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Our Patron Sarah Winckless MBE catches up with
Brian Watt and Jock Savage from the Moray
Support Group.
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hank you to everyone who helped to
make the 30th Anniversary Family Conference
such a memorable occasion.

The two-day event was filled with emotion as families got
together with friends old and new to celebrate the joint
accomplishments of SHA and HD community towards equal care,
better treatments, and increased awareness about the disease.
Many family members have been in touch, including proud
grandmother Sheila Herriott who wrote:
“Thank you to all who organised the 30th Anniversary Conference.
The speakers were amazing, very emotional and inspirational. My
grandson Bruce gave the youth speech, he was absolutely fantastic
and tears of pride and joy were flowing. It was an amazing two days.”
The Family Conference was an opportunity to share experiences,
find out more about the latest advances in research and clinical
trials, and look with hope towards the future as we work together
to transform the care and support of HD families.
More than 130 family members from all over Scotland made
the journey to Aviemore – and many more who were unable to
attend in person joined online via our Facebook live stream.
Hosted by our fantastic Patron Sarah Winckless MBE, the
conference launched with the 30th Anniversary Volunteer
Awards, a celebration of the unsung heroes of SHA who go above
and beyond to help the HD community and raise awareness
about the disease.
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On day two, we welcomed
guest speakers from the HD
community – writer and historian
Alice Wexler; founder of HD Buzz
Jeff Carroll; author Paula Meir; and family members
Gillian McNab and Bruce Wilson.

We also heard from Dr Oliver Quarrell, who explored how best to
care for young people with Juvenile Huntington’s disease, while
writer and yoga specialist Sarah-Alexandra Teodorescu led an
enjoyable 20-minute yoga session.
The conference was brought to a close with a special
performance by the stars of hit musical Sunshine On Leith, who
had family members up and dancing in between the tables to
Proclaimers’ favourites including (I’m gonna be) 500 Miles, I’m On
My Way and Letter From America.
SHA Chief Executive John Eden said:
“Our 30th Anniversary Family Conference was extra special; it was
the perfect way to round off this landmark year at SHA. We had an
amazing line up of speakers but, for me, the most memorable part
was the Volunteer Awards. Seeing families being recognised for their
hard work was priceless.
“I’d like to say a huge thank you to our staff, to the excellent speakers
and, most importantly, to the family members who made it such a
wonderful occasion.”

Follow us on Facebook scottishhuntingtonsassociation on Instagram scottishhuntingtons on Twitter @scottishhd

SHAre

SHA has just held
its 30th Anniversary
Conference at the
MacDonald Aviemore
Resort where nearly
170 people (the largest
number ever to attend
an SHA conference)
enjoyed a fun, thought
provoking and highly
enjoyable event.
The Family Conference is
the highlight of the SHA year and reflecting upon this one,
I feel incredibly privileged to be part of this community. I
believe the conference is SHA at its best, with families, staff,
trustees and volunteers working together to ensure this
charity thrives and strives towards its aims.
There was a clear message from the conference. The HD
gene does not and cannot define the identities and lives
of those who live with it; instead, it is the ability to face the
challenges living with the condition that shapes who people
with HD are and defines the strength of the HD community.
Our conference theme was, ‘how people affected by HD are
taking control of their lives and creating change that will
benefit everyone living with the condition.’
Speakers included Alice Wexler, historian, who has
documented the story of how her sister worked with others to
discover the HD gene, while living with the same genetic risk.
Jeff Carroll who has dedicated his life to scientific research
that may lead to a treatment for HD, knowing he has the
Striving and thriving towards a brighter future for HD families
- Alice Wexler, Jeff Carroll, our Patron Sarah Winckless and
John Eden
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gene and his own fate is inextricably linked to the hope that
research brings.
Gillian McNab and Paula Meir who have each found a
path to acceptance and strategies for maintaining positive
mental health and Bruce Wilson who represents the
confident future of a generation more able to speak out
about life with HD.
That future appears considerably brighter given the
promising clinical trials that are currently taking place or will
soon begin.
People with HD are living in the most significant and
momentous time in the story of the condition and I
believe there is a transition under way; from silence,
fear and despondency to pride, optimism and action.
There is nothing that is beyond the reach of the Scottish
HD community and joining with the international HD
community, we are an unstoppable force that will defeat
Huntington’s disease once and for all.

Karen Sutherland, Operations Manager, brings
you up to date with the work of the Adult
Clinical Service teams across Scotland.

Who would believe we are back into the frosty weather
again, all digging out our hats and scarves? How often
do we say “how time flies?” This has to be the quickest
year yet.
As ever the Adult Clinical Services staff are very busy with
so many things happening in all the services. What with
all the exciting clinical trials and new studies taking place
across the country, and the recent Family Conference
which was held at the Macdonald Resort in Aviemore. It
was an amazing event with fantastic speakers and great
entertainment.
The highlight was the fantastic volunteer awards which
were so deservedly won by amazing family members.
Their commitment and dedication to SHA, from raising
awareness about HD to organising fundraising events, is
mind blowing. Well done everyone!
As SHAre went to press, Highland was about to have its
launch of the localised Care Framework, scheduled for 3
December. There is also a family from the Highlands now
involved in the Roche trials, along with two people from
Grampian who are also taking part. The Grampian service
is also supporting the families involved in the trials and is
receiving a number of new referrals, which is keeping Liz
and Katrina very busy.

A message
from Alice

Fife staff are preparing for the start of the new HD Clarity
Study and have had a huge success in enrolling family
members who are keen to be involved. A new Clinical Lead
has been appointed – Dr Simon Rubidge is taking over
from Dr Armanyous who stepped down last month to take
up a new post in Canada.
Ayrshire also has a new Clinical Lead, Dr Alistair Gibb, who
is taking over from Dr Tim Johnston. A new support group
for male carers got off to a great start with another meeting
planned next month.
Congratulations to Linda Lucas of the Lanarkshire team
who gave birth to a beautiful baby girl called Gabriella in
September. Both are doing well. The Lanarkshire service
is still receiving a higher than usual number of referrals,
which is keeping the team very busy.
Glasgow has also set up a new support group. It’s first
meeting went very well with another one planned soon.
There was also a successful launch of the Greater Glasgow
and Clyde Care Framework on 28 October, which was
attended by over 70 professionals and family members
Sad news for Lothian – Annette Brown, SHDS for just over
six years, resigned from the service last month to move
on to pastures new. We wish her all the best in her new
venture. The good news is that Trevor Law was successful in
his application and has taken up his post as as Senior HDS
on 18 November.
Annette had also facilitated a new support group however
future meetings have been suspended until the service
is once again fully staffed. The recruitment process is in
progress.

Historian and author Alice Wexler was
the first of our inspirational speakers
to take to the stage at this year’s Family
Conference. In her address, Alice looked
at the role played by her sister Nancy
Wexler in identifying the HD gene and
how misconceptions have contributed
to the stigma that can, even today, still
surround HD.

suggests that we as members of HD families
need to take a critical attitude toward the
‘experts’ – the doctors, all health professionals
in fact, the scientists, and the drug companies
too - and as a community, we have to think
for ourselves.

We are grateful to Alice for flying over from
the USA to share her unique knowledge
and insight into Huntington’s disease, and
are happy to say that she has been in touch
with us since then to share a few extra
thoughts with families in Scotland.

Critical does not mean negative. It means
questioning, it means we need to think things
through for ourselves as new possibilities
emerge. It means taking responsibility for
figuring out what OUR interests are, which
may not be exactly the same as the interests
of our physicians, genetic counsellors,
pharma, or even scientists studying our
disease.

A message from Alice Wexler to
Scotland’s HD community:
Looking at Huntington’s disease historically
offers a kind of cautionary tale. Our history
(including the role of HD with eugenics)

Thank you for the chance to share in the
celebration of SHA’s 30th anniversary! You are
a great group of brave people – and the USA
and myself could definitely take some lessons
from you!
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SHAre
The
Greater Glasgow and Clyde Care
Framework for HD is now live!
The launch event was attended by
family members, including speakers
Kathryn Valentine and her son John,
who has HD. We were also joined by
Caroline Bamforth, Board member for
NHS GGC; George Adam MSP; Dr Stuart
Ritchie, NHS Greater Glasgow & Clyde
HD Clinical Lead from 2006 – 2016.
John, from Bellahouston, said: “So often
people think of a disease as affecting one
person. However, Huntington’s disease
affects entire families from generation to
generation. When people find out that HD
is in their family it can have a devastating
impact, especially when they have no idea
where to turn.
“The HD Care Framework stands to change
that. Everything you need to know about
the disease is all there in one place, helping
and guiding families and health and social
care staff. We urge everyone who cares
about improving support for HD families to
get behind the Framework to shape care for

everyone who is impacted by this appalling
disease.”
John Eden, Chief Executive of Scottish
Huntington’s Association, said: “Family
members and a full range of health and
social care staff from across Greater
Glasgow and Clyde have been instrumental
in developing this tool. We owe so much to
them all for their guidance and support. This
is a hugely significant piece of work that, if
widely shared and used, has the potential to
make a real difference to people’s lives.”
The HD Care Framework has been
supported by the Scottish Government,
all parties in the Scottish Parliament,
the National Advisory Committee for
Neurological Conditions, NHS Boards,
Health & Social Care Partnerships, health
and social care staff, professional bodies,
HD family members, academics and
national and international third sector
partners. The National Framework can
be viewed at care.hdscotland.org. The

Greater Glasgow & Clyde version can be
viewed within the “Regional Frameworks”
section of the site.
As SHAre went to print, the final
preparations were being put in place
for the launch of the Highland Care
Framework for HD, which was due to
take place on Tuesday, 3 December at the
Centre for Health Science, Inverness. The
full story and pictures will be shared in the
Spring edition of SHAre.

Our Financial Wellbeing Service continues to work with families across Scotland. Here,
Head of Service, Jo Baldock, shares the most up to date information regarding changes
to a number of social security benefits.
The Scotland Act 2016 gave the Scottish Parliament new powers including responsibility for some social security benefits. Since
then, there has been substantial consultation and some changes have already come into force, with more still to come.
The main benefits being devolved are as follows:
Attendance Allowance
Carer’s Allowance

Disability Living Allowance

Personal Independence Payment

Industrial Injuries Disablement Benefit
Severe Disablement Allowance
Cold Weather Payment
Funeral Payment

Summary of the key changes so far:

Carers’ Allowance Supplement:

Those in receipt of Carers Allowance receive additional ‘top
up’ payments every 6 months which will increase in line with
inflation. For 2019/20, the payments are £226.20 in June and
December 2019.

Best Start Grant:

This replaces the Sure Start Maternity Grant and consists of three
payments to parents in receipt of means-tested benefits:
•
The Pregnancy and Baby Payment - £600 for first child, £300
for subsequent children - Began 10/12/18
•
Early Learning Payment £250 per child (paid when the child
is age 2 -3½) - Began 29/04/19
•
School Age Payment £250 per child starting Primary 1 Began 03/06/19

Funeral Support Payment:

Replaced the UK wide Funeral Payment from 16/09/19 for people
living in Scotland to help cover the cost of paying for a close
relative’s funeral. The eligibility criteria has been designed so that
access to this benefit is widened as compared to the previous DWP
benefit. The person who has main responsibility for the funeral can
apply as long as they are in receipt of means-tested benefits.
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Sure Start Maternity Grant
Winter Fuel Payment
Discretionary Housing
Payments

Young Carer Grant:
This is a new benefit for young carers aged 16-18 years who do
at least 16 hours of caring a week on average, but don’t receive
Carer’s Allowance. The person can add up the hours they spend
caring for more than one person to average 16 hours per week,
however each cared-for person must be in receipt of a qualifying
disability benefit. The Young Carer Grant is an annual £300
payment and this benefit opened for applications on 21/10/19.
For more information on any of the above, and for information on
further changes to the Social Security System in Scotland, please
see the following webpages:
https://www.gov.scot/policies/social-security/
https://www.mygov.scot/benefits/
For advice and support please contact the Financial Wellbeing
Service and we will be happy to provide more detailed advice in
relation to your own circumstances.
See our website for details of your local adviser, or contact
National Office on 0141 848 0308.
https://hdscotland.org/services/getting-specialist-financial-advice/

You, Me and HD Ambassadors
SHA’s You, Me and HD Ambassadors are
continuing to reach out in communities
all over Scotland to raise awareness about
Huntington’s disease and the work of SHA.

Fresh hope
in quest
to lower
Huntingtin
A study published in the
journal Nature last week
reported a possible new
way to lower levels of the
faulty protein that causes
Huntington’s disease (called
huntingtin).
Researchers turned to one of
the cell’s waste management
systems, called ‘autophagy’.
Autophagy is an orderly way for
cells to recycle unnecessary or
damaged parts.
The unwanted parts are
swallowed up by big bags of
digestive juices, and broken
down, just like garbage bags left
on the curb are thrown into a
garbage truck and hauled away.
Imagine if we had a set of
molecular ‘handcuffs’ that could
tether the mutant huntingtin
protein to the garbage truck?
Then it would always be
cleaned up, with no chance to
accumulate and cause problems
in the cell. That’s exactly what
a research team from Shanghai
set out to find.
They looked at a drug library
(a bank of drugs already
developed) and found two that,
in the lab, appear to do exactly
that job.
It’s another promising avenue
for future drug development
and one to keep an eye on.

In this edition of SHAre, we catch up with
Barbie Short (70) from Ayrshire and Ashley
Buchan (28), who is studying at the University
of Edinburgh. Their experiences are different
– but they both share a determination to
support their families and help to improve the
lives of the wider HD community.
Chief Executive John Eden said:
“We are grateful to all of our You, Me and

HD Ambassadors for helping to make a real
difference to how HD is understood in their
communities. Their efforts are moving forward
people’s awareness about the disease and how
they can make a real difference to the lives of the
families we support.”
To find out more, please email elizajane@
hdscotland.org. You can also watch the You,
Me and HD video https://hdscotland.org/
lets-talk-about-huntingtons-disease/.
The You, Me and HD campaign was made
possible thanks to a £5000 grant from the
James Tudor Foundation.

Barbie shares her hope for the future
Barbie Short, 70, is the You, Me and HD
Ambassador covering Ayrshire. A retired
specialist nurse, Barbie is passionate about the
need to increase the public’s understanding
about HD and takes every opportunity she
can to raise awareness.
“I’ve learned a lot more about Huntington’s
disease since my son Duncan met Marie, who
is now my wonderful daughter-in-law. Marie
lost her father and her brother to Huntington’s
disease, and two of her sisters are now in later
stages of HD and are being looked after in care
homes. Marie knows that she too will develop
symptoms, she just doesn’t know when. Her two
children, my grandchildren, may also carry the
gene.
“It’s important to me that I support not just my
loved ones but the many other families across
Scotland who are living with HD.
“I’m very inspired by Marie, who fundraises
and is a Trustee with Scottish Huntington’s
Association. Later this month, just a few
days before Christmas, Marie will receive her
MBE at Buckingham Palace in recognition
of her commitment to volunteering and her

determination to change the lives of people
living with Huntington’s disease. I couldn’t be
more proud of her.
“There’s great hope that research will bring
better treatments for future generations but
there’s so much that we can do to improve lives
today.
“This summer I took part in the charity’s My Zen
Run challenge, completing my first 5k run, to
raise funds. People will have seen me running
through Troon in my Scottish Huntington’s
Association t-shirt; it was a great way to start
conversations about the disease with passers-by
who all seemed very interested in what I was
doing and why.”

Edinburgh student gets people talking
about Huntington’s disease
PhD student Ashley Buchan, 28, is combining her studies in Edinburgh
with her role as the You, Me and HD Ambassador.
Ashley said:
“My gran and my uncle both had Huntington’s disease, so I knew it
was in our family but I don’t think I realised the full implications until
my mum Susan was diagnosed in 2010. She is only 60 and is very
determined but we’ve watched as the disease progresses and symptoms have started to emerge. We
are, of course, very worried about her.
“The biggest change we see is mood swings – Mum has a very quick temper now and her mobility is
starting to be affected although she is still keen to get out and about to walk the dog.
“I’m fortunate in that I don’t have the gene – I’m an only child so I’m where HD in our family stops – but I
honestly don’t know what we would have done without Scottish Huntington’s Association. The biggest
support has been the specialist nurse who visits my parents. My dad Gavin has also started going along
to the carers’ support group meetings, which he finds a great help.
“Volunteering as a You, Me and HD Ambassador to raise awareness about Huntington’s disease is one
of the ways that I can give back to the charity that does so much for families.”
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SHAre

Family Conference: Our 30th

There are so many people from the HD community who give of their time and skills to help make the work of SHA possible,
by raising vital funds and increasing awareness about Huntington’s disease in their communities and beyond. We are
grateful to each and every one of you for playing such an important part in our vision to achieve equal care for people
whose lives are impacted by HD.
Family members and the wider community helped to choose the winners of this year’s inaugural Volunteer Awards, which
were presented by our Patron Sarah Winckless MBE.

Most Inspiring Volunteer of the Year:
Marie Short MBE

Our Patron, Sarah Winckless MBE, said:
“Marie is a truly inspirational mother, wife, and daughter who is
committed to fundraising and raising awareness about Huntington’s
disease. She shares her talents and knowledge as a Trustee on the
SHA Board and her input is key to driving the charity forward while
ensuring that families remain at the heart of all that we do.
“A committed fundraiser, Marie has taken part in a trek to Nepal
and the Falkirk Wheel abseil. This year, working with our fundraising
team, Marie helped to launch My Zen Run, a virtual running
challenge to raise funds and awareness. It has been a great success,
with nearly 100 people taking part in its first year. Marie is already
looking at ways to build on this success for next year’s My Zen Run.
“This award is great preparation for when Marie travels to
Buckingham Palace in December to receive an MBE in recognition of
her services to volunteering.”

Volunteer Group of the Year:
Moray Support Group

Sarah said:
“Moray Support Group has been up and running
for the past 18 months – and what a difference it is
making for families.
“Everyone is welcomed as a new friend to the
regular support group meetings and, just as
importantly, the social activities which include
informal meet-ups over a coffee. The group is
determined to make sure that no one in Moray is
left to face HD alone.
“As if that wasn’t enough, Moray Support Group
members are fierce! They don’t take no for an
answer and after campaigning with the support
of SHA and lobbying MPs, MSPs, health and social
care officials, they have secured the appointment
of the first HD specialist nurse for Moray. A fantastic
achievement – and we have the feeling there is
more to come from our friends in Moray.”

Please join our fabulous family of volunteers. Or maybe you could organise an event?
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Anniversary Volunteer Award winners

Fundraising Champion of the Year:
Lauren Boag

Sarah said:
“Lauren puts so much effort into organising charity
events for this association! She has donated an
amazing £14,000 – and is raising awareness amongst
people who had never heard of Huntington's disease
before meeting her. Lauren has a busy lifestyle with
two young girls to bring up yet she still manages to
organise amazing events including a ladies’ night, a
dinner dance, afternoon tea and an evening with a
medium. Full of energy and great ideas, Lauren is a real
inspiration who makes her family, and SHA, proud.”

Young Volunteer of the Year: Bruce Wilson

Sarah said:
“Bruce is a fantastic volunteer and fundraiser for SHA. He has taken part
in the Great Wall of China Discovery Challenge and raised over £2500.
It doesn’t stop there – Bruce has organised fundraising events such as
bucket collections and pub quizzes. In addition, he has gone above and
beyond by creating HD-branded merchandise including bracelets and
bags to spread the word about HD and the work of SHA.
“Bruce is always the first to lend a helping hand, whether it’s appearing
in SHA videos to share his experiences and help others, or taking extra
responsibility at his local family branch by running the Hundred Up
Club.”

Volunteer of the Year: Gillian McNab
“What can we say about Gillian! If we’re looking for
someone to give a talk, be interviewed by the media or
jump out of a plane, we ask Gillian. And so far, Gillian has
said ‘Yes’ every time.
“Gillian is a busy working single mum yet she still finds
the energy and time to volunteer as a You, Me and HD
Ambassador, going out into her community to raise
awareness about Huntington’s disease and Scottish
Huntington’s Association.
“Earlier this year, Gillian leapt 10,000 feet out of a plane
– taking part in a skydive with her good pal Julie to raise
vital funds for SHA. Maybe just as nerve-wracking, Gillian
then went on to share her story with journalists, never
shying away from the challenges faced by HD families or
her own feelings about what’s to come.
“We are so thankful for wonderful volunteers like Gillian,
and all the award winners tonight. They make this work
possible – we couldn’t do it without them, who along with
the wider HD community, give such wonderful support.”

Call 0141 848 0308 to find out more....
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In tribute to Bill McLellan
We were deeply saddened to hear about
the death of SHA family member Bill
McLellan, Chair of the Tayside Family
Branch, who passed away on Monday,
28 October aged 69.
Following a career in the Merchant Navy
that took him all over the world, Bill moved
to Dundee where he met his late wife Irene.
Bill was a devoted husband to Irene, who
had Huntington’s disease. He cared for
Irene at home for as long as possible and
visited her every day when she moved into
a local care home.
Bill was involved with the local family
branch for many years and he, along with
others, played a role in lobbying health
providers and politicians to improve
services for HD families. This led to funding
for an HD specialist service for Dundee and
Perth, in 2003.
After losing his beloved Irene in 2016, Bill
continued to be active in the Tayside Family
Branch, sharing his ideas and knowledge in
support of other families whose lives were

affected by HD. He held a number of roles
during his many years with the branch,
most recently holding the post of Chair.
Bill liked to keep busy and joined the
team of volunteers in Coupar Angus,
helping out at the charity shops, collecting
donations and supporting the fundraising
in any way he could. Most recently, he
supported the Tayside Family Branch in
giving commemorative benches at two
local nursing homes to mark SHA’s 30th
Anniversary year and to provide a peaceful
seating area for families visiting loves ones
with Huntington’s disease.
Away from his volunteering activities, Bill
was big football fan and keen supporter of
Dundee FC.
Paula McFadyen, senior HD Specialist for
Tayside, said: “I first met Bill 16 years ago as
part of the interview process for my role with
the SHA and am privileged to have had the
opportunity to support him in his caring role
over the years. Despite the challenges he

faced, Bill was
an unassuming
man with a good
sense of humour
and that always
came through,
even in the later
stages of Irene’s
illness. I am
grateful to Bill for
having continued to support the work of the
SHA, as well as the support he continued to
offer to other family members.”
“I am thankful to have known Bill and
benefited a great deal from his insights as a
family member. He will be missed very much
by his friends in the Tayside Family Branch, the
Coupar Angus group and, I’m sure, by all who
knew him.”
Bill was a much loved father, grandad,
brother and uncle. Our sincere condolences
go to his family and friends.

Family Branch and Support Group updates
Lothian and Edinburgh Family Branch
The Lothian and Edinburgh Family Branch
resumed its meetings in September, when
they were joined by fundraisers Bruce
and Rocio who shared stories about their
exciting SHA fundraising trip to China.
The following month, in October, the group
continued its fundraising with a table sale.
We raised £500 despite the poor turnout.
At the end of October Jordan Cullen will
talk about her experience in attending the
EHA meeting in Bucharest. We rounded
off the year in November with our usual
Christmas carol night.
Tayside Family Branch
Tayside Family Branch continue to meet
on the second Wednesday of every

month, from 6pm – however, members
are reminded that there will no meeting in
January.
Christmas is coming – and members will
meet for a festive lunch on Tuesday, 17
December.
And finally, many thanks to the volunteers
in Cooper Angus who worked so hard to
raise funds and awareness through the
charity shop. Another great success!
Moray Support Group
Families continue to enjoy the support
and friendship offered by our new
specialist nurse Sheila Catto. It’s early days
but families in remote areas are already
benefiting from Sheila’s support.

Members who attend the weekly gym
sessions run by the Parkinson’s Group
every Thursday at Linkwood are reporting
positive results, including improved
balance and coordination. It’s free of charge
to go along – and that includes a cup of
coffee and a chat afterwards.
As SHAre went to press, plans were being
made for a group Christmas lunch in Elgin
– members were to be informed about the
venue, date and time.
Just a wee reminder that it’s worth
checking out the Moray Huntington’s
Support Group Facebook page for regular
updates on activity. It gets a lot of visits so
it’s effective! The group is also pleased that
one of its local families is involved in the
most recent trials.

Brian’s story
Chair of the Moray Support Group
Brian Watt, 64, from Elgin talks classic
cars, raising awareness about HD and
campaigning for improved services for
families.

“I’ve had four TVR sports cars, an MGB
Roadster, an Alfa Romeo Spider and now I
have a 1996 Mini Cooper, so I jumped at the
chance to join Moray Motor Museum as parttime curator. I enjoy meeting people.

“My father died in 1988 and my sister, who
lives in Canada, is now in 24/7 care. I knew I
was at 50% risk but because I’ve always been
active and felt healthy, it was a shock when I
tested positive in 2016.

“That social connection is vital and knowing
that many HD families felt unsupported, I set
about re-starting the Moray Support Group.
Since March 2018, it’s grown to become
one of the most active HD groups. We get
together for a coffee and a blether in between
meetings too.

“It floored me but then I started to think about
what to do next. I took early retirement after
38 years in the whisky industry. Physically I’m
very good but I do feel fatigue more and I can
be clumsy.
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“When my father died 31 years ago there was
no specialist HD care in Moray and little had
changed since. As a group, with the support

of SHA and Professor Zosia at ARI Genetics
Aberdeen, we began campaigning and
earlier this year the first specialist HD nurse for
Moray started in post. What a difference! But
there’s more to do and we’re here to fundraise,
increase awareness and fight for equal care
for the HD community.”

SPRING 2016
As we look forward to the year ahead, SHAYP continues to work hard to ensure that
children and young people in families impacted by HD have access to the right support
for them. Since the last edition of SHAre, there have been lots of exciting things
happening!

8-12 Zoo Trip

Eleven children attended our 8-12 trip to Edinburgh Zoo. We had
great fun exploring the Zoo, looking at and learning about the
animals. The group saw rhinos, tigers, koalas, zebras, monkeys and
meerkats, to name but a few of the animals. A highlight of the day
was watching the penguin parade – and making sure they didn't
steal our sweets! The group enjoyed a picnic lunch and even had
time to play at the play park. It was a wonderful day.

Youth Ambassador and Peer
Support Programme

SHAYP is in the process of developing a Youth Ambassador and
Peer Support Programme (YAPS) for young people aged 16 to 30
living in HD families. The YAPS programme aims to develop the
young people’s skills and confidence as volunteers with SHAYP
at group activities, summer camps and residential trips. They will
also be asked to deliver awareness-raising sessions and provide
peer support to other young people from HD families. This is an
exciting opportunity and is being developed following feedback
from young people who have requested more formalised training,
along with the opportunity to share the knowledge and expertise
they have gained growing up in a family impacted by HD.

13-17 Blackpool Residential
Social Media

SHAYP continues to add content to its various social media
platforms, including research round-ups, newsletter updates,
and HD Talks. If you haven’t already viewed our SHAYP Talks
series, search SHA youth on YouTube to find videos that explore
Genetic Testing, Huntington’s Disease Management Clinic
and Enroll-HD. It is great to see our young people and families
engage with our online content and to receive such positive
feedback. We’re always looking for more ideas, so get in touch
with a member of the SHAYP team if you have a lightbulb
moment!

Following the success of last year’s Blackpool Residential, and
requests from the young people to go back, the 13-17 group
made a return visit in October. Nineteen young people and
SHAYP staff enjoyed fun activities and group work that looked at
the roles of professionals in HD families. Following HD-focused
sessions, we visited Blackpool Pleasure Beach and Central Pier.
The group had an amazing time on rollercoasters, ghost trains,
dodgems and carousels. It was a great few days away and the
young people a pleasure to be with. It also demonstrated the
real value of peer support and the friendships the young people
have made.

2020 Plans

We are busy filling up our diary for 2020 and our calendar
of activities will be posted on SHAYPs Facebook page in the
New Year. Highlights will include a post-Christmas activity in
January; 8-12 residential and group work; summer camp; 13-17
residential and group work; SHAYP’s programme; and the Young
Adults Conference, in association with HDYO.

Scott’s Story

In this edition of SHAre, we
catch up with Scott Simpson,
30, from Fife, who volunteers
at our summer camps. This is
Scott’s story:

from HD families and finding
out more about the condition,
the research that’s taking place
and Scottish Huntington’s
Association.

“My dad passed away when I was
12, and I was 18 when I found out
that I’d inherited the HD gene. I
sort of gave up on things after
that, and didn’t really have the
motivation to go through college
or anything.

“I hadn’t told my friends about
my HD diagnosis – I spoke to
them about it for the first time
after that first summer camp.
They were really positive and it
made me wonder why I’d tried to
keep it a secret for all those years.

“Scottish Huntington’s
Association’s youth service was
always there if I needed support
over the years, and when I was 26
they invited me to volunteer at
their summer camp. It was great
for meeting other young people

“It really inspired me to give
something back to Scottish
Huntington’s Association, which
has been such a support for me
and countless other HD families,
and I’ve volunteered every year
since.

“I also do a bit of fundraising. I
ran a 12k obstacle challenge and
was really touched by everyone’s
generosity. I’m still entering
events and pushing myself to do
tougher races, so I’ve found a new
hobby in the process.”
“I play a bit of five-a-side
football a couple of times a
week, it can be pretty brutal,
but my real passion is films.
I watch a lot of films and
really analyse them, exploring the
dialogue, characters and
film-making techniques.
“With two of my friends, we
decided to make our own film.
It got really involved, we did a

lot of planning, brainstorming
ideas, storyboarding, scripting
before we even picked up a
camera. It probably took about
three years to make from the
first conversation to the final
version. I’m really proud of the
finished result and would like to
make another one.”
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Fundraising challenges

in brief

Highland Fling Bridge Swing

Are you up for the Highland Fling
Bridge Swing? This fundraising challenge will
take place on Sunday, 23 February 2020. You’ll
start at 40 metres above the river Garry, drop
15 metres then swing over the river. Contact
fundraiser Hannah Platt for more details on this
adrenaline pumping event!
hannah.platt@hdscotland.org

Summer Camp 2020
funding secured
Shared Care Scotland Creative Breaks
Fund has awarded SHA £17,385 for
next year’s summer camp at Lagganlia
near Aviemore in the Highlands. Over
50 young people, volunteers and our
dedicated SHAyp staff will take to
the hills for a week-long adventure of
outdoor education and fun. A big thanks
to all the funders who are making the
2020 summer camp a reality for the
young people who look forward to it
every year.

Financial Wellbeing
Service
Our funding partners, the Robertson
Trust, have awarded a further £35,500
to our Financial Wellbeing Service for
another year. This is great news for
families facing hardship or a change in
circumstances as a result of HD.

Lauren does it again!

Our Fundraiser of the Year
Lauren Boag organised a
wonderful winterland dinner dance
in Aberdeen. The glitzy event had
a live band, raffle and lots of dancing!
Lauren raised £2500 bringing her
total fundraising total to £13,800 for
SHA. Amazing!

5 Ferries Challenge

A great big thanks to Deborah O’Hara,
pictured left, and her friend who
completed the 5 Ferries Challenge on their
bicycles and raised nearly £300,
including Gift Aid, from family and friends in
aid of SHA. Deborah said it all went well and
they never missed a sailing. The cyclists even
managed to squeeze in a wee visit to the Isle
of Arran Distillery during their challenge!

Get ready to
run a-Zen!

Thank you!
A huge thanks goes to one of our
supporters in Inverness who donated
£4000 to SHA. With Gift Aid this is
increased to £5000 which will support
our work in the Highlands. Such
kindness is so valuable in the fight
against HD.

Legacy Gifts
The Association was remembered
in two Wills recently amounting to a
total of £60,000, for which we are truly
thankful. McClure Solicitors are now
charity partners with SHA and they are
offering a free Wills for Charity Service.
You get the Will you need and funds are
raised for SHA to help us to continue our
valuable work.
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Pete with
Melissa, Rita
and presenter
Bryan Burnett

Melissa and gran Rita
talk about impact of
Children in Need funding

Radio Scotland presenter Bryan Burnett
interviewed SHAYP specialist youth
advisor Pete Carruthers and family
members Melissa Young and her gran
Rita Donaldson in the run-up to the
annual BBC Children In Need appeal.
SHA receives funding from Children In
Need and Melissa and Rita did a fantastic
job of helping listeners to understand
the difference the money makes for
families in Scotland. You can listen to the
interview at https://www.bbc.co.uk/
programmes/p07tvyq2

Thank you to everyone
who took part in our
first My Zen Run, the virtual
challenge that had nearly 100
people pulling on their running
shoes and clocking up the miles.
Our fantastic Zenners raised nearly
£6000 – a fantastic achievement.
We’re now busy planning our 2020
My Zen Run so watch this space for
more details! Contact:
Linda.Winters@hdscotland.org

Hugh Heath ran
170 miles in
support of
HD families.
Fantastic!

Thanks to our supporters, SHA is
reaching more people than ever
before with lifeline family services that
make the difference between coping
and not coping. However, there is so
much more that we can do to be here
for everyone in Scotland whose life is
impacted by HD.
That is why, to celebrate this traditional
season of giving and the New Year
to come, we have launched Cup O’
Kindness, a new campaign inspired by
Rabbie Burns’ Auld Lang Syne and the
family grassroots movement that led to
the founding of SHA.
Cup O’ Kindness is increasing awareness
about HD and bringing hope and help
to families all over Scotland by raising
the funds we need to deliver vital
services. These include the network of
HD specialists across the country; SHAYP,
our world-leading youth outreach; and
the Financial Wellbeing Service which is
helping to alleviate the hardship faced
by many people and families in the HD
community.
We are thankful to all of the families
who are supporting the campaign by
telling their stories and talking about the
impact of HD on their lives.
Families including the Newports, from
Fife. Mum Wendy no longer lives at home
because of the severity of her symptoms,
and is visited by her teenage children
Tiffany and Declan two or three times a
week.
Tiffany said:
“We used to do the Christmas markets and
go over to Edinburgh at this time of year,
before Mum’s symptoms got too bad, but
that’s all stopped now. Mum can’t come

to see us in the house now so we visit her
here where there are more people to help if
something was to happen.
“Because it’s passed down through the
generations, Huntington’s disease is never
just about one person. There’s a chance
of us getting it and we keep hoping that
it doesn’t happen. There’s no cure, and we
don’t know if or when there will be a cure,
so in the meantime we hope
people will understand what it’s
like to have Huntington’s disease,
and how the right support helps
us as a family.”
Wendy, Declan and Tiffany tell
their story in the new Cup O’
Kindness video, which can be
viewed at https://
hdscotland.org/cup-okindness/. Families will also
feature in a series of Cup O
Kindness social media posts,
blogs and website stories
to build momentum as the
campaign progresses.
Please support Cup O’ Kindness
at this special time of year. A
one-off donation of £10 – or
whatever you choose to give
– will make a real difference to
the lives of HD families. Or you
might consider giving a gift
that lasts all year by setting up a
regular donation to SHA.
There are many other ways
to get involved too – tell your
friends and work colleagues,
or nominate Cup O’ Kindness
to receive any donations
generated by workplace festive
fundraising. Help spread the
word by liking, re-tweeting

and commenting on Cup O’ Kindness
social media posts. Organise a bucket
collection in your community or plan a
fundraising event – an SHA Burns Night
would be amazing!
To find out more about Cup O’ Kindness,
please visit https://hdscotland.org/cupo-kindness/, which runs to Friday, 31
January.

DATES FOR
YOUR DIARY
Family Ceilidh
Saturday 14 March 2020
Sponsored Ultimate Zipwire Challenge
Saturday 25 April 2020
Sponsored Skydive
Saturday 16 May 2020
Sponsored Wing Walk
Sunday 17 May 2020
Sponsored Walk of Hope Ben
Nevis at Night
Saturday 6 and Sunday 7 June 2020
Sponsored virtual running event
My Zen Run
during August and September 2020

Dr John Cater is happy in his retirement, taking
pleasure in pursuing new interests including his talent
for art.

Reflective memories of one who was caught up in war
Dr John Cater, from Fife, and HD
specialist nurse Nicola Johns, worked
together on this fascinating account
of John’s life. From an internment
camp in Shanghai during WW2 to
a medical career as a consultant
paediatrician, John was diagnosed
with HD nearly 15 years ago.
Here, in his own words, John tells his
story:
On the 4 April 1943, on my fifth
birthday, I was interned in the Lunghua
Civilian Assembly Centre, Shanghai.
My father, mother and two sisters were
interned with me and together we
remained in the prisoner of war camp for
28 months, until our release in August
1945.
As a very young boy, I was not frightened
at the time. I thought the Japanese would
treat us ‘normally’ and I would be able to
deal with my changed life. It would be an
adventure. However, as the harsh reality
hit home, I found it more and more difficult
to cope.
The main horror for me was the starvation.
We would be offered ‘congee’, a very runny,
porridge-like substance, every morning.
If we did not eat this, we got nothing.
Disgusting as it was, I tolerated it, however,
my sisters, did not. The sheer deprivation
of this lack of food had an immense
impact on my life and rather than go to

the camp school, I would spend prolonged
periods just lying in my bed. I developed an
umbilical hernia.

years. I believe I am a caring person,
and I have three daughters and three
granddaughters.

War causes complete breakdown of food
supplies and consequent starvation.
Throughout my life, medical doctors have
questioned me a lot about my time in
the camp, wondering what I have gone
through. I feel this has had a detrimental
impact on me and, as a consequence, I
have never really opened up about this
horrific experience.

I’ve never really known where the family
history of Huntington’s disease came from.
I think it was from my mother’s side, but I’m
not sure. It was a shock to receive a positive
test result when I was in my late sixties. I
knew that I was having some difficulties
and had given up work at the age of 59.

Fortunately, my parents were both medical
doctors. My father set up a medical school
within the camp and pilfered bodies from
the graves and paddy fields to build a
skeleton for training purposes. Because of
their academic backgrounds, both having
studied at Cambridge, my father got on
very well with the Commandant and felt
because of this, our family was treated
slightly better.
I witnessed a number of war atrocities.
I saw fellow prisoners being ill-treated,
taking a beating and suffering immense
pain. Families were all crammed together
in accommodation ‘blocks’.
After our release from the camp, we
went back to our home – and carried on
with life as normal. I take my interest in
medicine from my parents and worked
as a Consultant Paediatrician for 20

In 2007, I became a client of the SHA,
and have engaged well over the past 12
years. Sadly, my wife and I had a marriage
break-up four years ago after 51 years
of marriage. I wanted to live on my own
and make my own way in life. I wanted
to decide what to have for my tea and
whether or not to have a long lie at the
weekend. I have a small support package
and I manage very well.
I’m happy and enjoy life. My daughters
all live abroad and they visit as often as
they can. At the age of 81, I’ve joined new
clubs and my social life is packed. I go to
an art club twice a week and many of my
paintings are on display in my home.
I believe that my father and other prisoners
kept a record of their time in the camp and
their written account is now held at the
Royal College of Physicians, Edinburgh.

