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Welcome

Message from the Chair
Hello!

Nick Heath, and
Company Secretary,
Welcome to the summer issue of the HDA
Peter Morse, and others
newsletter. As this is the first opportunity to
to help the Trustees be as
write one of these since taking over from Heather effective as possible in
Thomas in December, I’d like to personally and
our role.
publicly thank Heather for all her hard work for
It’s an exciting
the HDA. Heather did a great job of keeping our
wonderfully diverse group of Trustees on track, and time for the HDA, and the rapid scientific
advances around HD are a great cause for hope.
has been a great support for me personally since
I’m very much looking forward to working with the
I joined the Trustees in 2012. Thank you Heather!
other Trustees, HDA colleagues and volunteers to
Also a big thank you to Ken Taylor, who stood
help ensure we can provide the best possible help
down as a Trustee at the turn of the year, after
to as many people affected by HD as possible.
many years’ service as a Trustee, and of bringing
his financial experience to our group. I know both
My Mum had Huntington’s disease, and so I know
Heather & Ken will be continuing to contribute to
from personal experience the devastating impact
the HDA in other ways.
that HD has on families. Every person involved with
the Association has their own version of the HD
I also thought it might be helpful to explain
story, and I’m incredibly honoured to have been
the role of our Board of Trustees (known as the
Executive Committee, or EC). Their role is, amongst elected by the Trustees as their Chair, to represent
all those stories and support HD families.
other things, to ensure, on behalf of people
affected by HD, that the HDA is; focussing on the
I’ll be attending the AGM and Family Conference
right areas, is well managed, and that we have the
later this year, along with our other Trustees, so
right balance between being responsible with our
hopefully I can meet as many of you as possible
finite resources, while also being ambitious and
there. In the meantime, best wishes from me and
creative in how we might support families in the
all the Trustees.
future. As Chair, a key part of my role is chairing
our Trustee meetings, as well as working closely
Andrew Bickerdike Chair of the Trustees
with Cath as the Chief Executive, and our Treasurer,

Message from the Chief Executive
It has been a busy few months for the HDA with a tremendous number of
changes, events and initiatives either in progress or in the planning stages.
I’m sure many of you followed the HD storyline in BBC1’s Casualty. It was
a difficult and emotional watch at times, I am sure, but I feel it was a fair
interpretation of what HD means for individuals and their families. The HDA
worked closely with the BBC on the storyline, reading scripts and advising
on set to ensure the best possible portrayal of the disease. Dramatic license
was used in relation to genetic testing but it is important to remember that it
is a TV show with time restrictions and a number of storylines to cover. To have
HD covered on a storyline spanning 15 weeks was a very positive result and
with Casualty’s 5 million viewership, it will have certainly brought HD to the
forefront of people’s minds.
As an update on our rebrand, we are now beginning the lengthy process of
applying the new design to our website, publications and stationery. The help and support given by
Travis Perkins was kindly donated on a pro bono basis for which we are incredibly grateful. It is a vibrant
design and one that will really help to project a more professional image of the HDA; an image that is
much more in keeping with the organisation we are today. We hope you will like it!
This newsletter is a taster of what is to come and as such we would love to get your feedback and
comments on the design and content. We particularly want to know what YOU would like to see in
YOUR newsletter. Please send any comments by email to info@hda.org.uk or by post to our Head Office
team at:
Huntington’s Disease Association, Suite 24, Liverpool Science Park, Innovation Centre 1,
131 Mount Pleasant, Liverpool L3 5TF
or complete the enclosed insert asking for your views on our Newsletter.
Cath Stanley Chief Executive
Page

2

In this Newsletter

Special Feature:
HD Storyline
in Casualty
Pages 6-7

Contents
Message from the Chair

2

Message from the Chief Executive	

2

June 2016 Newsletter Information		

4

HDA News

5



HD Storyline in Casualty

	

6

Gene Silencing 	

8

Bill Crowder enrolled in Enroll-HD



HD Buzz Articles	

8
9

HDA Activity

10

Branch News

13

Fundraising News

15

Specialist HD Advisers

22

Tips & Advice

24

Tributes

25
Head Office contact details
Full details of staff contacts are available on our website
www.hda.org.uk, or call 0151 331 5444

@HDA_tweeting

www.facebook.com/pages/Huntingtons-Disease-Association
Page 3

Information

June 2016 Newsletter Information
Inside this edition of our bi-annual newsletter, you will find the following documents:
•
•
•
•
•
•
•

AGM & Family Weekend Booking Form
Grand Prize Draw Raffle Tickets
Christmas Card Order Form
Donation Form with Return Envelope
Factsheet & Goods Order Form
Questionnaire for Young Adults
Survey on new look Newsletter

AGM & Family Weekend

If you are planning to attend our AGM and Family Weekend in November (4th to 6th), please
complete the enclosed form and return it to our Head Office address by Friday 23rd September at the
latest. We look forward to seeing you there!

Raffle tickets

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

Christmas cards

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

Factsheet & goods order form

The enclosed factsheet and goods order form details all of our current publications and
merchandise, which are available to purchase from Head Office. If you wish to place an order,
please complete the enclosed order form and post it, along with your payment, to our Head Office.
Alternatively, you may visit our website to place your order online: https://hda.org.uk/shop. Call Head
Office on Tel: 0151 331 5444 to make any purchases.

Questionnaire for young adults

We want to know what you think about the support we offer to young people and what may have
benefited you. What you say will help us plan what we do in the future.

Survey for Newsletter

We need your views to inform the look and content of our newsletter - please complete the insert.

Membership database

If you have recently changed your address or contact details, please do let our Head Office know so
that we can keep our records up to date and ensure that our mailings reach you.
Whenever we send our newsletter out we often get several returned where the member is no longer at
that address, or has sadly passed away. In order to avoid any unnecessary upset to loved ones, and to
reduce our increasing postage costs, it would help us tremendously if you would keep us up to date of
any changes to your contact details, please.
Please contact Head Office on 0151 331 5444 or email info@hda.org.uk with any amendments.
Prefer to read this newsletter online?
If you would prefer to read this newsletter online in future, please let Head Office know so that we can
remove your details from the newsletter mailing list. All of our newsletter issues can be viewed on our
website here: /hda.org.uk/news?tag=newsletter.
Thank you for your continued support.
Becky Davis Editor
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NEWS

HDA News
We have welcomed some new faces to the Association and unfortunately said
goodbye to others. Firstly we are pleased to announce that family member Andrew
Bickerdike became the new Chair of the HDA’s Board of Trustees. He has, so far,
attended three trustee meetings and is very enthusiastic about driving the HDA
forward. Andrew has a background in fundraising and is currently the charity director
of a hospital trust. He brings with him a wealth of skills and experience of HD from
a family perspective. We are delighted to have him on board and look forward to
working with him more closely in the months to follow.
Our Trust and Foundation Fundraiser, Jill Shan, a familiar face at the AGM and an
employee of the HDA for over 10 years, made the decision to retire in December
2015. She is very much missed by all HDA staff but retirement is definitely suiting
her well! In saying goodbye to Jill, we welcomed Beth Taylor to the Association to
take over the Trust and Foundation application processes. Beth is an experienced
fundraiser, gets on well with all and is a great addition to the HDA team.

The Kerton family

Our Statutory Fundraiser, Carolyn McGlamry, has also recently bid us farewell to
embark on an exciting move to the USA with her family with which we wish her the
very best of luck. Carolyn has worked for the HDA for over 10 years and has done
incredibly well to continue to obtain statutory funding, albeit reduced, for the HDA at
a time when such funding is scarce and rarely given.
We are also pleased to share with you that we are planning a photographic
exhibition, by Photographer Stephen King, week commencing 4th July for a
month which will be held at Central Library in Liverpool. The exhibition will feature
photographs of people living with HD and their families. Central Library, one of the
last remaining libraries in Liverpool, is an iconic building of historical importance
that has significant footfall so an exhibition there is an incredible awareness
opportunity.

Michelle Carlaw

Olive Arnold

The National Institute for Health and Care Excellence (NICE), which provides
national guidance and advice to improve health and social care, are currently
working on producing guidelines on neurological problems. The HDA has
registered as a stakeholder so that it can contribute to the content. We hope these
guidelines will help to create better services for HD patients. The HDA, as always,
is committed to improving the care and support given to those impacted by HD.
Our first Volunteer Awards ceremony will take place on Monday 6th June in
Liverpool. Voting for the two ‘Most Inspirational volunteer’ in 2016 took place
throughout April. Nominees were:
The Kerton family
Charles Shetcliffe
Frank Allen
Margaret Sutherland
Michelle Carlaw
Jamie Lake
Olive Arnold

Margaret Sutherland

Jamie Lake

The winners will be announced at the ceremony along with a ‘Friend
of the HDA’ award. The nominees have been chosen based on their
fundraising commitment over the last 12 months. We hope that this
will be an annual event to celebrate the amazing contribution of our
Volunteer fundraisers and officially thank them for their hard work,
support and dedication. Exemplar Healthcare are the headline
sponsor of the event and St. Andrew’s Healthcare have sponsored an
individual award.
Cath Stanley Chief Executive
Frank Allen
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HD Storyline in
Casualty
Earlier in the year, BBC1’s Casualty ran a
storyline on Huntington’s disease. The emotive
plot saw adopted brothers and doctors at
the hospital, Cal and Ethan, reunite with their
biological mother Emilie, who was suffering from
Huntington’s disease. Cal arranged for himself and
Ethan to be tested for the HD gene and the story
follows their emotional journey as the results are
revealed. The brothers spend time getting to know
their mother as HD steadily takes hold and the
story culminates with Emilie sadly passing away
and the brothers coming to terms with the fact
that Ethan carries the HD gene.

support of the need to raise awareness of HD
has continued after the show with Carol posting
poignant videos on YouTube in which she talks
about Huntington’s disease and reads out moving
poetry written by friend of the HDA Trish Dainton,
focusing on her experiences of HD from a carer’s
With such a complex disease and an in depth
storyline, the Casualty script team really recognised perspective. You can view a video of an interview
with Carol Royle on our website: hda.org.uk/
the importance of accurately portraying the
news/302.
disease and the challenges faced by HD sufferers
and their families. BBC1’s researchers made
Whilst this was undeniably a difficult watch
contact with the Huntington’s Disease Association for many families impacted by HD, the positive
at the very beginning, when writing the scripts, and comments received on the HDA Facebook page
information and advice was provided by our Chief following each Casualty episode clearly highlights
Executive, Cath Stanley, over a number of months a shared determination to raise a much greater
to ensure an accurate depiction.
awareness of HD. One Facebook follower wrote “I
Cath and a number of Specialist HD Advisers
were present on set during the filming of the
episodes, to provide advice and support to the
actors involved in the storyline. The HDA was also
able to organise for the cast and crew to meet
real people and families affected by HD. This was
particularly moving for the actress playing Emilie,
Carol Royle and BBC researcher, Ross Southard.

am pleased that awareness is being raised. Even
if one more person understands, it will be a good
thing.”

According to the Broadcasters’ Audience Research
Board, viewing figures for the Casualty episodes
were in excess of 5 million. To put these figures in
perspective, there are approximately 64,596,800
people living in the UK today (figures taken from
the Office for National Statistics) meaning that
In a recent article on the BBC website, Ross
potentially 10% of the UK population could have
described his visit to Rapkyns Care Centre,
tuned in and followed the storyline. Whilst many
organised by the HDA, as “an invaluable
of those watching will have a good understanding
experience” and added that he “met some
of the disease already, for millions, it will have been
incredible people, both staff members and those
suffering from HD, each with real personalities and the first time they have heard of it. It only takes a
stories and lives.” He highlighted that the visit was discussion about the episode the next day with
family and friends for this understanding and
“a real privilege.”
awareness to spread much further.
In the same article, Carol described how the HDA
had helped her gain an important understanding This was an incredible opportunity to raise
much needed awareness of Huntington’s
of HD. One of the HD Advisers on set with me
disease outside of the HD community. In a
during the first episode handed me a document
recent interview with the Huntington’s Disease
highlighting how it feels to be a HD sufferer; as I
Association, actress Carol Royle highlighted the
read through the sentences, I felt moved to tears,
importance of increasing people’s understanding
and kept this piece of paper with me at all times
during my time on Casualty. It really helped me to of HD - “HD is something that I know much more
about than before. I now recognise how important
focus on how it feels to suffer from HD.”
it is that more people understand it so to get
Carol undertook a lot of research herself for the
it out there, in the public domain, and to get
role which really showed in her realistic portrayal of
people’s understanding of it raised, I think is of vital
someone symptomatic of HD. Her interest and
importance.”
Page
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VIEWING FIGURES
6.57 Million

Episode 16

5.35 Million

Episode 17
HD Storyli9ne Episodes

Since December 2015 the Huntington’s Disease
Association has received an incredible 750
further ‘likes’ on its Facebook page which is
undoubtedly largely due to the exposure on
Casualty. That means that 750 more people now
know about the Huntington’s Disease Association
and the advice and support we are able to offer;
they know about Huntington’s disease and they
know that we’ll be there for them if they need our
help.

Episode 20

5.86 Million

Episode 22

5.97 Million

Episode 26

5.92 Million
5.82 Million

Episode 27

6.46 Million

Episode 28

5.68 Million

Episode 29
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Number of viewers (millions)
Information sourced from: http:barb.co.,uk/viewing-data
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Research

Gene Silencing
Ionis Pharmaceuticals (formerly Isis Pharmaceuticals) is developing
a new drug to treat Huntington’s disease (HD). HD is a genetic, fatal
disease caused by the presence of an abnormal huntingtin protein
that damages brain cells. The drug, IONIS-HTTRx, is an antisense drug
designed to interact (bind) specifically to the human huntingtin mRNA,
thereby reducing the production of the huntingtin protein.
The first clinical trial of IONIS-HTTRx was initiated in 2015 and will
continue through 2017. It is a small, double-blind, randomized, placebocontrolled trial in patients in the early stages of HD. The primary aim
is to test the safety of the drug. In this trial, study drug is administered
by intrathecal injection into the cerebrospinal fluid, the clear fluid that
surrounds the brain and spinal cord. Each patient receives four doses of
study drug, with doses four weeks apart. After the last dose, patients are
followed for several weeks to monitor the safety and activity of
IONIS-HTTRx.

Bill Crowder enrolled in
Enroll-HD
I enrolled in Enroll-HD on 8th March as a volunteer healthy
control for the HTT lowering clinical trial at the National. It was
an experience being treated as a patient and I went through
the examinations that patients with HD would go through. I
had a full cognitive test and physical examinations over two
days.
The doctor checked me walking in a straight line, heel to toe,
balance, finger to nose and finger to finger co-ordination,
fist/chop/slap routine, followed by physical examinations of
my eye sight, hearing, nose, teeth, swallow, reflexes, heart,
breathing and strength. I also gave bloods and my brain was
looked at through my eyes. Yes it was there!
I couldn’t have an MRI scan as it was being upgraded so out of use. I filled
in and signed forms and agreed to further examinations when needed. I will
return again in 2 years if not before.
I was treated really well and on day two after more of the same, I gave
more bloods and had the CSF taken. The local anaesthetic worked and I
only felt a pushing in my back during the lumbar puncture.
I wanted to do this to show the HD community that we are committed
to helping in any way possible. I think this is probably a first though.
For more information about Enroll-HD, please visit: www.enroll-hd.org
Bill Crowder Head of Advisory Service

Page

8

Research

Summary of research
articles available on HDBuzz
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HDA Activity
Caring for Generations
Our first online video appeal, “Caring for Generations”, was a
huge success and surpassed its target raising £7005.50p. We
would like to thank the Saunders family, Charles Sabine, Dr Ed Wild
and Rachel Taylor who took the time to talk about their experiences
of HD. Videos such as these really are vital for raising awareness
outside of the HD Community. The first post of this video reached
an amazing 43,722 people.

Awareness Week
HD Awareness Week 2016 ran from 9th-15th May 2016 and had a Juvenile HD
focus. As we know, HD is little known outside of the HD community and JHD
even less so and as such we felt it was important to raise further awareness in
this area.
SHDAs offered free training on HD and JHD to professionals including those in
the medical field, care homes and schools to improve both understanding and
the standards of care and support for those with the disease and their families.
Also, following the success of last years ‘Cake that, HD’, we continued this
campaign again this year which was a great success. We hope this will continue
to grow year on year. I know many of you joined us in getting our pinnies and
rolling pins out to help raise awareness of HD amongst the general public.
We also launched a new campaign in Awareness Week, ‘Shine a Light on HD,’ in which many
buildings across the UK lit up in pink and green HDA colours. Blackpool Tower, Emirates Spinnaker
Tower in Portsmouth and the Liverpool Engineering building all very kindly took part. Again we
hope this is an initiative we can build on in future years, so please do get in touch if you have any
information about buildings that may be willing to take part in 2017.

London Marathon
Meet and Greet 23 April
Cath Stanley and Hannah and Beth from the
Fundraising Team, hosted our first Virgin London
Marathon meet and greet event at the Thistle Hotel
Euston on the 23 April. This was a chance for our 2016
team to bond and share stories. Juan Pablo Yepez of
Hollyoaks fame ran for the HDA this year and helped
raise our profile significantly! He has witnessed the
devastating effects of HD in the town in Venezuela
where he grew up, and is a passionate supporter of the
HDA.
Our Patron, Tony Hadley, attended along with Carol
Royle, the actress who played Emilie in the recent
Casualty HD storyline. Their presence went a long way
in boosting the morale of the runners.
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Young Adults Weekend -

Decisions, Dilemmas
and Discussions
On 2nd and 3rd April, we held the ever popular weekend for
young adults between the ages of 18 – 35 who have Huntington’s
disease in their family.
The weekend was a huge success giving the opportunity for
young people to come together, listen to talks, get involved in
workshops and generally meet other people who have HD in the
family. The weekend was held for the first time in 2009 and has
constantly evolved, based on the feedback that is received from
participants. It is unique in the fact that it supports those people
who are at risk and not sure if they want to be tested, as well
as those who have tested both positive and negative, and their
partners. It offers advice and, most importantly, peer support
which for young people faced with the realities of this disease is a
real lifeline.
Below is some feedback from the weekend;
“I really enjoy hearing someone’s personal journey because I
can draw comparisons between what they have been through and
compare it to my own life. I also appreciate talking to others in a
similar situation to me, I am not alone!”
“Please, please keep this conference going. This is my third
year and it has been a lifeline to me. We are a rare and flourishing
community as people step out of the shadows of the stigma of HD.
We need to come together to support each other. I think the overall
feeling of the conference has been getting more and more positive.
If I was new to HD and came this year for the first time, I think I
would have a very different experience and outlook.”
“The complete freedom to share thoughts, feelings and
experiences with other HD families. Truly inspirational!”
“The discussion groups with SHDAs were hugely informative and
beneficial.”
“I was very much looking forward to hearing Dr Wild’s update on the drugs trials currently ongoing,
it gives us lots of hope for the future. He is very pleasant and gives a very good presentation which
explains the science in an understandable way.”
We will be running the weekend again next year, so please do look out for the dates on our website.

Forthcoming Events
Date

Type of event

Location

3rd to 5th June

JHD Family Weekend (fully booked)

Keswick, Cumbria

6th June

Volunteer Awards Ceremony

Liverpool

4th July

Photographic Exhibition on HD by Stephen King

Liverpool

4th to 6th November

AGM and Family Conference Weekend

Telford
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Branch Update by Becky Davis,
Branch Support & Development Co-ordinator
It is good to be able to report that we have welcomed two new
support groups since the last newsletter; the Wirral Support Group and
the Somerset Support Group.
We are delighted that local people from HD families have come
forward to run the groups in their areas. Both ladies have attended
other branch meetings and have got a good idea of how things work,
and would like to create additional opportunities for people to meet and
share experiences in their areas. Debra Perry and her sister Kim will be
running the Wirral Support Group, and Sandra Overd will be running the
Somerset Support Group. We welcome you all and thank you for your
commitment to supporting people affected by HD.
We are also pleased to announce that our Wiltshire Support Group
has grown from strength to strength and have now become a branch of
the Association. We welcome the new Committee members; Roy and
Arline Stovell as Chair and Treasurer respectively, and Maggie Nash as
Secretary. Jenny Parrish, who used to run the Wiltshire Support Group
will now be a much valued Committee Member.
Our branches and support groups have been busy up and down the country and here is a whistlestop tour of some of the events that have taken place:
Hampshire Branch: Held a table top, tea and cake sale at St. Andrew’s Church Hall in Farlington in
April. They have also said goodbye and a huge thank you to Anne Stephenson, who stood down as
Secretary at their AGM this year.
Newcastle Branch: New members have joined the branch and we have organised for them to have
ID badges for when they are fundraising for the HDA.
West Yorkshire Branch: The Chair of the branch, Chris Kates, has given a presentation about HD and
the HDA to a local Carers Group.
Merseyside Branch: The Secretary of the branch, Shelagh Lucking, and her daughters have all had
tattoos depicting the HD gene. For more information, see the article on page 14, supplied courtesy of
The Standard News, Ellesmere Port.
Colchester & District Branch: There has been a change in Committee members at their AGM and
Lorina and Michael Lumsden, Secretary and Chair respectively, stood down from their roles after
many years of service. The branch would like to thank them for all their hard work. The Branch
continues to meet at Seven Rivers Care Home in Great Bromley from 10am to 12pm on the second
Thursday of each month.
As you can see, all of our branches and support groups do excellent work in their local areas and
are all run by volunteers. The HDA is incredibly
grateful to them for providing the opportunity for
local people affected by HD to come together
and support one another.
Our groups can only survive with the
attendance and input of local people, so if you
would like some support, a listening ear, and
the opportunity to share experiences, I would
encourage you to approach your local branch or
support group.
Becky Davis Branch Support and Development
Co-ordinator
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Shelagh keeps her illness
at arm’s length
The Standard,12th November 2015

A mum of three has had a DNA diagram of her
‘ticking time bomb’ disease tattooed on her
wrist to raise awareness of the condition.
Shelagh Lucking, 56, has the Huntington’s
disease gene, which could activate the rare
neuro-degenerative disorder at any time. Both
her sisters have already been diagnosed as having
the full illness, but her two daughters, Amy, 29,
and Ruth, 26, have been tested and do not carry
the gene.
Huntington’s disease is hereditary and, like
Alzheimer’s and Parkinson’s, damages brain cells
over time until movement and brain function
are seriously impaired. There is a 50/50 chance
of parents with the gene passing it on to their
children and it affects between three and seven
people in 100,000. Shelagh’s son, Tom, 23, has
not yet been checked.

■ Shelagh Lucking with daughters Amy Whittle, 29 (left), and Ruth Lucking, 26. (DJW241015D)

■ Hans Raj Chahal prepares the design on Shelagh’s wrist.

Shelagh keeps
her illness at
arm’s length
A MUM of three has had a DNA
diagram of her “ticking time
bomb” disease tattooed on her
wrist to raise awareness of the
condition.

■ ABOVE AND BELOW: Shelagh being tattooed by
Hans Raj Chahal at Inked Up in Chester.

Shelagh, who works as the Secretary of the
Merseyside Branch of the Huntington’s Disease
Association, said: “It’s unpredictable; you just
don’t know when it’s going to happen.
“It’s a devastating disease for the whole family
as it becomes so you can’t look after yourself.”

5

The Standard

‘I’ve done a lot of fundraising, I’ve
jumped out of an aeroplane and all
sorts, but we thought this would be
a brilliant opportunity to raise
awareness and also money for
families affected by the disease in
the local area’

dealing with it.” Shelagh said it had been
an emotional moment when tests revealed
neither Amy nor Ruth had the
Huntington’s gene five years ago.
“It was horrible. going through them

■ Shelagh awareness-raising tattoo.
having the tests but I was absolutely elated
to find out they didn’t have the gene,” she
said.
To donate to the cause, visit
www.justgiving.com/amy-whittle2

Shelagh Lucking, 56, has the
Huntington’s Disease gene, which could
activate the rare neuro-degenerative
disorder at any time.
Both her sisters have already been
diagnosed as having the full illness, but her
two daughters, Amy, 29, and Ruth, 26, have
been tested and do not carry the gene.
Huntington’s Disease is hereditary and,
like Alzheimer’s and Parkinson’s, damages
brain cells over time until movement and
brain function are seriously impaired.
There is a 50/50 chance of parents with
the gene passing it on to their children and
it affects between three and seven people
in 100,000. Shelagh’s son, Tom, 23, has not
yet been checked.
Shelagh, who works as the secretary of
the Merseyside branch of the Huntington’s
Disease Association, said: “It’s
unpredictable; you just don’t know when
it’s going to happen.
“It’s a devastating disease for the whole
family as it becomes so you can’t look after
yourself.”
Amy and Ruth also agreed to get tattoos
at Inked Up on Eastgate Street, Chester to
help their mum raise awareness and
money for the association. So far they have
raised almost £2,000.
Shelagh said people had already been
asking her about the design, which shows
the molecular structure of the DNA of the
Huntington’s gene.
“I’ve done a lot of fundraising, I’ve
jumped out of an aeroplane and all sorts,
but we thought this would be a brilliant
opportunity to raise awareness and also
money for families affected by the disease
in the local area,” said Shelagh, who lives
on Norwich Drive, Great Sutton.
“It didn’t hurt half as much as I thought it
would! The tattooist, Hans, was lovely.
“He’d researched the disease before we
arrived and they gave the cost of the
tattoos, £240, back to us for our
fundraising.”
She added: “I felt I had to try and do
something because there’s currently no
cure and no treatment available.
“I wanted to do this before I started with
the symptoms; it’s like living with a little
ticking time bomb. This is my way of

Amy and Ruth also agreed to get tattoos at
Inked Up on Eastgate Street, Chester to help their
mum raise awareness and money for the Association. So far they have raised almost £2,000.
Shelagh said people had already been asking her about the design, which shows the molecular
structure of the DNA of the Huntington’s gene.
“I’ve done a lot of fundraising, I’ve jumped out of an aeroplane and all sorts, but we thought this would
be a brilliant opportunity to raise awareness and also money for families affected by the disease in the
local area,” said Shelagh, who lives on Norwich Drive, Great Sutton.
“It didn’t hurt half as much as I thought it would! The tattooist, Hans, was lovely. He’d researched the
disease before we arrived and they gave the cost of the tattoos, £240, back to us for our fundraising.”
She added: “I felt I had to try and do something because there’s currently no cure and no treatment
available.
“I wanted to do this before I started with the symptoms; it’s like living with a little ticking time bomb.
This is my way of dealing with it.”
Shelagh said it had been an emotional moment when tests revealed neither Amy nor Ruth had the
Huntington’s gene five years ago.
“It was horrible going through them having the tests but I was absolutely elated to find out they didn’t
have the gene,” she said.
To donate to the cause, visit www.justgiving.com/amy-whittle2
We would like to thank The Standard newspaper, Ellesmere Port, for their kind permission in
reproducing this article and photographs.
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Fundraising News
Thank you to all our supporters! We have had a busy time since our last update, and have been
delighted with all the donations and support we have received. The commitment of our donors has been
overwhelming and we thank you all.
The HD community has been inspirational in their support – we are very grateful for everything our
supporters do, we simply couldn’t run our charity without you. Below gives a taste of just a few of the
endeavours our volunteer fundraisers get up to.

Lady Harewood’s Appeal
At Christmas, our Patron, Patricia Countess of Harewood, very kindly added HDA donation forms to
her Christmas cards in December which raised over £2,000.

London Marathon meet and greet
Another of our Patrons, Tony Hadley, joined our amazing marathon runners to spur them on their way
the night before the London Marathon. The continued support of our Patrons is very much appreciated.

Virgin Money London Marathon Weekend
The Virgin Money London Marathon is a highlight in the HDA events calendar, with places on our
team in high demand every year. We were delighted to have 19 runners taking part in the 35th London
marathon on 24 April, taking on a gruelling 26.2 mile challenge through the streets of London.
The night before the race we held a reception for our runners and their families and friends, who
all became part of our HDA cheering squad. During the evening our team had the chance to get to
know each other and discuss their experiences in the lead up to the marathon weekend. The event also
allowed our Chief Executive the opportunity to express, on behalf of the HDA, our heartfelt gratitude for
the tremendous support they have shown in the months leading up to the marathon.

Our patron, Tony Hadley, gave our team some truly wonderful words of encouragement, while
actress Carol Royle from Casualty read a beautiful poem written especially for the occasion by friend of
the HDA, Trish Dainton. Hollyoaks actor Juan-Pablo Yepez, who took on the challenge with our runners,
also joined us and shared his experiences of HD in his native Venezuela. Many guests took the chance to
take lots of photos and ‘selfies’!
Thank you to everyone who took part in the 2016 London Marathon for all you have done to raise vital
funds and awareness on behalf of the HDA.
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First name

Surname

Number

Finishing Times

Juan-Pablo

Yepez

24849

5:15:00

Annette

Ablitt

39976

5:23:46

Mark

Bywater

39975

3:56:25

Matthew

Dacey

39979

5:36:00

Clare

Graves

39977

4:25:59

Gil

Lewis

39978

4:14:58

Philip

Martynski

39974

5:29:05

David

Nicol

39980

6:35:05

Carl

Ince

39983

4:30:11

Darren

Parkes

9048

4:26:32

Gillian

Thompson

26820

6:00:09

Tom

Cammack

765

2:38:53

Maria

Brockway

21178

4:23:17

Isabel

Gardner

21283

5:25:18

Joanne

Motte

16138

4:26:09

David

Lee

11234

3:16:35

Julie

Parker

25491

3:37:15

Graham

Watson

5895

3:52:03

Sean

O’Brien

27168

3:19:53

Tom

Worboys

19849

3:59:02
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When claxon goes tomorrow morn,
To sound the race beginning,
Remember it’s a Marathon,
And not a sprint for winning.
With every step; or jog; or run;
You carry in your heart,
The gratitude of those at home;
Of those who can’t take part.
Of those who battle on each day;
Of those who crave awareness;
Of those who forge ahead to fight;
A system of unfairness.
And if the dreaded ‘Wall’ arrives;
Your mind and body shattered;
The families with Huntington’s,
Remind you why it mattered.
With every pound or penny raised;
With every person’s cheering;
It’s yours, and other’s loved ones’ cries’
Of “THANK YOU” that you’re hearing!
By Trish Dainton

Fundraising

Social Media
Another incredible Social Media campaign was family member, Jacqui Harrison’s ‘#GiveaToss4HD’
video which was launched at the AGM in October 2015. This video has really helped portray HD from
a genetic and family perspective and has raised much needed awareness. We would like to thank
Jacqui for sharing her family’s story. Alongside this video, Jacqui, Brenda Wylie and a number of
others have launched a #Hounds4Huntingtons campaign. CEO Cath Stanley was thrilled to receive
two of her very own in the likeness of her dog Alice.

Trusts and Foundations news
The HDA’s new fundraising strategy focuses on multiyear funding bids from Trusts and Foundations
to increase sustainability of our service, by providing unrestricted larger amounts for a minimum of
three years. The need for funds still remains but the new approach is starting to show progress and
we have been delighted to accept some fantastic gifts such as the Clive and Sylvia Richards Charity,
Lord Cozens Hardy Foundation, Milton Damerel Trust and the Rayne Foundation. We are very grateful
for their commitment to the HDA

Direct Mail
Our first ever direct mail campaign launched in April 2016, the aim of
which was to encourage monthly donations to allow us to plan for the
future. The mailing was really well received and has amounted to a great
increase in donations – thank you to all our supporters.
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Helen’s Birthday Raising Money
for HD
My husband, Bruce, was diagnosed with HD 2 years ago and I am now his full
time carer. He has 2 children from a previous marriage and we have a daughter
together, his 2 eldest have not been tested for the gene as they are still
deciding and our daughter is only 16, so she can make that decision at a later
date. In light of all this I felt I needed to do something to raise awareness for the
charity as there are only 5 reported cases and no support group on the Isle of
Man and people don’t know much about it.
We all know January can be a miserable month after the big spend of
Christmas, therefore as my birthday falls at the end of January and everyone
has been paid, people are ready to let their hair down. I decided this year to
hold a charity birthday bash and asked everyone not to provide gifts but a
donation towards Huntington’s disease; the response was overwhelming.
On the day we raised £440 which was twice as much as I was expecting! I
posted thank you’s on Facebook and the response was fantastic. Friends and
family from the Isle of Man and across the water asked if they could donate, therefore I set up a Just
Giving page. The Just Giving page raised £356, giving us a grand total of £800 - I was amazed and
overwhelmed by the kindness and generosity of my friends and family, so heartwarming and I can’t
thank them enough for their support. Special thanks must go to my cousin Paula Primrose and my
Auntie Irene Jones, who provided cake and extra dress accessories to make us stand out and have fun.
Helen Martin - Douglas, Isle of Man

Jean’s Fundraising
At a club that I attend call ‘Country Revival’
we had an 8 mile run carried out by Charlie
Lawrence. Next we had a raffle of which
everything was donated. We had a box at the
entrance of the club for people to put money
in instead of giving out Christmas cards. We
also had a donation from a club member who
runs another club. Lastly we had a Christmas
cake raffled (given by one of the bar staff).
All in all we collected £750.
Jean Greenfield

Fundraising Team Contacts:
Name

Role

Telephone

E-mail

Kate Davis

Head of Fundraising

0151 482 9069

kate.davis@hda.org.uk

Beth Taylor

Senior Trusts Manager

0151 482 9068

beth.taylor@hda.org.uk

Hannah Longworth

Community Fundraiser &
Social Media Lead

0151 331 5445

events@hda.org.uk
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Charity Night
Our charity evening ‘Jenny’s
Night’ on the 2nd October
2015 was to raise money for the
HDA in memory of our beautiful
friend Jenny Poole who passed
away last year. Featuring the
fantastic tribute band Take@
That! Thank you to everyone
who helped to organise our
event, which raised over £9,835!
Laura Oakley, Alyson Bushell
and Sarah Day

Jessica’s Zip Wire Challenge
A group of 8 of us from Plymouth braved the Skywire at the Eden project on Saturday 12th
October in order to raise money for the HDA. The Skywire is England’s longest zip wire which reaches
speeds of up to 60 miles per hour. It uses a Superman style harness which means that you go face
first.
It was a great way to raise money as it was both frightening and fun. The staff at the Skywire were
extremely friendly and made the experience that much better.
The charity is very close to our hearts as some of our friends and family members are suffering with
the disease. We can only hope to raise as much funds and awareness as possible in the hope that
there will one day be a cure for Huntington’s.
The support we have had has been amazing and we are grateful to everyone who sponsored us, we
have raised over £400!
The Group picture from left to right shows: Chun-Yee Chan, Jessica Jones, Pete Clayton, Ella Damms,
Joe Simms, Daryl Jones, John Honey, Ellie Glynn
Jessica Jones
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Kerri Mullaney Selling Roses
A huge thanks to Kerri and her team who sold roses in the
pubs in Northallerton on Saturday 13th February and raised
£320.63 for us.
Kerri Mullaney

Sally’s Christmas Jumpers
This is a photo of some members of the OT Team wearing Christmas
Jumpers. £25 was raised.
Sally Phoenix

Thames House’s Fundraising
On 27th November 2015, Thames House Nursing
Home in Rochdale held an auction evening at the
Flying Horse Hotel to raise money and awareness
for the Huntington’s Disease Association.
After months of planning, with items donated
from well-known football and rugby clubs, (Wigan
Warriors, Bolton Wanderers, Manchester United
FC, Manchester City FC, Liverpool FC, Celtic
FC, A. J. Bell Stadium, St Helen’s Rugby Club),
Swarski, Beaverbrooks, as well as contributions
from staff and relatives that included a coffee
morning organised by one of the relatives, the
auction took place, raising a whopping £2100 for
the HDA.
About Thames Health Care Ltd
Thames House, part of the Exemplar Health Care
Group, is a purpose-built, 20-bedded, modern care facility providing nursing care for adults with
a diagnosis of Huntington’s disease, Motor Neurone Disease, Multiple Sclerosis and Acquired Brain
Injury.
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Polite request from
Pete the Stamp Man
Pete the Stamp Man is very grateful to everyone who sends their stamps to him, which has
raised many thousands of pounds for the HDA over the years.
Pete would like to remind everyone to double check the weight and size of their parcels to
ensure the correct postage is paid, please. There have been occasions where the postage paid
has been insufficient for the parcel, and Pete has had to pay the fine and the additional postage,
in order to collect the parcel from the sorting office.
We thank you for ensuring the correct postage is paid before sending your parcels, and are very
grateful for your continued support.
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 remember to leave a quarter inch around the stamp when cutting, and include a note
with your telephone number in the envelope so that Pete can acknowledge receipt.
Please send your stamps to our new address:
Pete Osborne, 40 Oakhurst Road, West Moors, Ferndown, Dorset BH22 0DS

www.VirginMoneyGiving.com

www.giveasyoulive.com/join/hda

www.justgiving.com/huntingtons

www.everyclick.com/uk/huntingtonsdiseaseassociation
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The role of a Specialist
HD Adviser
Our Advisory Service has
gone from strength to
strength over the years and
is held up as a model for
other charities to replicate.
The service is managed
by Bill Crowder (Head of
Advisory Service) and Ruth
Abuzaid (Deputy – currently
on maternity leave - Helen
Santini is covering for the
duration of Ruth’s maternity
leave). We are extremely
proud of the service we
offer to our families and
work hard to ensure all those in need of help and
support are supported.
The skill mix we have in the Advisory Team
is excellent as there are nurses, social workers,
ex-lecturers, ex-managers and others who have
worked in other voluntary organisations who
together bring a wealth of knowledge, experience
and life skills to the HDA.

They also volunteer their time out of business
hours to moderate the HDA message board.
This is moderated 365 days a year by a group of
SHDAs and has been in operation for many years.

SHDAs will visit people at mutually convenient
venues, be it at home, in hospital, at school, work
place, in care homes and even in prison. Many are
also the key person between the community and
clinic which is invaluable when consultants need
The main focus on the SHDA is to work with the
an accurate evaluation and insight of where the
families across England and Wales, not forgetting
individual is at and this contributes to a better
the islands, who are living with HD. Their objective
assessment of need.
is to provide advice, information and support and
to assist with the myriad of issues that are faced
Many of the advisers are involved with local
by individuals and families, including carers.
branch and support groups and have recognised
a need to develop more groups in the locality.
The SHDAs provide education and training to
Some have instigated a pop up café which is a
professionals who are working with individuals
smaller one-off meeting that brings together
and run events such as family days and study
people who can’t attend full group meetings due
days to raise awareness of the complexities
to circumstances, or just prefer to have a one-off
of Huntington’s. They also form part of multimeeting if bigger groups are not for them.
disciplinary teams and are involved in complex
situations which include safeguarding, mental
There isn’t really a typical day in the life of a
health and mental capacity, Continuing Health
Specialist HD Adviser but this gives a very small
Care assessments, benefit advice, advice on
insight into some of the input that you might
suitable housing and equipment and much
expect. Most advisers cover large areas and
more. But they are primarily available to signpost many counties but whether you live in the north,
people to the experts within the given professions south, east, west or places in between, there is an
and provide advice and information to those
adviser who is more than willing to help you.
professionals about the impact of HD.
Bill Crowder Head of Advisory Service
The SHDAs also operate a duty system/
telephone help line. This is useful when the local
adviser is unavailable. The duty adviser will listen
to the issues and act wherever possible before
informing the local SHDA about the call on her/his
return for follow up.
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Specialist HD Advisers’
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

Area

Telephone

E-mail

Bill Crowder

Head of Advisory Service
England & Wales

01704 875496

bill.crowder@hda.org.uk

Helen Santini

Acting Deputy Head of Advisory Service
England & Wales, Specialist HD Adviser
Herts, Beds & Bucks & Juvenile HD Care
Adviser

01279 507656

helen.santini@hda.org.uk

Shirley Bignell

Bath, Somerset & Weston-Super-Mare

01460 57079

shirley.bignell@hda.org.uk

Anita Daly

Merseyside & Isle of Man

0151 487 6514

anita.daly@hda.org.uk

Carol Dutton

Bristol & Gloucestershire

01451 861575

carol.dutton@hda.org.uk

Anna Gardner

London (excluding S. West)

01923 679040

anna.gardner@hda.org.uk

John Gregor

North East

0191 262 2358

john.gregor@hda.org.uk

Poppy Hill

Birmingham & West Midlands

0121 4261015

poppy.hill@hda.org.uk

Alison Heavey

Essex, Barking, Dagenham, Redbridge &
Havering

01255 823088

alison.heavey@hda.org.uk

Sue Hill

East Anglia & Lincolnshire

01353 688517

sue.hill@hda.org.uk

Kay Holmes

South Wales & Herefordshire

02920 369009

kay.holmes@hda.org.uk

Helen James

Derbyshire, Leicestershire, Nottingham &
Staffordshire

01332 518988

helen.james@hda.org.uk

Diana King

South Yorkshire, Huddersfield, Bassetlaw,
Wakefield & Dewsbury

01909 518942

diana.king@hda.org.uk

Mandy Ledbury

Surrey & South West London

01483 285231

mandy.ledbury@hda.org.uk

Diane Lyes

Flintshire, Wrexham, Powys & Shropshire

01691 671722

di.lyes@hda.org.uk

Lee Martin

North & East Yorkshire & Leeds

To be confirmed

lee.martin@hda.org.uk

Ann Pathmanaban

Dorset & Wiltshire

01425 627960

ann.pathmanaban@hda.
org.uk

Eve Payler

Hampshire & Berkshire

0238 061 2218

eve.payler@hda.org.uk

Alwena Potter

Anglesey, Gwynedd, Conwy,
Denbighshire

01492 549 162

alwena.potter@hda.org.uk

Debra Robinson

Cheshire, Greater Manchester, Halifax,
Brighouse, Bradford, Bingley & Keighley

01477 534434

debra.robinson@hda.org.uk

Fiona Sturrock

Kent, Sussex, Bromley, Bexley & Dartford

01580 212 276

fiona.sturrock@hda.org.uk

Sue Tompkins

Oxfordshire, Northamptonshire &
Warwickshire

01295 279970

sue.tompkins@hda.org.uk

Theresa Westhead

Cumbria, Lancashire, Bolton & Wigan

01942 864645

theresa.westhead@hda.org.
uk

Charles Whaley

Devon, Cornwall, Isle of Scilly, Jersey &
Guernsey

01579 345480

charles.whaley@hda.org.uk
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Tips and Advice
We are trying a new feature in the newsletter this time and are featuring some tips/products that you
may find useful. It would be great for future issues if you have found something useful, if you could let us
know and we can share it with the rest of the HD community.
Please send any ideas to info@hda.org.uk

Tip from Stanley House:
Non frothy toothpaste and child’s
toothbrush for people with swallowing
difficulties. The toothpaste can be obtained on
prescription.

Tip from Specialist
HD Adviser,
Mandy Ledbury:
Dr Barmans 3 sided toothbrush is great as
it makes cleaning teeth easier for both the
individual and
their carer.

Tip from Specialist
HD Adviser, Sue Hill:
A vaporizer is a cheaper and safer
alternative to cigarettes for those that
smoke. There are a variety of different
flavours and strengths available and fire risk
is greatly reduced.

Tip from Specialist
HD Adviser, Poppy Hill:
The mighty mug is a
fantastic non spill mug that
cannot be knocked over. It is
really useful for people with
Chorea movements.

Tip from Specialist
HD Adviser,
Fiona Sturrock:
The Head Saver Soft Head protector is
brilliant for protecting the head against fall
related injuries. It can also be paired with a
specially designed headscarf, beanie hat or
sun hat for a more discreet and stylish look.

Tip from Specialist
HD Adviser, Poppy Hill:
The Sutton Shower cradle
is great to help people with
poor postural stability when
showering.

DisabledHolidays.com
is the UKs largest specialist travel agency, committed to providing holidays for disabled
customers. They have a large choice of accessible holidays in the UK and abroad. Examples include:
- fully adapted cottages and caravans - adapted villas and hotels worldwide
- accessible cruises				
- assistance at airports and adapted transfers
- mobility equipment hire
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A Tribute to Stephanie
27th December 1956 to 15th
June 2015
Stephanie (Dr. S. CooperBland) was a lovely, kind
and brave person and full
of life. We were married for
over 28 years and we had
a lovely life together. I met
Stephanie during our PhDs in
the Department of Botany at
University of Nottingham in
1981. I wrote this poem a long
time ago. She was love of my life and I will miss her
all my life.
Stephanie had been suffering from HD for about
15 years when she peacefully passed away on 15
June 2015 at Colchester Hospital, Essex. I could
not have coped with this immense loss without the
tremendous help from Michael and Jill, Malcolm,
Ajay and Ranjana, Michael and Teresa, Ajit and
Kalpana. Also, we are extremely grateful to all staff
members at the Alexandra House, Southend-onSea and Amber Lodge, Colchester.

My Certainty
You came into my life
With certainty
Just like light follows dark
With certainty
You brought love and joy in my life
With certainty
Just like winter follows spring
With certainty
You have become my life
With certainty
Just like plant produces seeds to survive
With certainty

We will all miss her in our lives. Rest in Peace.
Amar (Dr. Amar Kumar)

In Loving Memory of Peter Lavers
13th February 1942 – 17th November 2015
A loving husband to June for 52 years,
Dad to John, Barry and Tracy
Grandad to Louis, Lenny, Sophie, Henry, Emily,
Daisy, Ruby and Lexi.
Peter was diagnosed with HD five years ago and
lived at home apart from the last few weeks of his
life when he was admitted to Central Middlesex
Hospital where he sadly passed away. Thanks to
all the staff at Central Middlesex for their wonderful
care.

‘Those we love don’t go away
They walk beside us every day
Unseen, unheard, but always near
Still loved, still missed and very dear.’

Donations for HD on: peter.lavers.muchloved.com
have so far reached well over £2,000.00 and his
family would like to thank everyone who have left
messages on that site, and made donations.

Peter, you will be sadly missed.

Page 25

Tributes

In loving memory of Kim Duddleston
19th June 63 - 16th September 15
Our days were numbered
That we always knew,
The illness took your body
But your mind fought it through.
The times we spent together
In your final years on earth,
Ran deeper than a river
And she’s more emotions than a birth.
We came to see you lots of times
With Alex, Aaron, Gary and Lee,
You visited us all at my house
And you seemed impressed to see.
You saw me have my only son, you adored
him from the start,
You always said he looked like me
He’s adorable and quite the part.
You had three more granddaughters to
follow,
Each one named after you,
Layla, Lexi and Lola
Each one adorable too.

You joined us at Naomi’s House
For your One Direction party,
You watched the children laugh and play,
And you were dressed so smartly.
Together we celebrated a very special day
It was Gary and Steph’s wedding.
I sat with you at the back of the room
And I watched your face blossom.
I rang your home a few days before you
passed
They said you were doing well.
I planned to come and see you soon
So I did not dwell.
The 16th of September will stay with
me forever
I got a phone call I did not expect.
Not today! Not ever!
I know you are no longer suffering mum
And that means the world to me.
I will never, ever forget you
You were my one and only - mum
Love always.

We mustn’t forget there are two more
Your granddaughter Gemma
You regularly saw,
And your grandson Alfie who adored you to
the core.

Alan Bridge
8th January 1948 – 17th March 2016
God saw that he was getting tired
A cure was not to be,
So he put his arms around him
And whispered “come with me”.
With tearful eyes, I watched him
And saw him pass away.
Although I love him dearly
I could not make him stay.
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A golden heart stopped beating
Hard working hands at rest.
God broke my heart to prove to me
He only takes “the best”.
I miss you so much Alan.
Joan

Information

Huntington’s Disease Association
We’ll be there
Patrons: Patricia Countess of Harewood, Tony Hadley and Shane Richie
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Tel: 0151 331 5444 E-mail: info@hda.org.uk
Web: www.hda.org.uk
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