
horrendous thunder storm that took out all power
to the area for 24 hours, we were able to feed
ourselves, thanks to the food and drink they had left for us in the fridge - I do
hope we did not leave too much of a damp mess!
At the club in the evening, Jack and our team were again treated like royalty
and the club generously donated £480 towards the cause and it was a
privilege to see firsthand the good work a ‘working men’s’ club, does in the
local community, although I will have to practice trying to understand the
broad Geordie accent.
And the list goes on, thanks to my brother Nick and sister-in-law Helen, who
put us up in Swainby (I still can’t quite believe I managed to miss that right
turn which resulted in me going through the worst experience I have ever had
on a bicycle!). There are so many other people, too numerous to mention,
but you know who you are. But apart from the experience, the challenge
and the money raised, I would like to think that we have raised the profile of
Huntington’s disease to our friends and people we have met on the way. Many,
when looking at Jack’s condition, did not believe what he was doing.
Jack, you not only proved what we are all capable
of if we try, you proved that having a disability does
not mean that life has to stop - more importantly
you proved something to yourself. Well done mate everyone is so proud of you.
Howie
To read about Jack’s experiences in full visit:
http://jackscycle.blogspot.co.uk/
To find out more you can also log on to:
jacksjohnogroatschallenge.weebly.com/
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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 wonderful fundraising
makes such a difference.
Listed below is a small selection of fantastic people who have supported the Huntington’s
Disease Association in the last six months:
Pauline Maddison organised a pub crawl and raised £55
John David took part in the Liverpool Santa Dash and raised £509.51
Paul Burton donated his bonus ball winnings which came to £45
Mrs P Naylor organised a Table Top Sale and Tombola and raised £270
Mathew Milne took part in Movember 2012 and raised £371.78
Clare Thomas organised a cream tea and barn dance and raised £313
Woodlands Junior School held a carol concert and raised £99.93
Cwmbran Catholic Junior School organised an own clothes day and raised £51.50
An enormous thank you to all those who have taken part in fundraising events but are
not listed here. Your support makes a tremendous difference to our work.

Jamie Webster’s Skydive

When I was 13 I was told my mum had Huntington’s
disease which changed my life forever. I am now 26 and
it’s been a long journey for me and my mum, I’ve had to
watch her suffer and deteriorate over the years, feeling
helpless as there has been nothing I could have done.
My mum sadly passed away on 18th September 2012
aged 56 and it feels like I’ve lost my best friend as well
as my mum and there is a BIG part of my life that is
missing and can never be filled.
So now I am going to try and help raise money for Huntington’s disease so that
they can find a cure so no one else has to suffer and no more loved ones are lost
because of this disease. This disease is not really known by a lot of people so it is
down to US to make people aware that this disease ruins lives and we need to find
a cure and TOGETHER we can.
My first initial step for getting sponsorship was family and friends and social
networking sites. I then approached a few local businesses and asked if they
would sponsor me and also the company I work for which are Dyno Rod and
Southern Water. My local paper (Kentish Express) also did an article on the charity
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fundraising Skydive for Huntington’s disease.
On the day of the skydive I was nervous and
excited at the same time but knew it was too late
to back out!! I had a lot of support from family
and friends who came to watch me, time went so
quickly and before I knew it, it was time to get
ready. Once in the plane and we reached 12,000ft
the temperature was -13˚c but once we were
above the clouds the sky was perfect blue and the
sun was shining.
When it was my turn to jump my adrenaline just took over and I went for it.
The feeling of free-falling for the first few thousand feet was just out of this
world, words cannot describe the feeling. It felt like mum was looking down on
me and I knew she was proud of me right then, as she always was. Once the
parachute was pulled and we were heading back down time seemed to stop
still and it made me realise why I had done the Skydive and the importance
of it, not only for me but for my mum and those who can benefit from this
fundraising event. In total I raised £1,543.75.
I just want to thank all of my family and friends,
colleagues and all the local businesses for supporting
me and especially those who did not know me but
knew of the devastating effects of this disease and
how important it is to find a cure, so thank you.
Jamie Webster

Jana Bakunina’s Year of Fundraising

This year I have challenged myself to raise
£10,000 for the Huntington’s Disease Association.
I have baked my way through January, raising
£100. In February I hosted a pub quiz in Islington,
raising £120. In March the Extraordinary Prize
Raffle raised £2,520, and seven lucky donors got
fed, fit and shot (by a professional photographer).
In April I organised a sale of pre-loved fashion
jewellery, raising £153. Then on 30th June my
friends Simone, Iain and I ran a Midnight Sun
Marathon in Tromso, Norway, 350km within the Arctic Circle where the sun does
not set for two months in the summer. Together Simone and I raised well
over £5,000. In addition to a massive personal achievement, it makes us very
proud to have received so much support.
In August I launched a Talent Auction “selling” favours and services such as
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baking a cake, designing a website or writing a
bespoke travel itinerary. This has earned almost
£140.
In September I took part in my first ever triathlon.
It was a sprint event: 400m swim, 23km cycle,
followed by a 5km run. My Russian friends helped
me raise £70.
Finally, in October I launched ‘Ladies Who Impress’,
an event celebrating successful women from diverse
backgrounds and inspiring other women to be more confident, creative and make
the most of their talents. The inaugural event was a success, raising £800 and
encouraging me to follow up the first celebration with more fun, inspiring events.
For details, please see www.ladieswhoimpress.com.
And so, after 10 months of fun and hard work, I have reached my target. Thank
you very much, everyone, for this hugely inspiring journey.
Jana Bakunina

Michael Gibbs’ 207 Mile Cycle Ride

I cycled from my front door in Stoke-on-Trent to Cardiff, which is a distance
of approx 207 miles, over 3 days, mostly off-road using the Sustrans national
cycle network paths. My route went
through Stafford, Shrewsbury, Welshpool,
Rhayader, Builth Wells, Brecon & Cardiff. It
was pretty tough, tougher than I thought
it would be; there are lots of hills in Wales!
I had underestimated the amount of time
each day’s ride would take and this meant
that in both the first two days I ended up
finishing the ride in the dark; daunting
after having already cycled 70 miles. I
had a great time and saw lot of lovely
countryside as well as proudly raising
£375 for Huntington’s.
Michael Gibbs

Millstream House Brilliant Bake-Off

On Shrove Tuesday, Millstream House held a pancake bake-off and raffle to raise
funds for the Huntington’s Disease Association. It was a lively afternoon with
service users from both Millstream and Ridgeway painting pancake cut outs for our
display board and an impromptu karaoke session from Neal Pearman.

48

Beth and Michelle in the kitchen worked
extremely hard to produce countless delicious
pancakes which we all enjoyed, with a wide
array of sweet toppings.
We had several
distinguished guests join us including Deputy
Mayoress, Josie Iles and Robin Raines, who
had recently nominated Millstream for the
“Pride of Medway” Award, which Millstream
subsequently won.
The afternoon’s events were capped off with
the raffle. We had some fantastic prizes very
kindly donated by our suppliers. The Deputy
Mayoress agreed to draw the first ticket for the
grandest prize on the table, a hamper stuffed
with goodies, and out popped a ticket belonging
to Chris Farmer who had played a large role in
selling the tickets to everyone at Head Office,
but being the gentleman he is, Chris put the
ticket back and the prize was redrawn and won
by birthday boy, Alec Austridge.
Through the hard work of all involved and the
generosity of everyone who purchased tickets
we raised £270 for the Huntington’s Disease
Association.
Anthony Lewis, Deputy Manager,
Millstream House

Pam Williams’ Charity Concert

Pam Williams held a charity concert to raise funds for the South Wales Branch
on the 28th September. The event took place
in the Pontnewynydd Sports and Social Club
which was very kindly donated free of charge
for the evening.
Gareth Daniels, Treasurer for the South
Wales Branch, attended the night. As well as
a wonderful concert there was also a very
successful raffle. The evening raised a fantastic
£2,070.80 and Pam was overwhelmed by the
generosity of those who made donations.
Pam Williams
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Ronseal Entertainment & Charities
Team (R.E.A.C.T. team) Fundraising

A group of work colleagues collectively known
as the Ronseal Entertainment and Charities
Team recently got their heads together to
organise a fundraising event in support of the
HDA.
A dress down day, combined with a cake sale
and prize raffle was a real success, raising
£600 for the Association which by itself was
an achievement, but there was more to come.
Such was the response from local businesses
and customers, there were enough donated
prizes to warrant a second round of fundraising
in the form of an auction night which, combined
with karaoke and a pie & peas supper, went down a storm, raising a further £1060!
Kerry Wheeler of the R.E.A.C.T. team was absolutely delighted with the response
to the evening, and presented a bunch of flowers to Regional Care Adviser Diana
King, who attended the event to promote the work of the Association. Kerry and
her father have both been diagnosed with Huntington’s, and were really happy to
be able to be part of something so positive.
Kerry Wheeler

Table Top & Cake Sale

Molly and Megan Hugo from Emsworth,
Hampshire wanted to raise money to help people
suffering from Huntington’s disease. They
decided to sell lots of their old toys, books and
make lots of cakes. They held their table top
and cake sale on the 20th October and raised
a huge £305.00.
Molly & Megan Hugo
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Wayne Dexter’s Kilomarathon

Dawn and I completed the 13.1K Kilomathon on
28th October 2012 in a time of 1:19:30 (which I
didn’t think was bad for a fat bloke). To date I am
pleased to advise that I have raised £515 for the
HDA. I would like to say a massive thank you for
your support.
Wayne Dexter

Zoe McLaren’s Basingstoke
Half Marathon

On Sunday 7th October 2012, Cornish born Zoë McLaren, who now lives in
Basingstoke with her partner of 22 years, completed her
first ever Half Marathon.
Described by many as a “picturesque course”, the 13.1
mile route takes in some of the steeper hills surrounding
this vibrant Hampshire town. Having undertaken many
months of training, Zoë who works as a Project Manager in
the oil and gas industry is proud to say that she exceeded
her target time of 2 hours, 20 minutes by completing the
course with a finish time of 2 hours, 13 minutes and 8
seconds.
With support from a wide circle of friends, family and work
colleagues (including some based in Calgary, Canada) Zoë managed to raise over
£500 for the Hampshire Branch of the HDA. The Basingstoke 2012 Half-Marathon
was the latest in a series of fundraising efforts organised by Miss McLaren, which
have previously included having her head shaved (raising more than £3,000), an
Elvis tribute night in a local pub (raising over £200) and many other events.
Keen to help promote the activities of the HDA, who
provided sublime support to Zoë and her family whilst
Zoë’s mother (Mavis McLaren) suffered from the disease
until she passed away on 5th December 2007, Zoë
continues to fundraise on a regular basis and her next
event will be a Rock & Roll night in the Surrey village
of Odiham, featuring the world’s longest running Elvis
Presley tribute artiste, Dale Fontaine.
Zoe McLaren
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Branch Update
Introduction from Becky Davis
It is encouraging to read about all the branch and
support group activities that have taken place since the
last newsletter. Many of our groups are well into their
planned events so far, as you will see from their articles
which follow.
It was good to see the North Staffordshire Branch at their 20th Anniversary
meeting in March. It was a perfect celebration to mark the occasion, and
their first meeting in their new venue at Hanley Fire Station in Stoke-on-Trent.
Thank you to the Branch for inviting me along to speak at their meeting, and
thanks also for the beautiful and delicious celebration cakes!
Just a quick reminder that I am now on Facebook, so if any of our branches or
support groups would like to keep in touch via this method, please do send a
friend request to: www.facebook.com/beckydavishda.
If you are not already involved with your local group, it is a great way to get
in touch with people you who are experiencing similar issues. 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 are incredibly grateful for the continued dedication and commitment that
our branch and support group organisers 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 good summer and look forward to seeing many of you at the
AGM in October.
Becky Davis
Branch Support and Development Co-ordinator
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Support Groups and
Branches of the HDA
Support Groups
Cambridgeshire
County Durham & Cleveland
Coventry and Warwick
Great Yarmouth
Harrow
Ipswich
Jersey
Manchester
Milton Keynes
Northamptonshire

North Kent
North Lincolnshire
Nottingham Carers Group
Orchard House Herne Bay
Plymouth
Pontypool
South West London
St. Andrew’s Healthcare
Swansea
Wiltshire

Branches
Anglesey & Gwynedd / Grwp
Cymorth Mon
Bristol
Chelmsford & District
Colchester & District
Cornwall
Cumbria
Devon
Dorset
Easington & District
Flintshire & District
Gloucestershire
Hampshire
Herts, Beds & Bucks
Hull and East Riding
London
Merseyside
Newcastle

North Staffordshire
North Yorkshire
Norwich
Nottinghamshire
Oxfordshire
Shropshire & Mid Wales
Somerset
Southend
South Lincolnshire
South Wales
South Yorkshire
Sussex
West Midlands
West Surrey
West Yorkshire
Wrexham & District

All contact details for support groups and branches are available from Head
Office on Tel: 0151 331 5444 or info@hda.org.uk
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Bristol Branch
Near the end of 2012, Fry’s Club and Conference Centre, Keynsham was alive
with the south of the Jersey Boys and other 60’s and 70’s groups. Over a 100
guests relived their teen years dancing the night away. The entertainment
was supplied by Reunited (http://www.reuniteduk.com/show.html) who took
everyone back to the days when Motown sound began. The show included soul,
Detroit greats and also the disco years. This event was arranged by Debs Gill,
Committee member of the Bristol Branch, and all agreed she did a fantastic
job raising over £400.00. This was from ticket sales and a grand draw, which
included prizes donated from many local businesses.

The New Year started with the Branch busy finalising the events calendar for
2013. Branch members kicked off the year with a New Year’s get together held
at McCarthy Stones Cabot Court, Longwell Green in January. All really enjoyed
the evening as it had been a while since they had all met up due to Christmas.
The year was toasted in with a glass of bubbly and nibbles and all looked
forward to a happy 2013.
Unfortunately, February’s Branch meeting had to be cancelled due to the
extreme weather conditions. Snow, snow and more snow. This meant the visit
to a favourite watering hole had to be cancelled!!!
March turned out to be an extremely busy month with three major events of the
year taking place. It turned out to be the “Beginning of the End” for a group of
friends who had supported the Bristol Branch for many, many years as on the
9th March, Keynsham Singers began to say farewell to their audiences.
The choir had decided to go out on a high as a number of the group had decided
to retire and all felt it was the right time to say ‘au revoir’. Heather Thomas,
National Chair and Bristol Branch Committee member welcomed all and thanked
Keynsham Singers for their support. She said “having been a member of the
choir for over 10 years I would like to thank them for raising over £2000 for the
HDA and for giving such pleasure to so many people.” This event raised over
£400. Heather also took the opportunity to dedicate the concert to a dear friend
Sharon Baker who had died earlier that week from liver cancer at the age of 56.

54

Heather also asked everyone to think of Ted and Marjorie Cox who were unable
to attend the evening.
On the morning of the 9th March Debbie Nicholl, Branch Chair and Penny
Beresford-Smith had run a table top sale and had raised over £100. It turned
out to be a very fruitful day for the Branch.
On the 22nd March 13 members and friends travelled to Martyn’s Leisure Park,
Sand Bay near Weston-Super-Mare for a Sensational Sixties weekend. The
ladies of the party danced the nights away as they recalled the 60’s. Topping
the bill was Herman Hermits, but NO Peter Noone. As you can imagine the
ladies were not happy but made the most of the opportunity of enjoying the
weekend. Two members of the party even managed to win on the Bingo and
one even donated £50 of her winnings to the HDA.
In April the AGM took place and Debbie Nicholl took the opportunity to thank
Pam Payne for all her support and dedication to the Branch over the years. Pam
had decided to step down due to continued poor health and all agreed Pam
would be greatly missed.
On the 27th April the Co-operative store in Keynsham was the venue for the
Branch’s annual collection. Debs Gill was in charge of arranging for the many
collectors to be at the store at specified times and the good people of Keynsham
did not let her down, as the collection amounted to over £100.
Finally in May all visited The Ship Inn, Temple Street, Keynsham for their May
Branch Meeting. This was a return to The Ship after having to cancel their
proposed visit in February due to the bad
weather at the time.
The Bristol Branch have many events planned
such as the Teddy Bear Picnic, Film Night and
of course the Christmas Party, so busy planning
again!
Thanks go to all Bristol Branch members and
supporters.
Heather Thomas
Committee Member
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Chelmsford Branch

The Branch hopes you all had a good Christmas
& New Year. We had our Branch Christmas Meal
at “The Carpenters Arms”, near Shotgate last
year. The event was well attended, with founding
members Heather Pratten & Sandra Hussey making
a welcome visit to the Branch. Heather, who was
our Treasurer and Secretary for many years retired
a few years back, while Sandra moved up to
Colchester to be closer to her husband Roy, who is
a resident at Amber Lodge there.
Although retired, Heather, rather bravely we think, has been a speaker at
seminars, talking about HD and the death of her son Nigel. Recently she
appeared on 4thought.tv, the latest in a long line of TV and press interviews.
Any fees paid to Heather go to the HDA.
Speaking of Amber Lodge, the Branch hopes to spend the money kindly donated
by Brentwood Lions on equipment needed for the residents there.
Thanks to generous donations we have a healthy bank balance, and also a
growing book bank, in that books are donated more quickly then we can sell
them! We will be selling some at the East of England Family Day, and also at
various events throughout the year.
We are also having another quiz night at “The Tulip”
(where else?), and hope this will be as successful as the
last one. Thanks to Heather Pratten (yes her again) and
her husband Ron for doing the quiz.
The Branch continues to attract new members and we
could always do with more, so, if you are interested, we
meet on the 1st Tuesday of each month at The Lawns
Nursing Home, Springfield Hospital, Springfield Road, Chelmsford. Meetings
are 7.00pm to 9.00pm, then “The Tulip” 9.00pm till closing time! (Pub not
compulsory!).
If you would like to come along, please do, we don’t bite! Contact Kevin on
01268 570440 for more details.
As always, a big thank you to the Lawns for letting us have our meetings there,
and for the tea and biscuits.
Also a big thank you to Martin and the staff at “The Tulip” for being so welcoming.
Kevin Roberts
Secretary
,

Cumbria Branch

November turned out to be a busy month, starting with the Branch AGM, which
this year was held in Barrow-in-Furness. As a result of the changed venue we
had 12 members attend; more than double that of recent years. We were
pleased to welcome our RCA, Theresa Westhead, and Adam Cho, the new HDA
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Youth Worker. Once the formalities were
completed, Adam gave a talk on his new
role. This was followed by a talk from
Sarah Henderson, of Neuro Partners
who gave useful advice on how best to
approach Social Services for support.
The Branch funds benefited from half of
the proceeds raised at a local “Rock at the
Croft” concert organised by The Rotary
Club of Furness Peninsula and local rock
groups. A cheque was presented to the
Left to right: Stephen Halligan, Alan
Wells, Betty Wells (what an outfit),
Branch Chair following him giving a talk
John Wells.
to the Club on “Living with HD”.
Also, during November we received a further two generous donations to Branch
funds from both the Keswick to Barrow Charity Walk Committee and the BAE
Give As You Earn Scheme. Both of these fundraising groups have supported the
Branch over many years and provide a substantial portion of our Branch funds.
New Years Day 2013 again saw Betty Wells, family and friends brave, for a third
time, the chilly winter weather and take a bracing New Year dip into the Irish
Sea at Whitehaven. They raised a fantastic £750 shared between Head Office
and our Branch.
The first meeting for 2013 was held in February, with those attending benefiting
from a First Aid talk, including a demonstration on how to help someone who is
choking and how to carry out resuscitation. The speaker was Barry Robinson,
who leads the first aiders at BAE Systems Submarine Solutions in Barrow.
Future meetings in Barrow are planned for Friday 10th May, Friday 13th
September, and Friday 8th November.
The following social activities are planned:
• Family Evening Cruise on SY Gondola, Coniston on 9th June.
• Barbeque at Penny Clover’s (past Branch Secretary), Walton, Nr Brampton
on 8th September.
Dennis Whittaker
Branch Chair

Hampshire Branch

In the last few months we have been busy having as much fun as possible (and
in some cases raising funds in the process)!
Special thanks go to Zoe McLaren and Dale Fontaine and his friends for a
fabulous evening of Las Vegas style entertainment at Crondall village hall with
lots of people taking full advantage of the dance floor. We also had a great
time at Starlight Express at the Mayflower Theatre in Southampton just before
Christmas, which made a change from our usual panto trip (oh yes it did!!).
We thoroughly recommend the Harry Potter Warner Brothers Tour (yes,
we were allowed out of Hampshire!) which provided an excellent day out and a
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magical break from the daily grind. We have also had a
lovely social evening playing skittles and having a bar
meal to cheer up the gloom in February. Thanks go to
Trecia Aspey for organising this and many other social
and fundraising events for us over the years. Many of
our events are subsidised to allow as many members as
possible to take part so thanks go to all those who have
raised funds for us last year which enabled us to do this.
We also used funds to support several families over the
Christmas season.
Our last Branch meeting included a fascinating talk by
Veena Agarawal from South Coast DeNDRoN about the
work of HD Registry and we would urge everyone to get
involved in this if you can.
We have continued the run carers meetings every month
at a rotation of 3 venues to try and cover the county and

the Isle of Wight.
We are still missing our lovely RCA, Eve, who decided to extend her maternity
leave by breaking her hip! So thanks to all those who have supported us in her
absence and we hope to have her back with us by the time you read this.
Anne Stephenson
Secretary

Herts, Beds & Bucks Branch
Christimas Rock Choir Concert raises over £2500
for Huntington’s
A joyous occasion was had by all on Saturday 8th December
2012 when local musicians got together to perform at All
Saints Church in Hertford in aid of Huntington’s, which was
organised by Claire Vickers of the Herts, Beds & Bucks
Branch, especially for her Mum, Betty Cross, who has
Huntington’s disease.
The concert was an outstanding success with around 300
people attending. Performers included over 100 members
from the local Hertford Rock Choir lead by Abigail Harris
and many people singing along to well known wonderful
songs, including some festive Christmas ones.
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Claire was overwhelmed by the generosity of everyone
involved in raising over £2500 towards the charity. Sadly
Betty was too poorly to come to the concert but Abigail
Harris dedicated one of her solos; ‘Fields of Gold’ to Betty.
Claire was given a bouquet of flowers at the recent Branch
meeting as a thank you for her fund and awareness raising
efforts over the past year, which have raised £4,000 in total
and brought a lot of joy to the people involved.
Jayne Blackman
Chair

London Branch

It has been a fresh start to the month but the old adage
does say ‘March in like a lion and out like a lamb’. So
perhaps there is some solace in Mother Nature being
consistent.
We have had a busy start to the year. We have finally
closed our ‘Virgin Money Giving’ page for the Santa Dash
on the 9th December 2012. Ruth, Shirin, Elena and
Naomi ran 5k around Greenwich Park raising a total of
£1200 funds for our London Branch. This money goes to support the London
based families affected by Huntington’s disease (HD). Often the people who ask
for our help need very simple but practical support, such as help with travel,
small items of equipment or social outings. We hope to continue supporting
our local families in diverse and personal ways. Thank you to all the Branch
fundraisers and contributors.
We have joined in with the national renaissance in home baking (thank you
Mary Berry!) and indeed had our first ‘Bake Sale’ at the National Neurological
Hospital in Queen’s Square London. We displayed our wares in the foyer and
had a lovely time selling our homemade goodies to staff, patients and families
alike. We raised a very impressive £135 and are
keen to do it again. Thanks to all the cooks and
those who bought (and ate) the cakes!
We are looking forward to the forthcoming
months with many fundraising ideas. We plan to
bake again on the 10th June and sell our products
at the Enfield Market on their designated Charity
Stall, which will coincide with the HDA’s Awareness
Week (10th -16th June). Not only are we able to
sell cakes but it is a great chance to provide information to the public about the
Huntington’s Disease Association and HD generally.
Naomi Wood
Chair
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Merseyside Branch

We are looking forward to another year of working
together for HD. We have great support from our
RCA Anita, who attends our meetings whenever
possible.
After all these years the Branch continues to thrive
and we have a good solid base of support; some
members have been with us from the start of the
branch.
The meetings are a mixture of social events and
interesting speakers, always lively. Our fundraising
goes from strength to strength; many annual events will continue, as well as
surprise contributions, all of which enables us to meet the requests from the
RCAs to help individual families, Head Office and research.
Last November our main fundraiser; The Tartan
and Tiara Ball was a great success. The haggis
was piped in to start the evening and enjoyed by
all.
On September 14th Chris Clarke has organised
a Casino Royale Gala dinner; come prepared to
gamble! Black tie for men, ladies dress to kill.
Special rates are available for an overnight stay at
the Adelphi Hotel in Liverpool. Come and join us;
you can be sure of a real Scouse welcome.
Thank you to Head Office for giving Shelagh and
Lisa the opportunity to attend the Graham Norton
Show at the BBC. They received VIP treatment and
had a wonderful day. After a stressful few months,
it was a well deserved treat.
Thank you to everyone, the Branch, the Committee
and all of the fundraisers for their continued
support.
Mary Howlett
Chair
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North Staffordshire Branch
2013 marks the 20th anniversary
of the first meeting to establish a
support group in North Staffordshire,
for those affected by HD, their carers
and those at risk, which was later to
become North Staffordshire Branch
of the HDA. We still have members
who were part of that first group who
still dedicate their time to supporting
others and sharing their experiences.
We held our first meeting in March
at our new venue - Hanley Community Fire Station. The station has excellent
facilities and we were made very welcome. We were thrilled to see our dear
friends Philip and Terry who have supported the group for many years and have
continued to do so even though they have been unable to attend meetings
lately. We have to thank Terry’s niece for the wonderful cake, complete with
HDA logo, to help celebrate and also to Liz Brittain Jones for her wonderful
chocolate cake.
It was good for us to be able to have Becky Davis join us for the evening and
to give us a talk on what the HDA can do for branches. Even though we have
been in existence for some time we learned several new pieces of information
which will help our group to run more smoothly and we thank Becky for taking
the time to join us.
Glenys White
Secretary
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Oxfordshire Branch

Another year has passed - too quickly for my liking and in fact it is 3 years since the Oxfordshire Branch last
submitted an article. So I thought I had better inform you
what our Branch has been up to in the last year alone
since my memory won’t allow me to remember all of the
past 3 years activities!
We had our usual gliding evening last summer courtesy of
Shenington Gliding Club, and once again the weather was
good to us; the barbeque wasn’t rained off and everyone
flew at least twice….some doing aerobatics, as usual! We
will be going gliding again this summer and members
from other groups and branches are very welcome to join
us, either to fly or just to watch.
Towards the back end of last year Professor Helen Dawes
from Movement Science Group, Faculty of Health and Life
Sciences, Oxford Brookes University came along to one of our get togethers
at Witney Hospital and talked to us about on-going studies with regards to a
new study which is exploring the impact of home physiotherapy on people with
Huntington’s (Task-related TRAINing in Huntingtons Disease: a home based
intervention study). Basically, considering if exercise would be beneficial to
Huntington’s sufferers. After the talk Helen put us all through our paces with a
series of exercises that can be achieved at home. There were to be no excuses
and everyone took part, it certainly built up the appetite for the numerous packs
of biscuits that are always at our gatherings!
The end of October saw a few of us attending a Jive Night held at The Rover
Club in Cowley, Oxford. The evening had been arranged by Ken Wingfield, one of
our group and an avid ‘Jiver,’ in conjunction with Coralie, who runs many events
though the year; this time she allowed HD to hijack the evening and raise funds
through a raffle for our Branch. Ken had done a fantastic job by bringing along
approximately 30 prizes for the raffle (mostly in bottles!). Ken, Mike, Iqbal, Helen
and I ambushed all arriving Jive members at the entrance to part with some cash
in exchange for tickets. All of us had a great evening with Mike, Iqbal, Ken and
Helen dancing the night away. As you can see from the photo, Mike and Helen
were showing us the way to Jive.
January saw approx. 60 of us attend the last performance of Dick Wittington
at the Oxford Playhouse; this has to be one of the best pantomimes we have
attended, not least because just for once I wasn’t picked on by the very dodgylooking dame! As Mike always manages to book the front 3 rows all of us ended
up getting wetted by the stage antics and once again after the show we had a
trip to the local Pizza Hut for as much pizza as we could eat, with the excellent
deal the restaurant offer us every year. We have regularly been attending the final
matinee of the panto for some years and the Oxford Playhouse and Pizza Hut
have been brilliant supporting us with their kindness and very favourable prices.
We recently gathered for our annual quiz night at the Red Lion in Adderbury.

62

After a bar snack we formed our teams, only to be stumped as usual by Mike’s
University Challenge type questions (only kidding Mike, I just didn’t know the
answers!). Once again, by a remarkable fluke, all teams got exactly the same
score and were thus winners for the night, a fitting conclusion to a thoroughly
enjoyable evening.
I’d like to take this opportunity to thank everyone who raises funds for our Branch,
including kind donations, tea afternoons, making and selling of Christmas cards
and golf days. It is very much appreciated and the funds go a long way to helping
people with HD in Oxfordshire – thank you.
Can I also say that if you are reading this article and you live in and around
Oxfordshire, please do come a long to one of our get-togethers. I won’t call
them meetings as it may put some people off! We honestly meet for a cup of tea
(mulled wine at Christmas) and a biscuit and just chat about what we all have
been up to, it would be great to see new faces.
Thank you to Carol Dutton, our Regional Care Adviser, for the continued support
she shows to all families, not only an RCA but a friend as well.
I promise not to leave it another 3 years for our next article!
Until then keep smiling.
Tim Ketcher
Committee Member

Southend Branch

Our Branch has been chosen by Leigh Horticultural
Society as their charity of the year because of our
allotment project. Several of our members attended one
of their meetings two weeks ago; it was a great day
for them and they met some really lovely people. The
Society has four events during the year and each event
in 2013 will see the proceeds going to HD.
Also Anna Lukala the photographer who made the video films for Awareness
Week last year has been nominated for a national award for her work with
the Huntington’s Disease Association and Southend Branch. Anna says this
is an extremely prestigious award. She has been nominated by the Society of
Editors Regional Project Award. Anna says; “To say I am over the moon just
to be shortlisted is an understatement. This is a countrywide award for regional
press and media and to have this recognition from top industry professionals is
amazing. However, none of this could have been done without all of you and your
generosity in sharing your very personal stories, so as far as I am concerned the
nomination is as much yours as mine. The award ceremony is on 17th May 2013
and I am up against some pretty experienced people. I will of course let you know
if we do win!”
David McDonagh
Chair
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Sussex Branch

The Sussex Branch has had a great start to the year; in January we held a New
Year New/Current Members Welcome Meeting. This included a talk from our
Regional Care Advisor, Fiona Sturrock and an update from Head Office from Ken
Taylor. There was also a photo memory board and members also completed
questionnaires and put forward some great ideas for future meetings.
In February we had a fundraising fair which consisted of games like Roll the
Penny, Dingbats, Guess how many sweets are in the jar and we managed to
raise an amazing £103 in one evening!!
We also have some great meetings planned for the rest of the year with various
speakers and hope to hold another fundraising fair/informative evening later in
the year.
On a much sadder note, we must inform you of the passing of Peter Webb.
He was a long standing Committee member of the Sussex Branch. He passed
unexpectedly but peacefully on the 6th February 2013 at the Chelsea and
Westminster Hospital in London. He will be sorely missed by us all.
Sue Cross
Joint Branch Secretary

West Midlands Branch

The West Midlands Branch enjoyed
their Christmas Celebrations on 7th
December 2012 at The Priory Rooms
in Birmingham. There was a good
turnout of members and all had
an enjoyable time. We raised £30
from our sales table.
On the 17th January the Branch
organised a trip to the pantomime.
Twenty members attended The
Birmingham Hippodrome to see
Brian Conley and Lesley Joseph in
Robinson Crusoe. A good time was
had by all. Oh yes it was!

Jim Taylor			
Secretary
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News from the RCA Team
First of all it gives me great pleasure to introduce Ruth Abuzaid
as the new Deputy Head of Care Services. Ruth’s appointment
will help build the infrastructure of the HDA which means
that Cath will deal with the strategic plans and manage
the managers while Ruth and I will manage the RCAs.
This is a more transparent management structure than we
previously had.
We have appointed Jeanette McMullen to take over the role
of RCA in parts of London. Jeanette took up her post in April
so will be introducing herself very soon. Helen Santini (RCA for
Hertfordshire, Bedfordshire and Buckinghamshire) will be away for 12 months
as she has gone on maternity leave, and Eve Payler (RCA for Hampshire and
Berkshire) should have returned by the time this newsletter is published.
As you will see, Adam Cho has built up a lot of contacts with young people over
the past 6 months. He has visited schools and clinics, branches and support
groups, and visited people across England and Wales wherever they may be.
Regional Care Advisers continue to raise the profile of HD by running and
attending events, networking with professionals and working closely with
families. Many changes have begun to take place all at once with health and
social care reforms and changes to the benefits system. Although not experts
in benefits, RCAs can signpost you in the right direction and provide advice and
support, educating professionals in their specialist field about the complexities
of HD.
Bill Crowder
Head of Care Services

Youth Service Update
Here is a quick breakdown of what I have been doing in the
last six months:
• I have been working with 71 young people
• Supported 55 families
• Held 6 information sessions for Genetics teams
• Been into 27 schools
• Visited 7 Branches and Support Groups
Now let me expand a little bit for you: as you may know, my role is to support
children and young people living in families affected by HD living in England
and Wales. I normally receive referrals from the Regional Care Adviser and then
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arrange to meet the family at home to explain my role in more detail. After
contacting the genetics teams throughout the country I am now also starting
to receive referrals from them and directly from families who they are working
with. This means that I am able to provide another level of support for the
young person who may only recently have been told about Huntington’s being
in the family.
By going into schools I am able to provide information and point them in the
direction of our online resources and also give them the opportunity to ask for
support or guidance in working with a pupil and family. It also means that I am
able to see more young people throughout the day rather than turning up at
home when they should be doing homework, having their dinner or spending
time with family and friends.
So far I have visited seven Branches and Support Groups throughout England
and Wales and I can honestly say, while I attend to speak about my role, I
really enjoy seeing the work and support that is offered at these meetings. I
sometimes feel that I leave with more than I was able to give after a Branch or
Support Group meeting, due to the warmth and genuine feeling in the room.
That’s the last six months.....
And the future…. well that’s up to the young people! One of the things that
I have said at each information session, Branch & Support Group and family
meeting that I have been to is that my work is led ultimately by the young
person. I will do whatever I can to make sure that each of the young people
that I am currently working with and all future young people receive the most
up to date accurate information and support that is available. By listening to
them and asking what they want I will shape my role to fit in with them and
their needs.
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, 07711 004146 or adam.cho@hda.org.uk.
Adam Cho

Specialist Youth Worker

Since the last edition of the newsletter, the newly established
HD Specialist Clinic in Colwyn Bay has been very successful.
The last 6 months have flown by so quickly and I have been
proactive in raising our profile by attending meetings and
events with numerous organisations, groups and networks.
This has provided me, as an RCA for North Wales, many
opportunities to collaborate and form important links and
hopefully develop my new proposals and improve service for
my clients and their families across North Wales.
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I continue to give lots of support to our local Mon & Gwynedd HD Branch and
this too is developing further. I am very excited to welcome new members and
I am very grateful for all their support. I am currently involved with Branch
members and clients and their carers in organising many events for the coming
6 months.
Events we have planned for the future are:
• Fundraising Concert at Colwyn Bay St Andrews Church - date to be confirmed.
• Golf Charity Event at Rhos on Sea Golf Club on the 1st June.
• As I am a keen Zumba fitness fanatic I have decided to make our Awareness
Week in June more fun/fitness orientated for our young carers and their
friends. I am organizing a Zumba Fitness Marathon on 8th June at John
Brights School, Llandudno, and yes I will be taking part!!!
• Summer Fashion Evening at Llangefni, Anglesey.
• September events include a sponsored walk at Crafnant Lake, Trefriw and a
pub quiz at Ty Gwyn Pub, Rowen, Conwy.
Further details on our up-coming events can be found in the HD Branch
newsletter, through Head Office or by contacting myself.
The most important aspect of my work is to continue to strive to provide support
to my clients and their families to the best of my ability.
I look forward to the coming 6 months with enthusiasm,
determination and hard work to all the new and exciting
plans and events that are in the pipeline.
Alwena Potter,
RCA – Anglesey, Gwynedd, Conwy
& Denbighshire

The last 6 months have been very
busy and exciting as always. I
have raised awareness through
delivering training and information
sessions to other health and social
care professionals, carers, and by
working in a collaborative way to
ensure that the needs of our families are met.
I’m excited to say that I am also working closely with
the Walton Centre in Liverpool, with the hope that soon I can be a regular
representative RCA at HD clinics to work in conjunction with the consultants,
and to support family members who attend. Equally I am working with the
Specialist Neurology Nurses and Community Matrons who are providing home
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visits for people who can’t attend clinics, appointments or assessments. These
flexible services have proved to be invaluable for some of our family members,
and long may they continue.
I am working in conjunction with the specialist units within my area with the
aim to visit them every three months to provide advice, information, support
and training to both families and staff. I also attend HD Clinics within some of
the units.
The Merseyside Branch is going strong and they continue to work tirelessly to
arrange events and raise funds to help to support the needs of our families.
They all do a great job, and there are lots of exciting things planned for
this year.
A few of our children are going on the activity weekend to Dukeshouse Wood,
Hexham this year 31st May – 2nd June 2013, so thank you to Dee Boyd, RCA,
for arranging that, and for the volunteers from Merseyside who have put their
names forward to help out. We hope you all have a great time.
On Sunday 8th September, I will be arranging a family day with the Merseyside
Branch. It will be at the Arncliffe Centre in Knowsley between 10am and 4pm.
All are welcome to attend. We are hoping to have a great day. If you would like
more information on this then please contact me.
Anita Daly,
RCA – Merseyside & Isle of Man

The last six months have been busy, challenging but
productive as usual. In addition to my usual work in Dorset
and Wiltshire I have undertaken some clinics, essential
visits and training and information sessions on behalf of my
colleague Eve Payler in Hampshire, whilst she has been on
maternity leave.
We had the first Carer’s Group meeting in Dorset in January
and another in April. I continue to work closely with multidisciplinary professionals in Dorset and Wiltshire, not least
with the Dorset Advisory Group and the Swindon HD Forum, which helps provide
a more seamless package of care for those with HD in those areas.
I had a stand and gave a presentation on HD at an open day for Neurology Services
in Dorset during January 2013. This provided an opportunity for networking
with services that may help our families and disseminating information for some
professionals who had so far not been involved with providing a service for
anyone with HD, but who will be better informed and know where to come
for support should they have contact in the future. Also in January, I had the
pleasure of attending a meeting with Cathy Mercer and her daughter Dawn, to
receive cheques on behalf of the Dorset and Hampshire Branches in memory
of her much loved late daughter Sally Baker, kindly donated by Ringwood
Clover Club.
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I arranged a Carer’s Course for Dorset in April and one for Wiltshire during
Awareness Week in June. I have had the pleasure of a genetic MSc student
who is almost at the end of her course, shadowing me for a day in March. She
emailed me later to say it was “a really good day and great experience to see
the great work the HDA is doing”. We do our best!
Ann Pathmanaban
RCA – Dorset and Wiltshire

Our Local HDA Branches in Devon and Cornwall have recently
held their AGM meetings; Devon Branch held theirs at the
Lopes Unit at Mount Gould Hospital, Plymouth on Friday
April 19th, whilst Cornwall held their AGM at Chacewater
Village Hall on Saturday 11th May.
The Committees are also actively planning social and
fundraising events across the counties. The first to notify you
of is the ‘Jazz in the Garden’ event to be held in Silverton,
Devon on Saturday 10th August. More details are available
on the new Devon HDA Branch website; www.HD-devon.org.uk along with a lot
of useful information from across the county.
Being part of your local Branch is like being part of a very large family; members
are friendly, knowledgeable and supportive of one another. You can be involved
on the Committee, join in local events or just be notified by local Branch
newsletters of what’s happening where you live, the choice is yours. If you are
not already linked to your local Branch and would like to be, please let me know.
I look forward to seeing many of you in the forthcoming months.
Charles Whaley
RCA – Devon, Cornwall, Isles of Scilly, Jersey & Guernsey

During the last six months I have continued to provide
training to nursing/residential homes, care providers and
other professionals, the feedback is still really positive.
The Newcastle Branch held a half day carers course covering,
First Aid in relation to Huntington’s disease and Moving and
Handling, the course was so informative that it is agreed
to ask the trainer on Moving and Handling to do a repeat
session in more depth.
This year’s summer camp is proving to be very popular in
our new venue at Hexham; lots of familiar faces and quite a few new ones,
including some children and volunteers from the Merseyside area who we will
make very welcome. This year we have Diana King, RCA, and Adam Cho, Youth
Worker, joining us to provide additional support with the increased numbers of
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children. We are hoping for some better weather as we were suffering with the
cold last year, so let’s hope summer is just around the corner.
The Branches are continuing to fundraise and hold social events and their
numbers continue to grow as new families are welcomed, so if you would
like to come and join us please get in touch as there is a lot happening for
Awareness Week in June.
Dee Boyd
RCA – North East

It has been a constructive few
months working with health and
social care professionals to increase
their knowledge and understanding
of HD. I have been working with
the key commissioners throughout
South and West Yorkshire to
establish what the changes will be to local services.
The key priority continues to be to provide care and support
to families throughout the region to help families to cope with the different
stages of HD.
I am looking forward to attending the Northern kids’ camp with Dee in the
summer. I am also very much looking forward to The Special Celebration Meeting
in Awareness Week on 13th June at 7.30pm in Ferham House, Rotherham, which
is open to all and I look forward to seeing lots of you there. It will be attended
by all the Sheffield clinic members and will give you opportunity to discuss the
research opportunities and services in South Yorkshire and surrounding areas.
Refreshments will be available. This is an informal celebration of what has been
achieved in the last 10 years in managing the care of those with HD and the
advances in research.
Diana King
RCA – Sheffield, Barnsley, Rotherham, Bassetlaw, Doncaster, Kirklees & Wakefield

Hopefully by the time you are reading this the weather
will finally have turned and summer will be here. The cold
weather has occasionally held me up this winter but I have
been kept busy visiting families and giving plenty of training
sessions to professionals to raise awareness of HD.
In February I attended the Young Adults Conference in
Telford, a great weekend as usual and they demonstrated
great skills with PlayDough.
Ruth Abuzaid [Deputy Head of Care Services] and I ran a
Family Carers Course in North Kent. It was the first time we had done this and
the feedback we received was positive. Mandy Ledbury and I are currently

70

organising one for Surrey/Sussex in November
opportunity of attending.
Fiona Sturrock
RCA - Kent and Sussex

to offer more families the

I must first share my highest regards for the dedication
and ongoing support that the North Staffordshire Branch
has offered to families for 20 years. They celebrated this
milestone at their Branch meeting in March this year. The
group have been tirelessly lead by Sue Tams and her support
team of equally dedicated family members. The group have
now moved their meeting place to the Hanley Community
Fire Station and they will continue to welcome old and new
members to the group.
Many people enquire as to what is the role of a Regional Care Adviser, and as
I’ve just reached 16 years in this privileged role it’s given me the opportunity to
look back over the years and see where the role has changed and developed, but
essentially the essence of my role, which is supporting people with Huntington’s
and their families, has never changed. But briefly the key role of the RCA is; to
provide a listening ear, to help families receive support, care and advice that
they want and need to enable them to cope, to access information on benefits,
specialist equipment, respite, holidays and so on, to increase knowledge and
skills and to assist in co-ordinating care through contact with health and social
care professionals and non-statutory services.
I’m planning a Professional Day in July for the East Midlands so keep an eye out
on our website for further details. I’m hoping to bring together all the specialist
support in this area.
Helen James
RCA – Northamptonshire, Derbyshire, Leicestershire, Nottinghamshire, and
Staffordshire
Since the last Newsletter I’ve continued to visit families, liaise
with local Service Providers and the teams in Cardiff and
Gwent. I’m looking forward to facilitating some Family Carers’
Information Days across South Wales and Herefordshire and
hope that people will want to attend. The first day took place
on 19th April in Cardiff and if there is sufficient interest, I will
plan some more.
During Awareness Week I will again be delivering awareness
sessions to carers working within or commissioned by the
Public Sector. There has been a lot of interest and I was fully booked before
the end of January!
The South Wales Branch continues to work hard and some family members
have been busy with fundraising events. I am looking forward to their next
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AGM on 26th June and hope that you will be able to come and support them,
enjoy some interesting presentations and a nice chat over lunch.
Please get in touch, I always like to hear from and meet families.
Jacqueline Peacock
RCA – South Wales & Herefordshire
Ten months into my post as an RCA I feel that I have now
met, spoken or offered support to a large majority of people
on my files. Thanks to everyone for their patience, and for
those l have not as yet been in touch with - please bear with
me, but likewise please do not hesitate to get in contact with
me first.
Well, it has been a fabulous few months. In November I
attended the HD course for professionals. A brilliant experience
expanding my HD knowledge and current interventions. I
also assisted at the HD Youth Weekend - an inspirational, educational and fun
weekend and which I would highly recommend to anyone.
I have been able to share my Occupational Therapy (OT) background and skills
presenting at both the professionals course and carers courses in Liverpool. In
April I will likewise be sharing these skills at another carer’s course and at my
own afternoon in Birmingham during carer’s Awareness Week.
I feel really encouraged by the number of organisations and professionals
wishing to improve their knowledge and service provision around HD. Recently I
have facilitated training/information sessions with nursing homes, mental health
teams, a medical Grand Round and even the Rotary Club, who wonderfully
chose HD as their charity last year.
I continue to attend the West Midlands support groups and the Midlands HD
and genetics clinics that each provide a fantastic and individualised service. As
for the next few months, I am looking forward to meeting and supporting more
families but also to participating in carer’s Awareness Week and June’s JHD
weekend.
Poppy Hill
RCA – Birmingham & West Midlands
In the new additional geographical area that I cover, I
continue to get to know new families in the North Somerset,
Weston-super-Mare and Bath regions.
I was invited to the Bristol Branch AGM on Tuesday 9th April
in Keynsham. It was an enjoyable evening where I was
made most welcome and learnt more about the wonderful
fundraising work of the Bristol branch. The Branch warmly
welcomes membership from families not only in the Bristol
region but Somerset as well.
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For those of you whom I have not yet met, I apologise. Please ring or email
me if you wish me to visit, would like to chat, or want some input in helping to
ensure you are receiving the support and treatment you deserve.
Shirley Bignell,
RCA – Somerset, including Bath and Weston-Super-Mare

At the time of writing, spring is in the air, along with rain,
sleet, snow and icy winds, and a young (?) RCA’s thoughts
turn to how to help the statutory services understand the
needs of people with HD!! To this end I have had meetings
in council offices, nursing homes, hospitals, prison, schools,
colleges and people’s homes; been involved in information
sessions, training sessions, long phone calls, had stands at
events etc etc. I’m sure you get the picture!
As well as waving the flag for HD I continue to attend Prof.
Roger Barker’s clinic in Cambridge where I catch up with all of you who attend
there and also help with the research. I am trying to visit all of the support
groups in my area this year; I do enjoy going as there is always such a warm
welcome (and sometimes cake!!) and it is great to catch up with you all.
In April, Helen James and I ran a carer’s day in Peterborough. In August there
will be kids’ camp at Grafham Water, so I may see some of you there. Please
contact me by phone or email if I can help in any way.
Sue Hill
RCA - East Anglia and Lincolnshire

And finally...

The theme of Awareness Week is Carers’ this year and we do a lot of work with
those of you who provide a huge amount of emotional and physical time caring
for loved ones. As you have seen above, the branches and support groups are
pinnacle in helping individuals and groups to survive. Please do join and enjoy
your local branch or support group and if you don’t have one locally to you,
discuss this with your RCA or Becky Davis, Branch Support & Development Coordinator.
We have run various carers’ courses across the country and will continue to do
so where there is demand. These are very informal and are designed to cover
any issues that are pertinent to people who attend them. The courses vary but
they deliberately don’t have large numbers of attendees so everyone has the
opportunity to participate. Carers’ save the government millions of £’s every
year. Why not indulge yourself and apply to go on one of the courses. They are
very popular.
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
Fund Raising - Trusts & Companies
Jill Shan
Fund Raising - Trusts & Companies
Carolyn McGlamry Fund Raising - Local Authorities
Hannah Longworth Events 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
Bath, Somerset & Weston-Super-Mare
01460 57079
Shirley Bignell
Dee Boyd
North East
0191 373 1709
Vacant
North & East Yorkshire		
Merseyside
0151 487 6514
Anita Daly
Oxfordshire, Bristol & Gloucestershire
01451 861575
Carol Dutton
Birmingham and West Midlands
0121 426 1015
Poppy Hill
Essex, Barking, Dagenham,
01255 823088
Alison Heavey
Redbridge & Havering
Sue Hill
East Anglia & Lincolnshire
01353 688517
Northants, Derby, Staffordshire,
01332 518988
Helen James
Leicester & Nottingham
South Yorkshire, Huddersfield, Bassetlaw, 0114 287 3209
Diana King
Wakefield & Dewsbury
Surrey and South West London
01483 285231
Mandy Ledbury
Flintshire, Wrexham, Powys & Shropshire 01691 671722
Diane Lyes
020 8207 3490
Jeanette McMullen London (excluding South West)
Anglesey, Conwy, Denbighshire
01492 549 162
Alwena Potter
& Gwynedd
01425 627960
Ann Pathmanaban Dorset & Wiltshire
Eve Payler
Hampshire & Berkshire
0238 061 2218
Jacqueline Peacock South Wales & Herefordshire
01873 831931
0161 303 2966
Debra Robinson Greater Manchester, Cheshire
Herts, Beds & Bucks & Juvenile HD Care
Helen Santini
Adviser, England & Wales		
Roald Dahl Foundation
Fiona Sturrock
Kent, Sussex, Bromley, Bexley & Dartford 01580 212 276
Charles Whaley
Devon & Cornwall
01579 345480
Theresa Westhead Lancashire, Cumbria, & I.O.M.
01942 864645
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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
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Tributes

In Memory of Amar Parmar

Amar Parmar finally lost his brave battle against Huntington’s
disease on 1st of January 2013. He was diagnosed with
the disease at the age of 14 years. Sadly he passed away
peacefully at home. Amar had lived his life to the full
achieving so much and fulfilling all his ambitions in a short
space of life. His smiling face will be remembered by all
those who knew Amar well.

Denise Baker nee Duxbury 1955-2013

In loving memory of Denise Baker, my beautiful wife of 34 years who lost
her brave battle with Huntington’s disease on 19th March 2013 after nearly 20
years.

Denise was a truly remarkable, kind and gentle person who will be remembered
and missed by everyone who knew her.
She is now at peace and reunited with her Mum (also a Huntington’s sufferer)
and Dad.
I loved you so much and you will remain in my heart forever.
Your devoted and loving husband, Michael.

In Loving memory of Emma-Jane Carter

Beloved wife, daughter, and mother of Megan and Mia.

Our darling girl lost her battle with Huntington’s disease on October 10th, 2012
after a long fight; faced with great courage and dignity. She was 31 years old.
In our hearts forever.
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In memory of Christine Grey

A lady of slim figure,
Strong will and good spirit
Would persevere in whatever
She was doing, which
Made the atmosphere special
In our Unit.

Having your meals at your table,
Sipping tea in between
While keeping an eye on the clock
And reminding the staff to be punctual
When it was time to have a cigarette.
Going out to do the shopping for yourself.
Just a way of being independent as long
as you can.
What to put on was never a question,
Always neat and tidy.
Keeping fit by walking round the Unit
On cold and rainy days;
And wandering round the garden,
When the weather permitted.
Enjoying the peace and quiet of your
room
After a lovely meal;
Falling asleep in broad daylight
Not unusual, just part of your daily life.
It was a grey day after noon
When you decided to rest in your room.
Sleeping, sleeping just sleeping,
Dreaming, dreaming just dreaming.
Mind, body and soul in perfect harmony.
Then it came as a shock
When calling your name all in vain,
We realized that our Christine was at rest.
Peaceful transition. No agony. What a
lovely death.
You didn’t want to go through the
Different stages of the disease,
You were scared of getting worse and
worse
And the mood of hopelessness
occasionally
Just made it worse.
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You experienced what it was like
To be at the heart of darkness,
Struggle with demons at night
And live without hope and light.
No more demons to fight with.
No more inner struggle,
No more darkness,
No more shades of grey,
No more fear of dying.
In your dream you had a glimpse of the
light,
Amazingly bright and it made you
mesmerized.
You heard the Sirens singing and wanted
to sing along
As well as at entertainments in Amber
Lodge.
You turned your face towards the light,
Just like in our garden , sitting in the sun.
Leaving your day clothes behind,
You put on a beautiful dressing gown,
Woven in a thousand shades of white
And looked in the eye of Eternity;
And have been singing with the Sirens
ever since.
When this spring Mother Nature
Awakens from its winter sleep
And daffodils bloom in the hundreds
Round the Home,
We will be missing you loads.
No one gonna wander in our garden,
No more ’’Hello’s’’ on your rounds,
No more gentle strokes on our arms,
No one is waitng patiently to have a bath.
Now walking in heavenly fields
Stop for a while and send us some of the
light
When you look down on us.
Make it visible for us what daffodils
Look like above.
From the Staff of Amber Lodge Colonia
Court, Colchester, Essex

In Memory of Eric Rodgers

GOODBYE MY BROTHER....R. I. P.

You showed me a lot of things; I learned a lot I didn’t know,
but you forgot to tell me one last thing; how to let you go.
I know you didn’t mean to leave; sometimes we have no choice,
I’ll miss being your little sister, hearing my name called by your voice.
I wish I got to say ‘I love you’, before you were given to the sky.
If God could grant me one last wish, I’d ask to say ‘Goodbye’.
You always meant a lot to me, I could never love you less,
I know it’s true when they say ‘HE ONLY TAKES THE BEST’.
Dawn Devlin (Sister)

In loving memory of Joe Hank Wells
A beloved husband, dad, brother & uncle
30th July 1941 – 25th June 2010
You were a star on earth,
Now you are a star in heaven,
Loved and remembered always.
From Betty, John, Alan, Margaret, Maurice & Family
KAREN JAYNE DIXON
01/09/65 to 22/10/12
An inspiration to us all...an awesome wife and mum.
Thanks Kar, you taught us so much.
“ONE SOLITARY LIFE”
LOVE YOU ALWAYS
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A Marvellous Healing

It was a marvellous healing;
after the months of asking,
of waiting;
after the desperate, slow deterioration,
the warring tides
of faith and doubt:
to be released in an instant
from every pain.
It was as if the very molecules of his
flesh
had been infused, invaded
with the life of God
until he was filled, fit to burst,
with the shalom, the peace,
of the Father’s rule.
Limbs that had fallen flaccid with
weakness
waved and danced with joy;
lungs that had so utterly failed him
sang out with strength and boldness.
He ran
through the unfamiliar sunlight,
drinking it in,
experiencing all at once
the thousand and one feelings
that for so long had been denied him.
It was a marvellous healing:
to be so totally restored,
made whole,
rebuilt.
It had just surprised him,
a little,
that he had had to die
to receive it.
In loving memory of Michael Drane
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Tribute to
Hedwig Libeccio
I lost my dad, my sister and my
mum
sitting here alone – only one.
Heart as heavy as lead filled
shoes,
very happy memories of all of
you.
But now I sit alone, and
contemplate
all of the things I should have
said,
but it’s too late.
I think that being left last is fate.
I cannot wait to join you,
but I may have to be late.
Hopefully we meet at Heaven’s
Gate.
I love you mum,
I love you dad,
I love you Christina.
XXX
From your son & brother, Jaye

In Memory of Sally-Anne Baker
3/10/67 to 18/10/12
Sally was a beautiful daughter, loving mother and my sister. She suffered with
HD symptoms for 15 years. Sadly she lost her fight on 18th October 2012 age
45. She was living at Shelley Park Neurological Centre, Bournemouth. My
parents have been incredibly strong and brave as they have travelled through this
long and heartbreaking journey.

My sister
The day before that fateful day I’d seen your pain and wished it away.
But now you’re gone, it’s so unfair.
Our hearts are broken.
You are not there.
There are lots of memories I could share of all our years together;
Some sad, some funny, embarrassing and shocking!
But ones I’ll remember forever!
That night I borrowed your black stilettos; girlie nights at the pub. Holiday fun
and family days out; I’ll remember them, every one.
And although your life has been cut short and you suffered for some of those
years,
I will always remember the love you gave, the laughter and even the tears.
So now, my beautiful sister, it’s time to say good bye.
Sleep well my precious angel, rest in peace, suffer no more.
I will love you forever, because that’s what sisters are for.
From your sister, Dawn Pepperell xx

In loving memory of William John Penfold “Bill”
4th August 1939 – 3rd April 2012
Gone but not forgotten,
Is a classic line to say,
But to all of us you were special,
And within our hearts you’ll stay.
Loved by everyone, sadly, missed by all.
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In memory of Wendy Pike
23/11/42 to 18/1/13

A poem by Colin J Taylor (brother)
I always knew this day would come,
When you must stop taking me out for fun.
I knew such things couldn’t last forever,
Despite my very best endeavour.
I remember that day; Anna entered my gloom,
And suddenly life was filling the room.
Trips were being planned for me, twice a
week,
I’d love to say thank you, but I no longer
speak.
But we had some good laughs along the way,
Thanks to you two, Sarah and Kay.
You’ve made those years, a time well spent,
You must have been surely, heaven sent.
You entered my life at its lowest ebb,
My husband, my Ken, so sadly now dead,
And here this disease, my body was taking,
A little each day; leaving my heart breaking.
But even if I could speak, what words might
I find?
How would I tell you, what’s on my mind?
I just hope my actions, though awkward I
know,
Along with my noises, lets my gratitude show.
I know my condition has worsened each year,
My doctor’s prognosis, still rings in my ear.
Each year that passes, I feel HDs bite,
And I know I am losing, an unwinnable fight.
The odds I know, against me are stacked,
But I’ll never give up, and that is a fact.
My fight will continue, my victories but small,
But I’ll go down fighting, when I hit that wall.
My family has helped me; they’ve stood by
my side,
But sorrow and fear, their eyes cannot hide.
I see the deep sadness, that some can’t conceal,
If we could trade places, what would I feel?
My two daughters love me; I know that is true,
The eldest helps out, doing the best she can do.
But the youngest can’t handle this illness of
mine,
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The genetics for her are a huge warning sign.
I no longer see her three growing boys,
And this breaks my heart, I miss all those joys.
They don’t come to see me, what have I done?
I’m only disabled; we could still have some
fun.
When first diagnosed, for ages I thought,
This illness I have; must be all my own fault.
What had I done in my past that was bad?
Then my brother explained; it came from our
dad.
I have no memories of this father of mine,
Mum surely loved him; at least at the time.
I bear him no grudges; he’s not to blame,
It’s simply genetics, playing their fateful game.
The guilt I once felt, all the tears I once shed,
No longer echo, through my troubled head.
My problems are many, but life still has worth,
For I still have reasons, for laughter and mirth.
I know there’s no cure, no miracle for me,
But I pray someday soon, my daughter will
see,
That I am still here, it’s still me inside,
By blood and birth, we’re eternally tied.
I dread what she’ll feel, when my time is past,
The guilt she will carry; for her life it will last.
I want her back, my grandsons too,
So please God in your mercy, see what you
can do.
Sometimes I feel, like I’m wrecking their lives,
These daughters I have are both mothers and
wives.
Each time they see me, it’s their futures they
see,
And not just for them, for their own families.
Frustration for me is a daily blight,
I can’t even explain when I don’t feel right.
The words I am thinking, up here in my head,
Spill out of my mouth all jumbled instead.

Without my carers I don’t know what I’d do,
They wash me; they feed me, take me to the
loo.
They do all those jobs, at which many would
baulk,
I’d love to say thank you, but I no longer talk.

I already miss our weekly trips out,
But life goes on, of that there’s no doubt.
Something will turn up, to fill those empty
spaces,
But I’ll always miss; you’re happy smiling
faces.

I hope they can feel, what I feel for them,
So to Miriam and Jo; God bless you again.
You spend so much of your lives here with me,
Away from your friends, and your own
families.

They’ve stepped up my tablets, now I sleep
quite a lot,
So there’s less time for thinking, about what
I’ve got,
And more time for dreaming, of what might
have been,
If Huntington’s hadn’t appeared on the scene.

I hear all those whispers; some think I’ve not
heard,
But talking’s my problem, I hear every word.
I see all their glances, sort of secretly sent,
But I see them all, and I know what is meant.
To Sarah and Kay, and you Anna too,
Please don’t be sad about what you must do.
Young Dementia has fulfilled its part,
And will always have a place, here in my
heart.

I could go on, thanking neighbours and
friends,
The list would be, almost be without end.
So to those who still visit me, with no fear or
pretence,
Please don’t stop coming;
that wouldn’t make sense.
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Website Update Deadlines 2013
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:

2013:
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 2013
7th to 9th June

JHD Family Weekend

10th June

Carers Course, Birmingham

10th to 16th June

Awareness Week - Carers theme

15th June

A course for family carers of someone with HD,
Wiltshire

26th to 28th July

Avon Tyrell Kids Camp

9th to 11th August

East Anglia Kids Camp

4th to 6th October

AGM & Family Conference, Holiday Inn, Telford

26th to 28th November

HD Course for Professionals, Liverpool

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

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

Friday 4th October 2013

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.
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