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As a member of a family affected
by Huntington’s disease, and
Chair of our Trustees, I’m lucky
enough to see some of the range
of work which the HDA does,
and I’m consistently impressed
by the passion and dedication of the HDA team, and
all the amazing volunteers and fundraisers. I hope this
magazine gives you a flavour of some of what you’ve all
been up to around the country.
Of course behind what we see, there’s a huge amount
of work behind the scenes, to support our vital national
network of SHDAs, to raise the almost £2m per year we
need, and to provide services for people affected by
HD. The HDA is relied upon to be a source of accurate
information on HD, is increasingly called upon to help
inform media discussions (such as the recent BBC radio
programmes and Casualty storyline, which are vital for
raising awareness of HD), as well as influencing and
training health and care professionals and policy makers.
Everything is focussed on helping people affected by
HD and improving the care available, and we want to be
able to do even more to help in future.
I’d like to pay tribute to our former Trustee and
Company Secretary Peter Morse who stood down
this summer after many years of dedicated service to
the HDA. We will very much miss Peter both for his
contributions as a Trustee, and his good humour. We
do however welcome a new member to the board Dr
Alan Fryer, a geneticist from the North West, and I look
forward to working with Alan in the coming years.

Supporting
one another
It was wonderful to see so many people at our
recent Family Weekend and AGM in Telford. We
hope the workshops and talks by HD experts
gave people insight into developments in HD
research and practical advice to help them in
their day to day life. I feel incredibly privileged
to attend this weekend each year and witness
the friendships formed as those living with HD
come together to support one another.

feedback about the look and content of our
materials, please email info@hda.org.uk
Recent changes to the ESA assessment
process signal a positive shift in the DWP’s
approach to benefits for those people with
long term illnesses. This is a welcome change
and a common sense approach that we hope
will continue to be adopted in relation to
benefits and services for people with long
term conditions. We have recently registered
as a stakeholder to allow us to comment on
NICE (National Institute for Health and Care
Excellence) guidelines on depression in adults
and children, patient experience in adult NHS
services and patient experience in adult mental
health services, which we hope will contribute to
improving health services for people with HD on
a national level.

I would like to extend a special thanks to those
who attended our website feedback workshops
during the weekend. Our website is an integral
part of how we share information about HD and
our services and we want to make sure it meets
your needs. It was great to gain your views on
how our website can be improved from a user’s
point of view. As always, we welcome your

“HD is a disease that has
remained unspoken about for
many years, but little by little
awareness and understanding
of the disease is growing.”

HD is a disease that has remained unspoken
about for many years, but little by little
awareness and understanding of the disease
is growing. This is undoubtedly largely due
to the determination and resolve of our
dedicated supporters who give their time to
tirelessly fundraise and increase awareness and
understanding of the challenges faced by the
HD community. We were thrilled to celebrate
the work of our volunteer fundraisers and thank
them for their enormous contribution at our
first volunteer awards evening in June (read
more on page 22).

I hope you enjoy this magazine. I’d also encourage you
to take a look at the HDA’s annual report, which gives
more information on what we’ve been up to over the
past year. You can download a copy from our website
or request a copy by post by calling 0151 331 5444 or
emailing info@hda.org.uk

Our committed supporters help shine light on
HD and the services of the HDA which helps us
to reach those that need us most. On behalf of
the HDA, thank you for your incredible support
and dedication.

Thank you.

Andrew Bickerdike
Email: trustee@hda.org.uk
Twitter @andybickerdike

Cath Stanley
Chief Executive

Front cover photo courtesy
of James Stack
www.stackphotography.co.uk
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From our Chief
Executive
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HDA news

Dr Ed Wild on
Woman’s Hour
presented by
Jenni Murray

HDA news

HD open day
in Manchester

BENEFITS

Reassessments
for DSA to be
scrapped by the
Department for
Work and Pensions
In October, the Department for
Work and Pensions announced
that it will no longer be
necessary for people with
long term conditions claiming
Employment Support Allowance
(ESA) to be reassessed.

HD discussions
on the airwaves
In just a five month period, Huntington’s disease has
featured on a number of radio programmes, including
BBC Radio 4’s Inside the Ethics Committee, Woman’s
Hour, and Radio 2’s the Jeremy Vine Show.
Inside the Ethics Committee, a
panel debate show presented
by Joan Bakewell, discussed
Huntington’s disease and
the ethics of sharing genetic
information. A real life and
high profile court case
formed the basis of the HD
discussion, in which a woman
was barred from bringing
a negligence claim against
the NHS for not revealing
that her father had HD when
she became pregnant. HDA
trustee and founder of HDYO,
Matthew Ellison, formed part
of the panel and our Chief
Executive, Cath Stanley, gave
key information about HD, the
HDA and the genetic testing
process.

Woman’s Hour approached
us to help them find someone
to talk about HD for a show
in July and we put them in
touch with Dr Ed Wild, who
joined family members to
speak about HD, living with
risk, genetic testing and the
major developments being
made in HD research. Presenter
Vanessa Feltz brought HD into
discussions when she covered
an episode of the Jeremy Vine
Show, with genetic testing a
key focus of the dialogue.
These discussions were a great
opportunity to raise awareness
of Huntington’s disease with
people who may never have
heard of it before, and will
go a long way to increasing
understanding of HD.
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The Huntington’s Disease
Association welcomes this
decision. Cath Stanley, Chief
Executive, said: “We are
delighted with this common
sense approach. Huntington’s
disease is progressive and
therefore symptoms deteriorate
over time. Taking away the
need for constant reassessment
will help alleviate some of the
uncertainty and anxiety that
people affected by HD have
faced in the past.”
New criteria are being developed
for the ESA; the benefit for
those who cannot work because
of ill health or disability. The
announcement does not affect
the Personal Independence
Payment (PIP), which helps
with some of the extra costs
caused by long term ill health or
disability.
If you need advice or
support to understand
the benefits that may be
applicable to you, or someone
you know with HD, please
contact 0151 331 5444 to speak
to one of our Specialist HD
Advisers.

i

Specialist HD
Adviser Debra
Robinson (left)
with volunteers
Jacqueline
Kerfoot and
Alison Ashton

NEW TRUSTEE

HDA welcomes
new member
to Executive
Council
We are delighted to
welcome Dr Alan Fryer to
the HDA’s governing body,
the Executive Council, also
known as the Board of
Trustees.
Now retired, Dr Fryer brings
a wealth of experience from
the field of clinical genetics,
having trained with Professor
Peter Harper in Cardiff
between 1987 and 1990,
where he observed pilot
studies in predictive testing
for Huntington’s disease.
After relocating to Liverpool,
Dr Fryer developed a genetic
register for Huntington’s
disease in Merseyside and
offered predictive and
diagnostic testing for HD,
after the Huntington’s gene
was discovered in 1993.
He led the Cheshire and
Merseyside HD genetics
service until his retirement
and has delivered training
in genetic aspects of HD for
many years.

In October we joined forces with the Manchester Centre
for Genomic Medicine (MCGM) to host an open day at
Manchester Town Hall for anyone in the North West
affected by Huntington’s disease.
The aim of this day was to help
connect people, and to highlight
exciting research developments
as well as the clinical care and
support available across Greater
Manchester.

alongside discussions
throughout the day including
how to participate in research
locally, what is involved in having
a predictive test and talking to
children about HD.

Manchester Centre for Genomic
Medicine provides genetic
counselling for families and
specialist clinics for those
affected by the condition.
The team has an international
reputation for research and has
been selected as one of only six
sites globally to participate in a
phase 1 gene silencing treatment
trial for Huntington’s disease.

Rhona Macleod, Consultant
Genetic Counsellor at the
Manchester Centre for Genomic
Centre, said: “The open day
celebrated the resilience shown
by so many people in the face of
HD. There is a massive research
effort by the HD community
which has led to the first disease
modifying treatment trials now
under way. We hope attendees
who have not previously
accessed our services had the
chance to find out more about
their options and how to get
involved.”

HD expert Professor Hugh
Rickards, from our Executive
Council, presented latest
research developments,
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HDA news

Research

Updates and
clinical trials

NEW RESOURCE

Understanding
the impact of
Huntington’s
disease with
St Andrew’s
Healthcare
We have worked with
specialist healthcare charity
St Andrew’s Healthcare in the
development of a new resource
to help healthcare professionals
understand and interpret the
unique symptoms of HD.

Health and social
care staff gain HD
knowledge at
certificated course

The online tool teaches users
about the symptoms and
presentations of HD through
an interactive website. The site
explains the physical, cognitive
and emotional symptoms of
Huntington’s, alongside the
importance of specialist care.

Earlier this year we were joined by 42 health
and social care practitioners for a three day
course on Huntington’s disease.
The course, which was sponsored by PJ Care and Exemplar
Healthcare, gave the enthusiastic delegates a holistic view of life
with HD, as well as information on clinical and genetic aspects
of HD from experts in the field. Attendees learned about topics
such as genetics, psychiatry, physiotherapy and palliative care,
interspersed with examples of personal stories and case studies
putting theory into a real life setting.
By attending our course, the delegates showed their commitment
to enhancing the care and support they can provide. Thanks to
the information they learned over the three days, 94% of those
who completed the course evaluation form said they felt better
equipped to carry out their work with HD families. One attendee
said: “This training was an eye opener for me. I now understand
how to show more empathy in HD behaviour and I will be able to
give them more quality care.”

Our next certificated course for health and social care
professionals will take place on 16 – 18 May 2017 in
Liverpool. For more information or to book your place
call 0151 331 5444 or email info@hda.org.uk

i
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This new website follows our
collaboration on the successful
HD booklet, ‘That makes sense
now,’ which gives an insight into
the disease for people who are
new to Huntington’s.
Take a tour of the site by visiting
www.stah-hd.org where you can
download your own copy of the
booklet, ‘That makes sense now.’

Jenny Townhill, Trials Manager for the European Huntington’s Disease
Network (EHDN), gives an update on current clinical trials the EHDN
is involved with.
Clinical trials are research studies that investigate whether a medical
theory or potential treatment could work and is safe. There are
ongoing studies into HD happening in Europe, Russia, USA, Canada
and Australia. A further few trials currently in the early planning
phases are expected to start in the next year too.

Pride-HD
The long-awaited results from
the phase 2 Pride-HD study of
experimental drug pridopidine,
sponsored by pharmaceutical
company Teva, were released
in September 2016. The drug
aims to stabilise the levels of
dopamine in the central nervous
system. Dopamine is involved
in the brain’s movement and
emotional responses.
The treatment was shown to
be safe with few or mild side-

effects, but did not show a
significant effect on movements,
which was the study’s main
focus. However, they found that
the ability to perform daily tasks
of living improved.
For a summary of the drug’s
history with HD and more details
about the interpretation of the
results, visit hdbuzz.net/227
The effects of pridopidine
continue to be explored in Open
Pride-HD, where participants
of the Pride-HD study are

7

monitored for at least 12 months
to assess their symptoms and
wellbeing.

LEGATO-HD
The LEGATO-HD trial, also
sponsored by Teva, is a 12-month
phase 2 study of laquinimod,
a drug suggested to have an
anti-inflammatory effect in the
central nervous system. The
main aims of the trial are to
find out how safe and welltolerated laquinimod is, to
identify the best dose and to

Research
find out if laquinimod improves
HD movements. It will also
investigate effects on thinking,
mood and behaviour and will
look at the size of the brain
through MRI scans.
The study was changed to
remove the highest dose and to
increase safety monitoring. It is
currently enrolling participants
from the Czech Republic, UK,
Portugal, Spain, Netherlands,
Germany, Italy, USA, Canada
and Russia until 2017. If you are
interested in taking part speak to
your hospital consultant.

Amaryllis
The 6 month Pfizer phase 2 trial
Amaryllis completed recruitment
early this year. The drug being
tested slowed down a type
of enzyme found in the brain
called phosphodiesterase 10A
(PDE10A).
The drug being tested was
an inhibitor of enzyme
PDE10A, which may have a
neuroprotective effect on a type
of brain cell called a medium
spiny neuron, which is especially
affected by HD. They also
wanted to see if it improved
parts of the brain involved in
motivation and goal orientated
behaviour.

Research
The study investigated the deep
brain stimulation of the globus
pallidum, a part of the brain
found deep inside the head.
Before the study, there were only
a few examples of DBS being

used in HD, but it had proved
to be an effective treatment for
other movement disorders, such
as Parkinson’s. His investigation
showed that the DBS treatment
significantly reduced the

ISIS-HTTRx
Ionis Pharmaceuticals
(formerly known as Isis
Pharmaceuticals) is continuing
to recruit participants for the
trial of the drug called ISISHTTRx at a small number of
research centres in the UK,
Germany and Canada. ISISHTTRx is the first therapy
designed to address the
genetic cause of HD directly.
It targets the huntingtin RNA,
a long chain of molecules that
sends messages between
the DNA and proteins in
our bodies, and reduces the
production of the huntingtin
protein. The therapy is
administered with a lumbar
puncture and travels to the
brain via the fluid in the spine.

Inside the brain, it binds to
and destroys the huntingtin
messenger RNA (mRNA),
resulting in decreased
production of the huntingtin
protein. Research in models of
HD has shown that lowering
huntingtin mRNA and protein
levels with the drug slowed
down the progression of the
disease, increased survival and
resulted in improvements in
physical symptoms for several
months.
The main aim of the current
study is to determine the
drug’s safety and dosage
levels. The trial is continuing
on track and is expected to
continue throughout 2017.

chorea in HD. The aim of the
current HD-DBS trial is to prove
the early findings are correct
by treating a larger group of
participants, and to demonstrate
that the treatment is safe and
effective. Specifically, HD-DBS
will investigate the potential
impact of DBS on quality of life
and improvement in movement
problems. Participants will be
monitored and reviewed for up
to a year after the treatment.

For more information
about all of the above
clinical trials, please
visit: http://clinicaltrials.gov
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For more information and news
on current HD research, written
by scientists in plain language,
visit hdbuzz.net

It’s a very exciting time in
HD research – the first ‘gene
silencing’ trial is underway and
many more trials of new drugs
are planned.

Enter HDClarity: a new,
international study of
cerebrospinal fluid (CSF) in
Huntington’s disease, led by
Dr Ed Wild and his research
team at the UCL Huntington’s
Disease Centre.

HD-DBS
HD-DBS, a trial of deep brain
stimulation (DBS) for HD
sponsored by the University of
Düsseldorf in Germany, is based
on a pilot study carried out by
Professor Jan Vesper in 2009.
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“In 2002 my sister discovered she
had the Huntington’s gene. She
didn’t tell my brother and me. We
decided to take the test and when
I was told that I had the gene, I felt
completely amazed and very upset.
“I chose to pursue a career so I have no children to pass the
gene on to, but my sister has two children, so I decided to take
part in a research programme at Cardiff University Hospital.
“Over the years, being involved in research has kept me up to
date with developments in Huntington’s such as keeping the
brain active, which I try to do. It is desperately important that
people with HD take part in research – both to help themselves
and other people who are ill, as the disease is so complicated. I
have decided to leave my brain to help the research team when I
die as they believe my way of life has been of benefit to me. For
me, it means when I am gone I will still be able to help people in
the future.”
Joanna Seely, Somerset

Bringing clarity to HD research

In order to make these trials
a reality, scientists need ways
of measuring the progression
of Huntington’s disease and a
better understanding of how
the disease affects the brain
throughout the life of a person
with the HD mutation.

Participants who completed the
Amaryllis study are continuing
onto a 12-month extension study,
with the results from phase 1
expected at the end of 2017.

Joanna’s story

CSF is a clear fluid produced
by the brain. Since many of the
chemicals in CSF come from
the brain, it allows researchers
to look at the chemical and
biological changes in the brain
more directly than can be done
with blood tests or scans. CSF
is commonly used to study
other neurodegenerative
diseases like Alzheimer’s and
Parkinson’s, but at the moment
there is no big collection of CSF
from HD patients that could be
used to speed up HD research.

collected through a procedure
called a lumbar puncture or
‘spinal tap’. It’s done under
local anaesthetic and takes
about 20 minutes.

HDClarity aims to fill this gap.
It will recruit 600 participants
from approximately 30 sites
worldwide, using the Enroll-HD
platform to identify participants
and collect data. CSF is

For the latest news
and to find out what
sites are active, visit
hdclarity.net or follow
@hdclaritystudy on Twitter.
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The study is currently under
review by research ethics
committees in Canada, the UK
and Germany and the team
hopes to start recruiting there
soon. The UCL HD Centre is
already contributing samples
to HDClarity via the HD-CSF
project.
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A participant’s
perspective
In October, Bill Crowder, our Head of Advisory
Service, travelled to London for his second
appointment with the HD research team at
the National Hospital for Neurology and
Neurosurgery. Bill is taking part in an Enroll-HD
research study as a healthy ‘control’ patient,
to see if there is any difference in the flow of
cerebrospinal fluid (CSF) between people with
and without HD. Here, Bill gives us an update
on what it is like to participate in research and
what to expect if you are thinking about taking
part.
“On arrival I completed consent
forms, a safety assessment and
was given the standard vegetarian
wrap meal and water that all
patients receive before taking
part. I was then taken down to
the radiography department and
dressed in a very fetching gown.
“They took me into the scanning
room and explained to me what
would happen and that I could stop at
any time if I became uncomfortable. I lay on
the bed after inserting ear plugs and my head
was secured with foam blocks to reduce noise
levels and keep my head still, then an open cage
was clicked into place over my face. There was
a mirror above the face so I could see things
outside the scanner. It was my first ever scan
and I had read about the clunking noises and
possible claustrophobia but it wasn’t as bad as I
had anticipated.
“First of all I had my brain scanned and I was in
there for about an hour. When it finished I gently
slid out and was asked if I would like a break. I
decided to continue to have my cerebrospinal
fluid (CSF) flow scanned immediately. A monitor
was attached to one of my fingers and I reentered the scanning machine. This scan lasted
around 45 minutes and, as with the first one, I
could hear the radiographers informing me what
was happening at every stage of the process.
There were some space age noises and a bit of
vibration which is normal, and towards the end

“They took me into
the scanning room and
explained to me what
would happen and that I
could stop at any time if I
became uncomfortable.”
of the last scan it got a little warm, but I wasn’t
uncomfortable or claustrophobic as I actually
closed my eyes throughout and was quite
relaxed.
“The staff were warm and welcoming and once
again I was well looked after. I got dressed again
then was taken to have a small phial of blood
taken before I left.
“I hope my contribution to research will assist in
the aim of slowing or stopping the progression
of HD in the future.”

If you too would like to help researchers
to understand HD by taking take part in
the Enroll-HD research project, please
visit www.enroll-hd.org for more information or
ask at your local HD Clinic.

i

European Huntington’s
Disease Network Plenary
Meeting 2016
Internationally renowned HD
care expert Jimmy Pollard was
one of around 900 scientists,
families and allied healthcare
professionals to attend the
EHDN meeting at the Hague,
Netherlands, in September.
Jimmy shares his observations
and reflections on this year’s
event.
“It’s very reassuring that a
worldwide team of scientists are
working today, and have been for
decades now, to do something
about HD. It confirms yet again
that at any and every moment,
hundreds of people are working
towards a treatment or ‘cure’ in
clinics and laboratories around
the world. And tens of thousands
of family research volunteers are
contributing every moment, too,
as they go about living their lives
with HD.
“The programme was full of
scientific reports on the results
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“Tens of thousands
of family research
volunteers are
contributing every
moment.”

studies possible. As I would
struggle trying to understand
all the science, I made a
conscious effort to think of all
the volunteers’ donations of
time, blood, test taking, telling
their family histories, taking new
medications and more which,
in a concrete way, served as
the very foundation of their
work. It didn’t make it any
easier to understand molecular
neurogenetics, but it did give
me a context to fully appreciate
the outcomes of the enormous
collective efforts that volunteers
make.

of studies completed, updates
on studies and clinical trials in
progress, and discussions about
the direction of all this scientific
inquiry. At the conclusion of
every scientific presentation,
though, the presenter thanked
all the family members who
volunteered to make their

“The EHDN is a unique
organisation. Families, through
their national associations,
are fully integrated into the
Network. At its core, the
EHDN is the realisation of the
partnership between families and
professionals that its organisers
set out to achieve. The spirit of
camaraderie is like no other.”
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“When there
was a space
available for the
2016 marathon I
thought, ‘this is
meant to be!’”
Photograph: James Stack

Hollyoaks actor
Juan Pablo
Yepez on his
HD connection
While his alter ego was
appearing on our TV screens,
in April this year Hollyoaks star
Juan Pablo Yepez took to the
streets of London to take part in
the 2016 Virgin Money London
Marathon as part of #teamHDA.

“In the city I grew up in, you
see people with Huntington’s
disease every day.”

Photograph: Ysidro Sore

Juan Pablo, who plays Diego
De La Cruz on the popular tea
time soap, is from Maracaibo, the
second largest city in Venezuela,
which sits at the mouth of
Lake Maracaibo. In the fishing
villages surrounding the lake’s
shores, there are more people
with Huntington’s disease than
anywhere else in the world. In
some of these poor, rural villages
more than half the people who
live there are at risk of inheriting
the disease.
It was from research in these
villages that scientists, including
renowned geneticist Nancy
Wexler, discovered the gene that
causes Huntington’s disease.

Juan Pablo said: “In the city I
grew up in, you see people with
Huntington’s disease – or Mal de
San Vito, as it’s known there –
every day.
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family. This showed me that
the awareness I could raise was
really important.

“As a kid it was quite shocking
to see what Huntington’s was
like when people didn’t have
access to the right medication
to calm them down, so it had

a big impact on me. As I grew
up and learned more about the
disease, I found out it’s not just
the movements but it affects
the whole person. It was highly
concentrated in our community
and there was very little support
for these people. Because of
this, I’ve always wanted to do
something to bring attention to
it.”
Juan Pablo’s altruistic nature was
instilled in him by his parents
from an early age. “My parents
were eye doctors and always
encouraged me to do things
that would help other people.
Every Wednesday they would
volunteer at a local hospital
that gave free eye treatment for
people in need, so in our family
there was always a sense of the
importance of helping others.
“Every Friday at high school
I took part in a volunteering
programme called CAS –
Creativity, Action and Service
– and I helped at a rehabilitation
centre which worked with people
with the illness. All that exposure
and experience from when I was
growing up impressed a sense
of responsibility in me that, if
you can, you should help your
community.”
When Juan Pablo moved to
London to pursue his acting

“The leverage of the show and
social media definitely helped.
Barely any of my friends or
the cast and crew at Hollyoaks
had heard about HD before.
People were quite shocked and
surprised because they didn’t
know what the symptoms
caused and what HD actually
means for people.”

career, he was inspired to look
for ways he could continue
to help the HD community. “I
was deeply touched by my
experiences as a kid, so I decided
my first step would be to run the
London Marathon to help raise
awareness and funds while living
in the UK.”
The London Marathon is a
highlight in the HDA fundraising
calendar with tough competition
for places each year, so Juan
Pablo had to wait a few years
before he could put his plan into
action. “The first time I tried to
run the marathon for the HDA,
all the places were already taken.
But when there was a space
available for the 2016 marathon I
thought, ‘this is meant to be!’”
During training in the lead up to
the marathon, Juan Pablo found
another HD connection closer
to home when his landlord saw
his social media campaign. “He
saw me doing my marathon
campaign and told me about
his experiences of HD in his own
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Taking part in the marathon
proved to be a huge inspiration
for Juan Pablo. “Meeting the
other runners and families
before the race was amazing.
The energy and team spirit
was incredible and it gave me
so much motivation to see
the dedication all the runners
had put into their training and
fundraising throughout the
year. I felt welcomed into the
community and the solidarity
was really warming. I also felt
more responsibility to do well
because I wasn’t going through
the same challenges as some
of the other runners, and their
stories really impacted on me.”
Now that he has completed
his marathon challenge, Juan
Pablo plans to continue bringing
a wider understanding of
Huntington’s disease to new
audiences: “I want to make
a documentary about HD so
it gets more exposure and
people can find out more
about it. I remember thinking
early on in my career ‘I really
want to document this as it’s
so significant in Venezuela and
my city’. I am really pleased to
be working with the HDA; it’s
something I wanted to do for a
long time. I hope I can continue
to help bring more awareness of
HD.”

Article head
Advice feature

Advice feature

Ideas and insights
for activities in HD
Many people we speak to, who
are caring for a loved one with
HD, talk about the difficulties
they face in finding activities
that can be enjoyable and
entertaining at different stages
of the HD journey.
People with HD can often be
unmotivated to do things or
show apathy to what is going on
around them; a symptom of the
illness which can sometimes be
mistaken for laziness. Often the
key to successfully motivating
the person is finding an activity
they are interested in, which
is not too difficult for them to
achieve, and continuing to do
it on a regular basis. Obviously
the activities that someone with
HD will be able to carry out
will depend on the stage of the
illness they are at and whether
they are at home or living in
residential care.
It is helpful to think about some
of the cognitive, or thinking,
symptoms that are caused by
HD as this will affect a person’s
ability to participate. The
following suggestions will help to
make activities more enjoyable
for both the person with HD and
those around them.

Do things together
(or with others)
People with HD can lose their
drive and initiative – in other
words, they lose their ‘get
up and go.’ Though this can
sometimes be mistaken for
idleness, it is actually because

HD affects the deep part of the
brain and its connections to the
front of the brain. This is the
part of the brain that we need to
make plans, generate the actions
necessary to carry out our plans
and stick to the task in hand until
it is finished. It is also important
to remember that the person
may not be able to carry out a
task to the level of performance
they were capable of before.
Taking part in activities with
other people is more likely to
be successful than expecting
the person to do something on
their own. This is because the
other person acts as external
stimulation. Continuing to take
part in activities is a really
important way of improving
quality of life and feelings of selfworth for someone with HD.

Take things one step
at a time
We know that people with
HD find it difficult to do more
than one thing at a time, but
sometimes we forget how even
simple things, like walking and
talking, constitute two different
things for a person with HD, as
we are so used to multi-tasking
in our lives. It is important to
remember the ‘one thing at a
time’ rule when planning and
carrying out activities.

Be clear and consistent
Consistency and routine can
be important, so for example
it can really help to go to the
same café or shops where staff
can get to know the individual.
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For animal lovers

Think about how you engage
the person in the activity, using
words such as “we are going
to” rather than “shall we” and
provide a quiet environment
with minimal distractions which
will improve the experience for
both the person with HD and the
carer. It is important to be calm,
consistent and clear in your
direction.

Think of the person
rather than the HD
A good way to find things to
do is by thinking about what a
person enjoyed doing before and
trying to adapt it to meet their
current needs. Break the activity
into simple steps and make
directions easy. Help the person
to focus on performing each task
separately, allow plenty of time
for teaching the activity and
practise through repetition.
Although it can be a challenge
engaging someone with HD, the
benefits for the person, from
interaction, stimulation and
motivation, can help them to
maintain their independence and
mobility for longer. It can also
help increase their self-esteem
and distract from negative
thoughts and worries.

If you are living with HD
or caring for a loved one
and would like help or
support, call 0151 331 5444 to
speak to one of our Specialist
Huntington’s Disease Advisers.
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Several family members
said that helping out at
their local cat or dog rescue
centre offered both activity
and therapeutic benefits,
as stroking cats and dogs
was very beneficial to the
person with HD. Visit www.
supportadoptionforpets.
co.uk/rescue-centres to find an
animal centre near you.

We asked families living with HD, alongside
Specialist Huntington’s Disease Advisers and staff
working in residential care, to share examples of
activities they have enjoyed together.
There are many organisations that offer activities
for people with disabilities, depending on the
person’s interest and level of ability.

Organisations such as Riding
for the Disabled Association
(www.rda.org.uk) can offer
horse riding sessions and even
later on in the illness people
can benefit from carriage
rides.

For music lovers
Music therapy is very popular
and many local areas have
singing groups for people
with neurological conditions.
Information about how to find
local resources can be found at
www.bamt.org

For sport lovers
Exercise has been found to be
beneficial for people with HD.
Swimming can be a therapeutic
and enjoyable activity and
accessible pools can be found
at www.swimming.org/
poolfinder
Hundreds more activities and
how to take part can be found
at www.parasport.org.uk/finda-club

For nature lovers
If someone had a previous
interest in gardening,
organisations such as
Gardening for Disabled Trust
(gardeningfordisabledtrust.
org.uk) can offer advice on
adapted equipment and grants

available, whilst thrive.org.uk
offers therapeutic gardening
sessions.
If you are in the area, why not
join our Southend branch at
their allotment? Visit
www.hda-southend.org.uk to
find out more.

For book lovers
Most local councils offer a
mobile library service and even
if the person with HD struggles
with reading and concentration,
choosing books and reading
together can remain a source of
pleasure. Audiobooks can also
be an enjoyable alternative for
those whose movements get
in the way of holding printed
versions.

Other ideas
Earlier on in the illness
people may want to consider
volunteering, such as helping in
local charity shops, which can
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help maintain independence
and offer stimulation. As the
disease progresses, some
activities may become more
difficult to access, but simple
activities such as going for
a walk (in a wheelchair if
necessary), shopping and
going to the pub are identified
by carers as popular pastimes.
Alternative therapies such as
aromatherapy, massage or
Reiki, and baking or preparing
meals together have been
suggested by others.
More ideas put forward
include collecting
photographs and creating
a memory book; sports
reminiscence groups such as
sportingmemoriesnetwork.
com, which has lots of videos,
pictures and memories to
enjoy; and computer clubs with
adapted computers, which can
make it easier for the person
with HD to use.

Photo feature

Photo feature

Inherent:
a Huntington’s
disease story
We are constantly inspired by the brave and
inspirational people in the HD community who
face the challenges brought by Huntington’s
with strength and courage each day.

To celebrate these inspirational people, we
have teamed up with award winning social
documentary and portrait photographer Stephen
King to produce a ground-breaking photography
exhibition, which explores the hopes and resilience
embraced by families living with Huntington’s in
the pursuit of everyday life.
The project aims to encourage an increased
awareness, knowledge and understanding of
Huntington’s disease. This work is produced
through a collaborative process, with Stephen
enabling the participants to tell their own story
and curate their own entry in the exhibition.

A preview of the pilot exhibition was held at
Liverpool’s Central Library throughout July and
brought the stories of four HD families to a new
public audience. Once complete, the exhibition will
tour the UK and be displayed in an online gallery.
The project has been made possible thanks to the
courage of the families involved in sharing their
stories and the support of sponsors Exemplar
Healthcare.

Deborah’s story
I grew up in Huyton in
Liverpool in a family of
seven kids; five brothers
and one sister. We don’t know
where the Huntington’s gene
came from because there was
nobody with symptoms in the
family.

“

It was my younger brother, Dave,
who was behaving in a way
that we thought wasn’t normal.
My sister went to his doctors,
and they said that he was an
alcoholic, and they said he was
depressed. My sister fought
for months and months for a
brain scan. In the end, he was
diagnosed with Huntington’s,
the professors knew straight
away. From that, we were given
the choice to be tested. I was
diagnosed with the gene, and six
months later as symptomatic.

I wasn’t motivated, I had no
personality and I thought, “If I’ve
got this disease then I at least
still want to be Debbie Perry.”
I try to relax as much as possible
but your body is not relaxed
in the same way. I can do
anything I want but just need to
do it slower. I’ve done martial
arts most of my life. I found
something called To-Shin Do; it’s
all about energy so you don’t
have to be big and strong. It’s
about breathing, relaxation.
I’m an outgoing person. I like
being pushed, because even
though I might struggle I link
with the earth and the weather
and all those things give me a
kick in life, because I’m happy

This extract is from the
exhibition entitled Inherent: a
Huntington’s disease story. If
you would like to share your
experiences of Huntington’s
disease to help us raise
awareness please contact
info@hda.org.uk or call 0151
331 5444 to find out more.

“I can do anything
I want but just need
to do it slower.”

Some of my movements and my
body language are linked to the
Huntington’s. I’ve tried various
medications from my doctors
and a lot of it made me lazy
and slumpish. I put on weight.
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to be alive. Even with this
disease… you know? And if I
can’t work, I can’t work. And
if I can’t drive, I can’t drive.
That’s okay. But I live by a train
station. I live by a beach and
I know I can get happiness
from those things. I can’t be a
prisoner for this horrible thing,
you know what I mean? It’s not
going to happen.”
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Branch news

Branch news

News from our branches
and support groups

To find
out about
the branch
or support group
closest to you, or if
you would like to set
up a group in your
area, please contact
branch@hda.org.uk
or call 0151 331 5444
for more information.
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North Kent Support Group

Regional branches and support
groups of the HDA are a fantastic
way for people living with
Huntington’s disease in the
family to get together and share
experiences, support each other
and make lasting friendships.
All our branches and support
groups are run by volunteers and
we are hugely grateful for their
dedication to helping people
living with Huntington’s disease
to come together.
Here is a roundup of what’s been
going on across the country.

Hampshire and Isle of
Wight Branch
Over the last few months the
Hampshire and Isle of Wight
Branch (pictured above) has
enjoyed many trips out including
a picnic on Ryde Appley
beach, ten pin bowling and the
Victorian Festival of Christmas at
Portsmouth Historic Dockyard.
The adventurous group have
also taken to the skies for
a day of gliding at Lasham
Gliding near Basingstoke, which
proved to be a big hit! They
had a presentation and lively
discussion with group member
Tim Honey who attended the
Euro HD Youth Camp with his
brother, who said they were
both encouraged by those who
understood HD and have gone
through similar experiences.

18

The North Kent Support Group
has enjoyed a mix of social
gathering and speakers, as
branch chair Sandra Abbott
explains: “We’ve had a recital of
poems, some poignant and some
humorous, and were made aware
of the launch of a Kent-wide
Physical Disabilities Forum. We
had an excellent presentation
from the Red Cross on everyday
first aid, so we’re all much better
equipped now to cope with
things such as choking, falls,
head injuries, strokes and broken
bones. We’ve had two cream
teas, coffee meets, a boat trip
and a trip to Teapot Island on
the River Medway. Our summer
BBQ took place on what must
have been the windiest day of
the summer but, fortunately,
after rain during the morning the
sun appeared and we were able
to enjoy our food in the beautiful
garden of two of our members.
The last event of the year will
be our ever popular Christmas
gathering and then our meetings
will start again in February 2017.”

Hertfordshire Support
Group
We are delighted that a new
support group has been
established for people in and
around the Hertfordshire
area. The aim of the group,
established by Craig Talbot,
is to provide encouragement,
education and social activities
for caregivers and people at
risk of HD. The group has had

Pictured: far left,
Southend Branch
members show off
their new t-shirts;
top, Peter and Jenny
Francis with their
award and left, New
Wiltshire Branch
two great meetings so far and
looks forward to welcoming new
members.

Southend Branch
It’s been a packed year of
activities in Southend, with
monthly branch meetings,
regular trips out and an
allotment to maintain! The busy
bunch have held a race night,
had a night out to see our
patron Tony Hadley in concert,
and arranged an awareness
walk along the seafront at Old
Leigh wearing new branch
t-shirts. Branch secretary Pat
Nelson said: “Our allotment is
going strong with maypole day,
scarecrow making and firework
night all laid on for our members,
and of course lots of fruit and
vegetables for everyone.”

Cornwall Branch
Congratulations to Peter
and Jenny Francis from the
Cornwall Branch who won
the ‘Fundraising and Support
Volunteer’ award at the Cornwall
Celebrates Volunteering Awards.

Peter and Jenny have been
involved in the support and
development of the Cornwall
Branch, which celebrated its
27th anniversary in October, with
Peter serving as treasurer and
Jenny organising fundraising
events as a dedicated committee
member. Branch member Alison
Murfin said: “Without them the
branch would not have been
established or continued for the
amount of time it has. It may
only be a small branch but it is
amazing that as at July 2016
over £213,000 has been raised in
Cornwall for the HDA. Our many
congratulations and grateful
thanks to them both.”

committee are pleased that
this change has allowed more
people to attend. They continue
to be fantastic fundraisers, with
members Wayne Vallance and
Sue Cross taking on the Yorkshire
Three Peaks Challenge in July
with a team from all over the
country. The support group said:
“We would like to say a massive
thank you to our committee
members, Sandra Taylor, Sue
Cross, Susan Smith, Ant Jarman
and Sally Lawrence for their
continued efforts and remaining
a part of the new support
group. We would also like to
thank Yvonne and Alan for their
massive fundraising efforts.”

Sussex Support Group

Wiltshire Branch

The Sussex Branch decided to
become a support group earlier
this year to allow more freedom
to meet in different locations
across East and West Sussex.
The group now meets more
informally for drinks or dinner
each month, rotating between
Eastbourne, Brighton and Hove,
Worthing and Crawley. The

Our newly formed Wiltshire
Branch has got off to a great
start with a successful cake sale
held in Devizes during awareness
week. Branch chairman Roy
Stovell was invited on air by BBC
Radio Wiltshire to talk about
Huntington’s and did a fantastic
job to raise awareness of the
disease across the region.
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HDA activity

HDA activity
In August we partnered
with HDYO and fellow
European HD Associations
to bring together 45 young
people affected by HD for
the European HD Youth
Camp 2016.

Understanding
behaviour in
HD with Jimmy
Pollard

JHD Family
Weekend

We were delighted to host
a series of seminars led by
acclaimed American HD
expert Jimmy Pollard.

Our annual weekend for families living with Juvenile
Huntington’s disease (JHD) returned for its 12th year
this summer.
The hugely popular weekend
offers a range of accessible
outdoor adventure activities
for children, alongside talks for
parents, whilst also offering
respite for the whole family in a
friendly and safe environment.
This year the young people took
part in horse riding, archery,
swimming, canoeing, rock
climbing and zip wire, while their
parents had chance to share
experiences and gain useful tips,
techniques and information to
help them in their daily life with
JHD.

The weekend culminated with a
‘disco fever’ themed fancy dress
party, where families had the
chance to let their hair down
and enjoy a night of spending
time with new friends. One mum
said: “We enjoyed the whole
experience but particularly the
interaction with other families.
It’s just nice to know they know
how you truly feel. I had many
conversations about the many
facets of JHD and learned lots
of new things.”

Specialist JHD Adviser, Helen
Santini, said: “It’s always hugely
inspirational to see what the
young people can achieve
when they are empowered
and enabled to do so. They
all went home with a sense of
achievement and wonderful
memories.”

The next JHD Family
Weekend will take place
on Friday 2 – Sunday 4
June 2017. This weekend always
books up quickly so if you’d like
to register your interest email
info@hda.org.uk or call 0151 331
5444.
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Jimmy has worked in HD
nursing homes and hospitals
for over 20 years and is the
author of the book ‘Hurry
Up and Wait’ which is widely
recognised as an integral
resource in understanding
behaviour and cognitive
changes in HD.
Jimmy toured the North of
England in July to deliver
sessions in Newcastle,
Preston and Liverpool on
managing behaviour in HD.
He was joined by Professor
Hugh Rickards, from
Birmingham’s National Centre
for Mental Health, family
member Jackie Harrison and
a number of our advisers
to provide attendees with
information and practical tips
to help them better care for
and understand their loved
ones and clients with HD. One
attendee said: “Mr Pollard
was excellent. I felt uplifted
and more knowledgeable
about how to deal with HD in
a positive way with staff.”

It was a truly international week,
with attendees from Belgium,
Norway, Germany and Sweden
joining young people from the
UK and Ireland for the weeklong event held in Ashford, Kent.
All of the young people were
between the ages of 15 and 25
and were either at risk or had
already tested for the HD gene.

“It’s great to see many
of those who attended
have made lasting
friendships and have
plans to meet up again
in the future.”
The aim of the camp was to offer
young people growing up in
Huntington’s families the chance
to learn about HD through
educational workshops, sharing
sessions and fun activities led by
experienced HD professionals
and volunteers. Alongside taking
part in abseiling, climbing and
archery, the attendees heard
talks from Dr Ed Wild who
gave an update on current
HD research, Bill, a genetic
counsellor from Manchester,
who talked about testing, and
broadcaster Charles Sabine
who gave a message of hope.
Workshops throughout the week
gave the young people a chance
to discuss topics such as caring,
grief and loss, and relationships

European HD
Youth Camp
in a supportive environment
where they could ask questions
and gain peer support.

have made lasting friendships
and have plans to meet up again
in the future.”

HDA’s Specialist Youth Worker,
Adam Cho, said: “The young
people who attended had the
chance to meet others in a
similar situation, showing them
they are not alone. It’s great to
see many of those who attended

To find out how we
can help young people
affected by HD contact
adam.cho@hda.org.uk or call
0151 705 3460.

21

i

Fundraising

Fundraising

Thank you to our fabulous
#TeamHDA fundraisers

Celebrating our
sensational volunteer
fundraisers

Adventurer
Joy Wollerton

Awareness Week
15 – 21 May 2017

As part of national Volunteers’ Week, we hosted our
inaugural Volunteer Awards Ceremony in Liverpool on
6 June to celebrate the fantastic achievements of our
dedicated community of volunteer fundraisers.
BBC Radio Merseyside presenter Roger Phillips joined us as compère
for the evening, and presented two awards for ‘Most Inspiring
Volunteer’, as chosen by public vote, to Michelle Carlaw, from
Northamptonshire, and the Kerton family from Northumberland.
Runner Michelle was nominated for her commitment to raising funds
and awareness as part of her 2015 London Marathon challenge, while
the three generations of the Kerton family – granddad Ebb, son
Stewart, daughter-in-law Amanda and granddaughter Ellis – were
nominated for their annual Great North Run fundraising, amongst
other awareness raising undertaken in their local area.
The inaugural ‘Friend of the HDA’ award was presented to Alex Reid
for his involvement in developing a bespoke records management
system for the HDA.
Huge thanks and congratulations to the winners and nominees for
their continued support of the HDA. Thank you to our headline
sponsor Exemplar Healthcare, and award sponsor St Andrew’s
Healthcare, for making this event possible.
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Our annual HD awarene
ss
week returns in May 20
17
and we will be teaming
up
with fellow members of
the UK HD Alliance from
Scotland, Northern Irelan
d
and the Republic of Irelan
d
to encourage everyone
across the UK to ‘Light
up 4
HD.’ Keep your eyes peele
d
for info in the coming
months!
We will also be encoura
ging
people to hold a bake sal
e
as part of our popular
‘Cake That, HD!’ fundraisin
g
campaign. If would like
to
take part email events@
hda.org.uk or call 0151 33
1
5445 to request your Ca
ke
That, HD! fundraising pa
ck.

Marathon man
Dan Marston

The passion and dedication of the HD
community in raising crucial funds and
awareness continues to inspire us. Thank you
to everyone who has taken on a fundraising
challenge for the HDA – the money raised
makes a huge difference to the lives of
families living with Huntington’s disease.
Inca trail
Joy Wollerton set herself the
mountainous challenge of
walking the Inca Trail in Peru
to mark a special birthday. Two
dear friends suggested she raise
funds for the HDA as they had
direct experience in their family,
and with this motivation Joy set
off to trek 26 miles in 4 days
across challenging terrain at high
altitude. Joy said: “We walked
though mountain woodland,
grassy highland meadows and
even rain forest. The highest
point was Warmiwanusa at
4,200 metres. We walked for
10 and a half hours that day
– no wonder they call it Dead
Woman’s Pass! It was wonderful
experience with some truly

amazing people and I have
raised over £2,000 for HDA in
the process.”

Feeling
inspired?

Marathon

If you’re thinking of
taking on your own
fundraising challenge for
the HDA email events@
hda.org.uk or call 0151
331 5445 for information
and to request your
fundraising pack.

Dan Marston took on the
Bournemouth marathon
in October, finishing in an
impressive 4 hours 16 minutes
and raised over £7,000. Dan
decided to take on the challenge
after learning about HD for the
first time from Leanne Blackley
when he came to knock down a
wall at her house. Leanne said:
“We cannot thank him enough
for the support he has given us
as a family, to the HD community,
to raising awareness in Dorset
and to giving us a little bit of
hope for finding a cure for HD.”
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For more inspirational
fundraising ideas - see
over the page...

Fundraising

Fundraising

Jackie Harrison’s three
peaks challenge

Family Fun Day
Margaret Cairney held
a fantastic family fun
day with a BBQ, raffle,
tombola and auction –
topped off by splendid
weather. Margaret said:
“A big thank you to my
family and friends who
helped make this day a
success.”
Lauren’s skydive

22 #hounds4huntingtons and their humans
completed the Yorkshire Three Peaks Challenge
in July, walking 26 miles over 12-14 hours,
climbing almost 6,000ft, while wearing
customised #hounds4huntingtons t-shirts.

The sky was no limit for
determined adventurer Lauren
Cadby, who took on a tandem
parachute jump to raise funds
for the HDA. Lauren, who has
HD and is cared for at PJ Care’s
Specialist Neurological Centre
in Peterborough, has always
dreamed of doing something
adventurous before she loses her
coordination and mobility. The
parachute jump was just one of
the challenges on her ‘bucket
list’ and saw her skydive from
two miles high.

Jackie said: “They don’t call it the Three Peaks
Challenge for nothing! It was the hardest thing
most of us had ever done and was a true team
effort, with everyone pushing themselves to the
limits of their abilities. Many of us walking were
from HD families; some with HD, some at risk,
some gene positive and some carers, as well as
friends. We were thankful to our support crew
for tea, treats and encouragement along the way. Tough Mudder
Even when the pain had gone and I could stride
Ruth Fraser and her team took
on the Tough Mudder endurance
rather than hobble, the memories will stay for
challenge raising £1,400 so far.
ever.”
Ruth said: “It wasn’t easy, we
all faced some fears but we all
made it through as a team. This
charity means so much to me
and many of the people and
families we care for. We were
proud to represent you!”
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Golf charity day
Alan Walker and his fellow
golfers and friends from Deal in
Kent raised a fantastic £4,030
at the Rising Sun Golf Society’s
charity day in August. The final
total included £300 from a raffle
kindly run by Janet Lawrence,
whose husband has HD. They
presented the money to Trustee
Sandra Abbott, who gave a talk
about HD and the work of the
HDA to raise awareness.

Stephen’s bike ride
Stephen Parker cycled across
15 countries over 52 days from
Stamford, Lincolnshire to
Istanbul, Turkey with his friend.
Stephen chose to donate to
the HDA’s Devon and Cornwall
Branch after spending a day at
a conference a few years ago
where he met HD families, carers
and professionals.

Clare and Tony’s wedding
Beautiful bride Clare
Williamson and her new
husband Tony raised over
£300 at their wedding in
honour of Clare’s father
Jeff, who has HD and was unable
to be there on their special day. The couple
made a donation in lieu of favours, the winner
of the sweepstake of the length of speeches
donated the prize money and guests made
donations in return for pints of Guinness, as the
wedding took place on St Patrick’s day.
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Family Weekend
and AGM

views on our website and
communications. The Saturday
evening culminated with a
Halloween themed party,
with some amazing and scary
costumes and a lot of fun all
round.
Cath Stanley, Chief Executive,
said: “Wow, what a weekend,
it was amazing! It was lovely
to see so many families
coming to enjoy the weekend.
There was a buzz in the air
as old friends and new met
up for their annual catch up.
We were delighted to have
the chance to thank all our
amazing volunteers for all they
do to support us, especially
Jackie Harrison, Lynne
Burgess and Brenda Wylie
for their amazing endeavours

There was a warm welcome
for over 150 people who
came together for our
Family Weekend and AGM,
held in Telford on 4 – 6
November, which focused
on support and insight into
Huntington’s.
The weekend began with a
performance of ‘When you
wish upon a star’ by the
youth group from Highly
Sprung Performance, which
followed the story of a young
person’s inspiring journey to
find the strength to cope with
difficulties in life thanks to the
help of people around them.
Attendees heard from
Professor Roger Barker, from
the Department of Clinical
Neurosciences at the University
of Cambridge, who gave a
fascinating insight into how the
type of deep sleep needed to
relax the brain is disrupted in
Huntington’s, which can lead to
symptoms that may mirror HD.

Above: Professor Roger Barker
shares research insights into
sleep patterns in HD

We also found out about
latest research from scientists
Lauren Byrne and Filipe
Brogueira Rodrigues from
the UCL Huntington’s Disease
Centre. They gave a summary
of progress in four ongoing
clinical trials, and shared the
good news that the first stage
of the gene silencing trial has
reported no detrimental effects
to participants.
Specialist HD Adviser Diana
King presented a practical
session about caring in HD,
stressing the importance of
getting in touch with the HDA
to access our local advisory
service. She pointed out the
importance of discovering
the right websites and local
services, as well as making
plans for the future while the

and all she has done. Thank
you to everyone attending for
making it such an inspirational
weekend.”

Above: Guests got into the
Halloween spirit with brilliant
costumes

with their fundraising and
awareness campaigns
#hounds4huntingtons
and #sybilontour. We also
showed a video by HDA
friend Trish Dainton who
took #sybilontour across the
London Underground. We were
delighted to present an award
to Jackie for this creative idea

Please join us at
our next Family
Weekend and AGM
at the Radisson Blu Hotel,
East Midlands Airport, on 13
– 15 October 2017. For more
information or to book your
place email info@hda.org.uk
or call 0151 331 5444.

i

person has capacity, making
sure medications are reviewed
regularly, and the importance
of looking after yourself.
Our AGM meeting was
chaired for the first time
by Andrew Bickerdike, our
new Chair of Trustees, who
shared his experiences of HD
in his family. He talked about
when he attended the Family
Weekend for the first time,
and how scared he was, but
how welcome and inspired he
felt afterwards. Cath Stanley
gave an update on what the
HDA has been up to and some
future plans, which you can
read about in our annual report,
available on our website or
by contacting our head office
team.

We deeply understand how the physical, emotional and
psychological effects of Huntington’s disease uniquely impact
each patient, and take pride in delivering truly tailored care.
Our expert MDT is equipped to deal with the full range of
patient needs, from de-escalating complex and challenging
behaviour, to moulding food so that it not only meets
dysphagia standards, but remains appetising to the patient.

More workshops gave guests
the chance to learn about
relaxation and mindfulness,
latest news from the EHDN and
predictive testing consortium,
and the chance to share their

Visit our new HD micro-site at www.stah-HD.org
to understand more about the symptoms and
presentations of HD.

We take pride
in every detail

We work closely with HD research organisations and are proud to support
the HDA.

Getting in touch
For more information about our Huntington’s
disease services or to make a referral:
t: 0800 434 6690 (we welcome text relay calls)
e: enquiries@standrew.co.uk

WB13447_SAH_HDA Advert_AW.indd 1
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Thanks to Bupa Colonia Court,
Exemplar Healthcare, Kirton
Healthcare, St Andrew’s
Healthcare, Stanley House
Care and the Royal Hospital for
Neuro-disability for sponsoring
the event.

18/11/2016 12:25
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Tips and
advice

Tributes

Telecare options
“Telecare provides remote care and reassurance
to people who are physically less able so they
can keep living in their own home and maintain
their independence. There is a new website –
independentforlonger.com – which has been
developed to explain what telecare is and how it
can help for people who have not come across
it before. It also has a search facility to find
telecare providers – both local authority and
private companies.”
John Gregor, Specialist Huntington’s Disease
Adviser

GRAHAM VERNON PHILLIPS
“I’m more than alright”
14.03.1954 – 01.10.2016
Now sailing in heaven

Help with coughing and choking
“My husband has started to put his arms up in
the air and tapping his hands on anything, so
I bought these ‘tangles.’ They keep his hands
occupied and work a treat. They cost £2.00
from The Works stationery shop, so they’re not
expensive. I hope this tip can help others.”
Carol Snijder, Northamptonshire Support Group

“Kay Holmes, our Specialist HD Adviser, brought
along a ‘choking vest’ to our recent support
group meeting to demonstrate back blows
and abdominal thrusts. Coughing and choking
can often occur in those with Huntington’s and
now we are better prepared – I am reassured to
know that noisy coughing fits should not lead to
choking”.
Judith Hammill, Herefordshire Support Group

Showering with a wheelchair

Passport help

“A tip for people who use a wheelchair
accessible shower – the carer should push the
wheelchair under the shower backwards so the
patient is facing you when the shower is turned
on. It is much easier for the carer to wash the
patient and also prevents the patient from
banging their head against
the shower wall when their
back is being washed. It
sounds obvious but the
carers who helped my wife
pushed her in forwards and
showering became a challenge.
It was not until I twigged
that this was the wrong way
to operate successfully that
showering became a pleasure.”
Tony Wardell, Nottinghamshire
Branch

“The website www.gov.uk/passport-servicesdisabled has useful information on free services
and facilities to help people finding it difficult
to complete passport paperwork or to take a
photograph that meets passport office criteria.”
Ann Pathmanaban, Specialist
Huntington’s Disease Adviser

Fidgety hands
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ANDREW KEVIN BARNES
1964-2016
Now at Peace
TERRY YATES
25.12.1930 – 31.07.2016
Terry was born in London on
Christmas day 1930. In October
1946, he joined HMS Ganges as a
trainee and continued to serve on
a further eight ships until his final
one, HMS Camperdown, which he
left in 1960. Terry was a people
person and was always ready to
help others. On his retirement
from the navy he spent time as a
probation officer, and volunteer
for victim support, meals on
wheels and neighbourhood
watch. I met Terry when I first
came into post fourteen years
ago, as the chair of the Ipswich
branch which he ran for 16 years
until he passed away in July this
year. He was always ready to
support members, giving them
lifts to meetings and checking up
on them if there were concerns
about their welfare, and kept us

amused with his tales of being
an evacuee during the war.
The group met in September
at the usual pub in Ipswich to
remember Terry and give him a
‘send off’. He will be missed by
the Ipswich group who send their
best wishes to Terry’s family.
Sue Hill, Specialist HD Adviser
East Anglia

the full, but he could not beat HD.
Perhaps one day! We miss you
every day. Rest in Peace.
With love, Kathleen, David, Paul
and Isobel.

ALAN ROBERT PORTEUS
10.10.1953 – 24.06.2016
A special husband. The bond
we shared lies within my heart
always and forever; we will never
be apart. We are missing you
very much.
From wife, Colleen Porteus

LEIGH VINEY
“Afterglow”
I’d like the memory of me to be a
happy one,
I’d like to leave an echo
whispering softly down the ways,
Of happy times and laughing
times and bright and sunny days,
I’d like the tears of those who
grieve, to dry before the sun,
Of happy memories that I leave
when life is done.
A poem in memory of Leigh
Viney, from his partner, Christine
Kyle

MARTIN JONATHAN GARLAND
“This Charming Man”
The leaves are turning and there
is a chill in the air
My mind feels the cold unable to
grasp your absence
My shock is that I thought you
were immortal
But, I realise that your memories
are, and your spirit is.
Love Always, Mum X
JOYCE NORTON
1931 – 2016
A resident of Letchworth Garden
City since 1982
Now kept safe within our
thoughts, love goes on forever.
From Peter and Family
NICHOLAS SMITH
1941 - 2016
Nicholas loved life and lived it to
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You gave us many things in life
Gifts both great and small
But most of all you gave us love
The greatest gift of all

MIKE WHITELEY
“Grandpa”
The man who had literally done
it all.
It’s hard, to lose someone so
dear to you, initially you think of
all the “what if”, moments, then
you move onto “I should have
done”, but in reality, none of that
matters.
In some religions, the death of
someone dear to you is regarded
as a positive, as you gain a
little bit of strength from that
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person. That being said, it’s fair
to say that everyone who knew
my Grandpa will currently be
overwhelmed with strength.

admire. My children, and their
children, will learn of the legacy
which Grandpa has left.
By Jeremy Ross

It has to be said that there are
three main areas which will
make anyone successful in life,
family and friends, career, and
faith. The devotion Grandpa
had for his family and friends
was exceptional, no matter how
well you knew Grandpa, you’ll
understand that he’d make sure
he’d do anything he could to help
someone in need.

PETER HARLOW
Peter was adopted by our
parents when he was about
a year old and so we had no
knowledge of the Huntington’s
gene, which in many ways was
a blessing. It wasn’t until he
started to suffer symptoms that
any of the family heard about
the disease. He was diagnosed
at Exeter hospital when he was
about 39 years old and has
managed to live independently,
with help, until last May (2015)
when he moved to Knappe Cross
Nursing Home. As a family, we
were all very proud of Peter and
the manner in which he coped
with his diagnosis and symptoms;
he always had a ready smile
and never felt sorry for himself.
Peter was immensely proud of
his children and grandchildren,
of which he has five grandsons
and one granddaughter. He was a
wonderful brave man.

The careers, well, I don’t really
know where to start… from
electrician to owning and running
a hotel, then his hobbies, rally
driving and sailing; there was
nothing he couldn’t turn his hand
to. Maybe not successful all of the
time, but the passion and drive
he had to complete something
he’d started, assuring 100% of his
efforts were channelled into the
task at hand, regardless of the
outcome.
Finally, faith. Faith is a heroic
attribute to have in life and
Grandpa had more faith than
anyone I know today. He had the
faith to carry on, when all the
odds were against him. Being
able to remain moral throughout
the hard times is difficult, the
amount of times Grandpa
managed to keep faith was
remarkable; this of course with
the help of the network of friends
created throughout his diverse
careers and the everlasting love
of his family, all combined to keep
this faith.
It’s easy to turn to celebrities,
your peers, even social media
when the term ‘role model’ is
brought up. I will always see Mike
Whiteley as a sincere role model
and a figure to respect and

‘He is Gone (Remember Me)’ by
David Harkins
You can shed tears that he is
gone,
Or you can smile because he
lived,
You can close your eyes and pray
that he will come back,
Or you can open your eyes and
see all that he has left.
Your heart can be empty because
you can’t see him
Or you can be full of the love that
you shared,
You can turn your back on
tomorrow and live yesterday,
Or you can be happy for
tomorrow because of yesterday.

Or you can cherish his memory
and let it live on,
You can cry and close your mind
be empty and turn your
back,
Or you can do what he would
want: smile, open your eyes,
love and go on.
From his sister, Nicci Wakeman
PAMELA MCDONALD
Deceased 7 July 2016
Sadly, our mother died of late
stage dementia, having suffered
with this disease for some 15
years. However, her mother
had died as a result of having
Huntington’s disease when
Pamela was a young teenager
with 5 sisters and 2 brothers.
Huntington’s then went on to
develop in one sister and the two
brothers, who later died. Since
then, three of the children of the
sister developed this disease, of
whom two have now died and
one is dependent on the help of
carers.
Such a cruel disease in her family
really affected Pamela and as
a family of six children, we can
only be thankful that she did not
develop Huntington’s, putting us
all at risk.
From Jane Dixon, daughter and
on behalf of the family
PAUL ROBINSON
Deceased July 2016
Paul was a loving devoted father
to his daughter Holly.
With loving wishes that Paul has
peace of mind and body and
that he is now reunited with our
beloved sister Diane and Mom
both of whom had HD.
Loving sister Ann Robinson

JOHN PAUL MCCARTHNEY
23.01.1972 – 13.03.2016
Sadly missed by his loving wife
Fiona and special little girls,
Chloe and Natalie, loving mum
Brenda, sister Dawn and all his
family. Reunited with sister
Jackie and Dad Jim, who also
had Huntington’s, and meeting
brother Paul, for the first time.
At peace now.
Goodnight, God Bless
From Mum, Brenda McCarthney
KATRINA SPENCER

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

ALAN JACKSON
“His suffering is over
His pain is no more
He leaves a gaping hole
And many hearts so sore.
No-one could love this man more
Than those he’s left behind
But we will hold him one day
Our souls forever tied”
In memory of an amazing, strong
and brave man Alan Jackson
MRS PENELOPE MORRISON
July 1932 – September 2016
Penelope Morrison (née
MacKinnon), known as ‘Ella’,
was born on the island of South
Uist off the north-west coast of
Scotland. Ella had two brothers,
Ian and Duncan.
After finishing school Ella trained
as a nurse at the Royal Infirmary
Glasgow and continued working
in many different nursing, caring
and voluntary roles until her
retirement in 1992. Ella married
Willie Morrison in 1967 and went
on to have two sons, Donald and
Colin.
Ella became a proud grandparent
in 2000 when her first grandson
Lewis was born. At the time of
her death aged 84 Ella had two
more grandchildren, Flora-Ella
and Donna.
Although a great shock when
diagnosed with Huntington’s
disease, Ella reacted with
bravery and continued to live as
independently as possible until
2010 at which time she moved
in to a nursing home where she
lived until she sadly passed away.
Loving son Donny

You can remember him and only
that he is gone
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In summer 2016 we
undertook a survey of our
members’ views on the
newsletter. The survey
responses showed that
the majority of readers
would prefer not to see the
tributes feature included
in future publications.
However, we realise this is
an important recognition
of members of our much
loved community so we
will offer families the
opportunity to share a
tribute on our website. If
you would like to make an
online tribute to a loved
one, please contact
info@hda.org.uk

Get in touch
For advice and support or to speak to a
Specialist HD Adviser
Email: info@hda.org.uk or tel: 0151 331 5444

Get involved
Become a fundraising volunteer
Email: events@hda.org.uk or tel: 0151 331 5445
for your fundraising pack

Suite 24, Liverpool Science Park, Innovation Centre 1,
131 Mount Pleasant, Liverpool L3 5TF
0151 331 5444
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