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Meet our new YAPS recruits! Turn to page 9 to find out
more about the work of this fantastic volunteer team.

Specialist services extended to southern Scotland
Development of specialist services in
southern Scotland has taken a major
step forward with the appointment
of a Clinical Lead for HD in Dumfries
& Galloway and moves to recruit a
part-time HD Specialist.

provided through a ‘virtual team’ made
up of existing rehabilitation team
members. We are delighted, however,
that a new part-time HD Specialist post
has been funded.”
SHA National Care Framework Lead,
Alistair Haw, welcomed the move.

NHS Dumfries & Galloway are funding
the posts following work on the
Dumfries & Galloway Care Framework
for HD, the localised version of the
National Framework.
Pioneered by SHA to ensure families
receive the best care, regardless of
where in Scotland they live, the project
highlighted gaps in vital services in
Dumfries & Galloway.
Now newly-recruited Clinical
Lead for HD, Consultant Clinical
Neuropsychologist Dr John Higgon, is
in post and looking forward to meeting
families in the area.
He said: “Huntington’s disease places
a tremendous burden on families

and, because it’s rare, there’s little
understanding about it amongst the
general public. As a psychologist, I’m
aware it’s the psychological and social,
as much as the medical and neurological
problems, that contribute to this burden.
“Dumfries and Galloway is a relatively
small health board and the number of
families with HD is not high. Because we
won’t have a dedicated multi-disciplinary
HD team, much of the service will be

“The Dumfries & Galloway Care
Framework for Huntington’s Disease
is complete, and will go live on care.
hdscotland.org as soon as the HD
Specialist is in post alongside the new HD
Clinical Lead,” he said.
“Scottish Borders will be the only
remaining mainland NHS Board area
without a local Framework and specialist
staff. SHA continues to work with Scottish
Borders on this and we hope to have
something in place soon.”

Highland launch:
Full story P5

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

SHAre

HD Voices
The SHA’s three priorities are:
supporting the search for a treatment
of HD, ensuring families have access to
the support and services they need to
have a good quality of life, and raising
awareness.
When I joined SHA 20 years ago, raising
awareness about HD was a difficult task.
Most families lived in the grip of stigma
and fear so telling the story of HD was
difficult. Moreover, coverage tended
to dwell on tragedy and negativity,
reinforcing the doom that surrounded
the condition.
I hope you have had the opportunity
to see or hear some of the prominent
coverage HD has received over recent
weeks on radio, television and in the
national and local press.
What has been crucial to each story is
the voice of an individual living with
HD. Sandy Patience featured on BBC
Scotland’s flagship news program, The
Nine, and talked about his participation
in the phase three clinical trial being
run by Roche. He was so engaging as
he shared his hopes for a treatment for
himself and everyone living with HD
and his personal journey with HD was
moving and powerful.
By sharing his moving story,
Sandy reached thousands of
people and helped to raise
much-needed awareness.
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In December, one of our Trustees,
Marie Short, was awarded an MBE
by Prince William and her local
newspaper, The Falkirk Herald,
shared her stories – the award
article ran at Christmas time, and
the following month there was a full
page interview with Marie about
her experiences of living with HD and
her hopes for the future.
At our family conference in November
2019, Gillian McNab was awarded
Volunteer of the Year, in part for her
work as a Volunteer Ambassador for the
You, Me and HD program. Gillian has
now delivered over a dozen talks and
presentations to community groups
around the West of Scotland – and
featured on the front page of her local
paper in Lanarkshire!
Most recently, talented musician
Christian Todd spoke to the Sunday Mail
about his hopes and his determination
to help raise awareness about HD, in a
double-page feature spread.
Today people living with HD are
changing the conversation; they have
turned the page and are writing a new
story about a challenging condition,

but one which cannot equal the
strength of the human spirit. And each
story of overcoming the fear of telling
others about HD, of living to the full
and finding the best in life, despite
the challenges and trials, is an act of
transformation because together this
community is reshaping what life with
HD means.
When the hope of a treatment becomes
a reality (and my sincerest belief is,
that is on the horizon) I believe the HD
community in Scotland and elsewhere
in the world will finally banish, for good,
the fear and stigma that has surrounded
HD for so long.
On that day, we can all celebrate
the close of a challenging chapter in
the history of the condition and the
beginning of a new one.

Karen Sutherland, Operations Manager, brings
you up to date with the work of the Adult
Clinical Service teams across Scotland.
Our CEO John Eden will be moving on to pastures new
this summer. John will be dearly missed, and it will
mean big changes for staff - a degree of apprehension
is understandable but, at the same time, we’re looking
forward to the new challenges.

There’s no doubt that Scotland, the UK and the wider
world is in the midst of one of the most challenging
chapters of this century as a result of Coronavirus.
It’s important that we look after ourselves and one
another, and never more so than right now.
SHA’s staff are committed to safeguarding the lifeline
services relied up on by so many families, and I am proud
of how they are responding to the drastic life and work
changes caused by this unprecedented health crisis.
We’ve changed the way we work with families, in line with
the latest Government guidelines, and put additional
measures in place to minimise risk to clients, families, staff
and volunteers. For example, replacing home visits and
face-to-face meetings with telephone consultations mean
we are staying connected and ensuring that families are
receiving the support they need. We’re also trialing the use
of Skype, Zoom and other video conferencing options.
As you know, the situation and advice around COVID-19
is evolving day by day, so it’s worth checking our website
(www.hdscotland.org) for updates about services,
support and events. Staying informed about latest
government advice about how to protect yourself and
your loved ones is also vital – information can be found on
the NHS Inform website (www.nhsinform.scot)
Unfortunately, an impact on SHA’s key events is
unavoidable and we’ve had to make some tough decisions
– this year’s Carers’ Conference, which was due to take
place in May, will not go ahead, and a number of spring
activities run by SHAYP, our youth support service, have
also been cancelled. Again, please check our social media
and website for the latest event updates.
Keeping our fingers crossed, we’re continuing to plan our
Family Conference, which is scheduled to take place at the
Marriot Hotel, Edinburgh, on Saturday, 17 October 2020.
More details will be shared in the next edition of SHAre.
Despite the many challenges, we’re determined to
maintain a ‘business as usual’ approach as far as possible.
Having bid a sad farewell to Fundraising Manager
Dougie Peddie, who retired at the end of February, we’ve
welcomed Lee Johnstone, who joined us from Barnardo’s
Scotland as Head of Fundraising.

It’s been a busy time for recruitment in other areas too, as
we begin to fill existing roles and the new vacancies that
are key to strengthening service provision across Scotland.
Recently advertised positions have included HD specialist
roles in Ayrshire (to fill Julie’s post) and Lothian (to backfill
the post previously held by Trevor, who is now a Senior HD
Specialist) and Grampian (as a result of Liz’s plans to reduce
her hours before retiring in October).
Two new Team Leader posts were approved by SHA’s Board
of Directors to support the Operations Manager, and we
are also recruiting an admin worker and HD Specialist the
Glasgow service following the sad departures of Anita
Dasgupta, who held the admin position for nearly 20 years,
and Gillian Blair, long-serving Glasgow HD Specialist. We
wish Anita and Gillian all the best in their new roles, they
will be sadly missed by clients, families and colleagues in
Glasgow and across SHA.
The clinical trials, involving participants from Glasgow,
Grampian and Highland services, continue to progress. Fife
had their first two participants take part (very successfully)
in the Clarity Trials with only 28 more to go. Well done
everyone!
Work on developing the localised Frameworks has been
welcomed by families. Following the successful launches in
late 2019 in Greater Glasgow and Clyde and the Highlands,
work on the Tayside & Forth Valley Framework is now
complete and online. There is, however, ongoing work to
be completed by NHS Boards to put more resources in
place before the formal launch takes place. Dumfries &
Galloway is also complete and awaits outstanding details
to be confirmed by NHS Board before going live on the
website and a launch date is confirmed.
Work is just about to start in the Borders, the only
remaining NHS Board not to have a Framework in place.
Most services (but not all) have had great success setting
up new support groups, building on the great work
previously led by Isobel Darroch, who retired last year. For
information about groups in your area, please contact local
teams.
And finally, the Glasgow service and Youth Service are now
well settled in their new accommodation at the National
Office in Linwood. Their phone numbers and emails remain
the same should you need to contact them.
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SHAre
Family Branch and Support Group updates

Moray Support Group
Busy times as ever in Moray! Members continue to work
with a number of partners to progress the launch of the
Moray HD Framework, after Chair Brian Watt delivered
a powerful presentation as guest family speaker at the
launch of the Highland HD Framework in Inverness
towards the end of 2019.
As Brian says, the Highland event was a great opportunity to
‘network, meet new people and catch up over a cuppa!’
Group meetings continue to be well attended – the last
meeting of 2019 was attended for the second time by local

MSP Richard Lochhead. Members hope to welcome a local
GP, who has previous HD experience, as a visitor to the next
meeting.
Finally, it is with great sadness that we share news of the
death of Meg Savage, wife of Moray Support Group member
Jock. Meg passed away peacefully at Nairn and our thoughts
and condolences are with her family. Jock cared for Meg
with such devotion, while supporting other families in
the HD community both at meetings and by fundraising/
campaigning for dedicated services.

Edinburgh and Lothian Family Branch

Lanarkshire Family Branch

For the January meeting, we invited Roisin Eadie, SHA
Communications Officer, to join us and meet the families. Roisin
gave an informative talk about of her role with the SHA so far and
what’s to come.

The Lanarkshire branch has been looking
at how best to support carers in North and
South Lanarkshire. As a result, it now intends
to hold monthly meetings alternately in
South and North Lanarkshire to make it
easier for more people to attend.

After a few years’ absence the Bonnyrigg Duck Race was held at the
end of the month. Bill MacDonald , the organiser, split the proceeds
between our branch and Children’s 1st as in previous year. £1500 was
raised.
We also welcomed a few new families join us, which is excellent.

Carers will, of course, be welcome to attend
both groups.
Each meeting will include guest speakers and
there will be time for support, information
sharing and meeting friends old and new over
tea and coffee.
The first meeting for South Lanarkshire was
held in March at Lifestyles Fairhill, Neilsland
Road, Hamilton, ML3 8HJ. North Lanarkshire
meetings will be held at Airdrie Locality
Support Service, 92 Hallcraig Street, Airdrie,
ML3 8HJ.

Great fun was had by
all at the Bonnyrigg
Duck Race
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Dates and times will be announced when
current restrictions around social gatherings are
lifted, so watch this space for more details!

Families welcome launch of Highland Care Framework for HD
Families in Highland have welcomed
the launch of the Highland Care
Framework for HD that seeks to
ensure they receive the best possible
care and support.
It means families and health and
social care staff now have access to
a comprehensive online register of
resources designed to assist HD families
throughout the NHS Highland area.
The Framework signposts up-to-date
information about the care and support
that’s required for HD families, from
being tested for the disease, getting
help with symptoms, help with finance
and employment issues, help for young
people and carers, care at the end of life,
getting information about research and
much more besides.
The Care Framework for HD was
pioneered by the Scottish Huntington’s
Association and has been backed by
the Scottish Government. It is the first
of its kind in the world and is seen as a
model for HD care internationally and
also for other long-term conditions here
at home.
Edwin Sinclair, from Thurso, attended
the event, which was held in the
Centre for Health Science at Raigmore
Hospital, Inverness. He said:
“I have been married to my wife for 40
years next year and have worked offshore
and abroad as a Mechanical Technician
for the last 30 years. Unfortunately, I was
diagnosed with Huntington’s disease
when I was 58 years of age and have
now retired. I have two daughters and
two granddaughters. I have seen my
grandfather, father and brother all die with

Huntington’s disease.
“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.”
Oban-based Highlands and Islands
MSP Donald Cameron addressed the
launch via video link from the Scottish
Parliament.
He said:
“When I became an MSP the first motion I
tabled was welcoming the National Care
Framework for HD and encouraging MSPs
from across all parties to get behind it.
I’m encouraged to hear there has been
interest in the Framework amongst
the international HD community, and
also here at home in terms of it being a
potential model for other neurological
conditions.”
Claire Wood, Associate Director, Allied
Health Professionals, NHS Highland
said:
“It’s fantastic to see families and staff from
all across Highland coming together to
shape this excellent tool. Whether you
are an HD family member or a member
of health and social care staff everything
you need to know about HD and its
treatment is available within this excellent
Framework.”
Professor Zosia Miedzybrodzka University of Aberdeen Professor of

Medical Genetics, Consultant in Clinical
Genetics and HD Clinical Lead for NHS
Highland - said:
“The north of Scotland has amongst the
highest recorded prevalence of HD in the
world, and was one of the first places to
have specialised clinics and healthcare
for HD. Having led clinics for families with
HD across the North of Scotland for ten
years, I am aware of how complex the
needs of these families are. This Framework
brings together local information with
professional guidance to let health
and social care staff know what care is
required, and when.”
John Eden, Chief Executive of Scottish
Huntington’s Association, said:
“Family members and a full range of
health and social care staff from across
NHS Highland 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
& 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 Highland
version can be viewed within the
“Regional Frameworks” section of the
site.
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Family join Marie for
MBE presentation at
Buckingham Palace
Scottish Huntington’s Association (SHA) Trustee and
volunteer fundraiser Marie Short, from Falkirk, was
presented with an MBE by the Duke of Cambridge at a
ceremony in Buckingham Palace.
The investiture took place on Thursday, 19 December 2019 at
the Royal residence, where Marie was joined by her husband
Duncan, their two children Arran and Amy, and her mum Rose
Heath to celebrate the special day as a family.
It was announced in the Queen’s Birthday Honours list in
June that Marie (48), from Falkirk, was to be recognised for
volunteer work that includes supporting people affected by
Huntington’s disease (HD) as a Trustee and fundraiser with
Scottish Huntington’s Association (SHA).
Speaking after the investiture ceremony, Marie said:
“It was an amazing experience, and to be able to enjoy it with my
family made it all the more special. I am humbled and thrilled
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to receive such an honour, which I do on behalf of every single
family affected by Huntington’s disease.
“I am indebted to everyone who has supported my fundraising
and awareness-raising campaigns over the years – thank you for
digging deep and spreading the word in support of families
living with this disease. I really want this to shine a light on our
community and to be an opportunity to start conversations
about Huntington’s disease.”
Marie enjoyed a brief conversation with the Duke of
Cambridge, during which he asked about Scottish
Huntington’s Association and thanked her for supporting the
charity’s work and the wider HD community.
“It was wonderful to have the chance to talk to the Duke of
Cambridge about the charity and the work it does in partnership
with families and supporters. I thanked him for the opportunity
to help raise awareness about Huntington’s disease,” said Marie.

You, Me & HD

Breaks
Through

One year ago, during our 30th Anniversary celebrations,
SHA launched You, Me and HD, a landmark awarenessraising project led by the HD community, the most powerful
voice for change in the care and support of people living
with Huntington’s disease.
The James Tudor Foundation-funded campaign has now drawn
to a close, and we are grateful to the family members who made
it such a success. As You, Me and HD Volunteer Ambassadors,
they stepped out into their communities, shared their
experiences and helped to break through the stigma and lack of
understanding that, still today, can surround HD.
For most, it was the first time that they had taken part in such a
campaign, and many were new to public speaking, which

makes their achievements all the more impressive. Following an
intense one-day training session under the guidance of project
leads, Liz McConnell and Lindsay Wilson, our You, Me and HD
Ambassadors delivered a fantastic range of talks, events and
awareness-raising activities across Scotland.
From speaking to church groups and nursing societies, to
chatting to football fans on match days, they inspired a fantastic
response from many people, most of whom had, until then, very
little knowledge or understanding about Huntington’s disease.
“The talk was delivered by someone who clearly speaks from
the heart and cares. Their personal story was very impactful and
moving, especially because the speaker has the condition yet
maintains an incredibly positive attitude,” said one person who
attended a You, Me and HD presentation.
In total, our You, Me and HD Volunteer Ambassadors carried out
17 awareness-raising activities. Four of them also chose to raise
even more awareness by sharing their stories on social media
and through the local press.
Now we are looking at what we can learn from the campaign,
what we can do to build on this momentum and how we can
best support more members of the HD community who would
like to become involved in this vital element of our work.
It’s especially heartening to know that some of our Volunteer
Ambassadors intend to carry on raising awareness after
experiencing such a positive reaction from the people they met,
and growing in confidence as the campaign progressed.

Darren vows to continue speaking out about HD
Darren Clark, 28, is determined to carry on raising awareness
about Huntington’s disease after taking part in the campaign.
Born and raised in Irvine, Darren works as a Sales Administrator at
Impact Test Equipment in Stevenston and is looking forward to
celebrating his first wedding anniversary after tying the knot with
his long-term girlfriend Robyn last summer.
He said:
“I lost my mum Dorothy to HD in July 2018, she was only 58 when she
died. My grandpa and my uncle had the disease as well, and because
the faulty gene is hereditary, there’s a chance that I will develop it too.
“For now, I’m living life to the full. I married my long-term girlfriend
Robyn earlier this year, it was a wonderful wedding but bittersweet
because Mum wasn’t with us on our special day. Robyn helped to
care for my mum so she’s seen how the disease progresses. She is very
supportive and has joined me as a volunteer speaker for Scottish
Huntington’s Association.
“We want people to know just how awful this disease is, not just for
the person who has HD but also for their family and the people who
love them. I grew up knowing Mum was ill, and over the years it got
worse as the HD symptoms progressed. Mum had to give up driving
then started to walk less. It’s heartbreaking to watch someone you
love being overwhelmed mentally and physically to the point where
they are in a wheelchair and need 24-hour care.”
Darren has been involved in a number of events in aid of SHA,
raising thousands of pounds to provide lifeline services, including
HD specialists, the youth support team and the financial
wellbeing service. He is very active on social media and when his

story was shared on the SHA Facebook page, it fast became one of
the most-liked and shared posts ever to appear our social media
channels.
Darren said:
“I haven’t been tested so I don’t know what’s ahead for me. For
now, I’m happy living my life with Robyn, fundraising and speaking
out to increase awareness. Scottish Huntington’s Association is a
great support for my family, and volunteering as a You, Me and HD
ambassador to raise awareneness.”
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Research news

results rock the boat
WAVE, who are conducting a phase
1a/2b trial for their anit sense
oligonucleic acid which targets
only the gene that has the genetic change which causes HD, have
shared some important news.

drug. As a result, WAVE lost 50 per cent
of its share value!

altered. We don’t know that for sure,
but it’s a good explanation.

They released initial data from the trial
which showed their investigational
medicinal product (IMP) did reduce
levels of the faulty Huntingtin protein
in spinal fluid by 12 per cent overall.

The way these results have been
interpreted by the market is
misleading and is likely based on a
misunderstanding about how the
measurements were done. Scientists
can measure the faulty protein
accurately, and they can also measure
the total levels of both the faulty and
‘normal’ protein.

The fact remains that we do know, at
relatively low doses, the WAVE drug
is lowering the faulty protein and the
next step is for them to add another
dose level to the trial, which is exactly
what they intend to do this year.

The stock market has reacted
unfavourably to some of the other
headline results which showed that
overall the levels of Huntingtin protein
were unchanged between those
receiving the placebo and the active

They can’t, however, measure ‘normal’
protein alone. This leads to one
possible interpretation that although
the total levels of the Huntingtin
protein seem unchanged, the ratio
of faulty to ‘normal’ protein has been

This is a story very much still in the
making and there’s nothing to be
gained by believing the negative
hype when there is still good reason
for optimism; time will bring greater
clarity about the efficacy of this IMP.
More details at
https://en.hdbuzz.net/277

Roche phase 1a/2b complete
Keen followers of the current clinical research in
Huntington’s disease may will know that Roche have
completed a phase 1a/2b trial and are now running a
phase 2b/3a trial for their experimental drug, called
RG6042. Roche have now announced a new name for
the drug – Tominersen (sure to get shortened to ‘Tomi’!).
In addition, Roche have also released data from the open
label extension. That’s the group of folk with HD who
participated in the phase 1b/2a trial, but continue to receive
the treatment.
You can see the full results by following this link.
https://medically.roche.com/en/search/
pdfviewer.839447e4-e197-42d3-b3de-0c53c1fd89ae.ht
ml?cid=slpsxx2002nehdchdi2020&fbclid=IwAR1iwJZX
RjRAAVwjpzFC1seS9DtVS2W78IZoYg7pFJtq15ITPg0fbz
to-QM
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In short the main points are:
• Tominersen continues to show it is very safe.
• Over the medium term, it continues to result a
significant reduction of the faulty protein.
• Its effects seem better and tolerance is higher in
those who received the drug every eight weeks (as
opposed to every four weeks).
• More work is needed to understand why some of
the disease markers being used to measure what
HD is doing in individual patients needs further
investigation.
The next crucial question remains, will Tominersen have an
effect on the symptoms and progress of HD? The answer to
that question should become clearer in the next eighteen
months.

SPRING 2016

Meet our new Youth Ambassadors

News
Over the past three years, YAPS (Youth Ambassador Peer
Support) programme, which has been working on securing
funding to develop a YAPS programme, which has been secured thanks to all the hard work from fundraising.

SHAYP has continued to develop
SHAYP Talks for 2020. The most recent
looked at the reasons why young people may decide to
become involved in fundraising. It features Bruce and Rocio,
who raised funds by climbing the Great Wall of China. What
an amazing effort!

YAPS is aimed at any young person aged 16-25, who is involved
with SHAYP and would like to develop their skills to support SHAYP
and SHA, raise awareness, take part in in publicity or support fundraising
opportunities. YAPS go through a bespoke training programme
with their Specialist Youth Advisor and when they have completed
this, they will be qualified to support SHAYP. Look out for how to
apply to join the YAPS in the near future.
SHAYP would like to give special thanks of our first six YAPS who
have completed the pilot programme - Cameron Newport, Bruce
Wilson, Scott Simpson, Chloe Forbes, Zoe Green and Jordan Cullen.
This phenomenal group of young people are leading the way for
increasing awareness of HD in their communities and supporting
their peers from HD families. Thank you for all you do!

Fun day out at inflatable centre
In January, 47 young people travelled to Livingston to have
fun at Innoflate, an inflatable activity centre, followed by lunch
at a local buffet restaurant.
SHAYP were also delighted to be joined by Darren Clark, an SHA
family member, who kindly donated money towards a gift for each
of the young people at the activity. Special thanks to Darren for
this kind contribution which was greatly appreciated by all the
Young People.

Doodles, First Aid and Young
Scot cards
In February, SHAYP travelled
to Edinburgh and held groups
for ages 8-12 and 13-17.
The 8-12 group had a brilliant
day at Doodles Ceramic where
the group enjoyed painting
plates and tiles. This group
focused on using art as a
relaxation tool, whilst using
the time to chat and make
friends. After a fun afternoon of
painting, the group travelled to
Pizza Hut for a tasty lunch.
The 13-17 group focused on
Young Scot Cards and ensuring
that the group had access to
the correct entitlement on their
cards. If you are aged 11-26

and living in a family impacted
by HD, SHAYP can ensure you
have the correct Young Carers
entitlement on your Young
Scot Card. Please contact your
Specialist Youth Advisor if you
need support with this.
Following on from this, the
group were trained in various
aspects of First Aid including
choking, falls, bleeding and
emergency care. In total, 19
young people were trained in
a range of skills to ensure that
they can help in their families,
or community, should an
emergency arise.
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‘Working at
SHA was a
real honour’
SHA bid a fond farewell to Fundraising
Manager Dougie Peddie, who retired
at the end of February after nearly six
years with the charity.
During his time with SHA, Dougie played
a key role in growing fundraising income
year-on-year, helping to provide lifeline
services including the Financial Wellbeing
Service and HD specialists, and making
sure that priority activities such as Family
Conferences and residential trips for young
people were able to go ahead.

Our amazing supporters!
Daredevil divers

Our first SHArk Dive at South
Queensferry’s Deep Sea World was
a fantastic success – thanks to Alice,
Amy, Aileen, Laura, Greg, Claire,
Stuart and Calum who took the
plunge and to all those who donated
to the event. Together, we raised
£6500 and had a lot of fun at the
same time!

Question time

Bruce Wilson and Jordan Cullen
hosted a quiz night in Gorgie,
Edinburgh, to collect donations for
this year’s sponsored Bridge Swing.
The general knowledge quiz, with
an extra round all about HD, raised a
fantastic £335.

His retirement brings to an end a 40-year
career that includes 20 years working in
a local authority service, followed by a
further 20 years in the third sector.
Dougie said: “Working in the third sector
has been the best time of my life, and it has
been a real privilege to work at SHA. I’ve met
many inspiring family members and worked
alongside fantastic colleagues dedicated to
ensuring that HD families receive the right
care and support.”
Joining SHA as new Head of Fundraising
is Lee Johnstone, who has a wide range
of experience in the voluntary sector,
partnership and fundraising fields, having
previously worked for Barnardo’s as
Scotland Fundraising Lead and The Prince’s
Trust as Head of Corporate Partnerships.
Lee said: “This is a unique and exciting
opportunity to help the only charity in
Scotland dedicated to supporting families
affected by Huntington’s disease. I look
forward to helping the charity increase its
profile and income to help support more
families across Scotland through specialist
clinical support, financial wellbeing and
youth services.”

Cup O’ Kindness

We had a fantastic response to our Cup O’ Kindness
campaign, which ran over Christmas and into 2020.
Donations over the Christmas and new year period
increased by an amazing 500%, a wonderful
testament to the families who shared their stories
during the campaign, and to the donors, existing
and new, who gave so generously to help make the
work of SHA possible. Thank you!

Bowled over

Huge thanks to Kenny Crichton, family
and friends who organised a live singing
event at his local bowling club in Vale of
Leven. Kenny is pictured presenting
£1000 to Fundraising Officers Linda
Winters and Gemma Powell.
Kenny thanked everyone who came along
and helped to make the event such a
success. “Everyone is really supportive,” he
said.

Bridging the funding gap
David Chapman from Fife opened the door
for SHA to his employer, RWE Generation
UK in Glenrothes, by asking them to
support our work – we were delighted to
accept a very generous donation of £750.
Thank you! David is pictured with Linda
Winter, Fundraising Officer.

New Head
of Fundraising,
Lee Johnstone
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Can you open doors for SHA to employers, businesses
and organisations? To find out more, and how we can
help, call us on 0141 848 0308 or email
fundraising@hdscotland.org

“I’m very impressed by
SHA’s work to support
families”

Three, two, one - go Briony!
Nurse Briony Minter, from Ayr, has completed the first stage – a
charity head shave – of an amazing triple challenge in support
of people living with Huntington’s disease (HD).

The 46-year-old witnesses the impact of HD on whole families,
fueling her determination to raise awareness and support SHA to
provide lifeline services across the country.
Briony said:
“I worked as a mental health nurse for 15 years but had never met
anyone with Huntington’s disease until three years ago when I joined
Wallacetown Care Centre, where we care for people with HD who are no
longer able to be looked after in their family home.

Kathryn Valentine shares fond memories of
her late husband David, their shared love
of teaching and travelling, and her pride in
their son John.
“Finding out David had Huntington’s disease was a bolt
from the blue as he didn’t have any idea it was in his family.
Back then, there wasn’t a great deal in terms of information
and when it came to the time for full-time nursing care,
David went to the Sue Ryder home in the Borders. He was
happy but it did mean a lot of travelling as a family because
we lived a distance away.
“We were both teachers at schools in Luxembourg and
Brussels when our children were young. We loved it but came
home to Scotland to have family and friends around us when
David’s symptoms became more severe.
“David passed away in 1997 and I stayed in touch with SHA,
watching it grow to the organisation it is today. I’ve been very
impressed by the charity’s work to support families.
“My son John, who is 44, is symptomatic and lives
independently with the support of SHA and other agencies. We
attended the launch of Greater Glasgow and Clyde Framework
for Huntington’s Disease, an incredible resource led by SHA at
national and local levels. Everything is more joined up now so
it’s easier to find the information and services we all need.

“I’ve built close relationships with the families and understand the
trauma and sadness that Huntington’s disease brings every day. It is
such a destructive disease, and it’s incredibly sad to watch it progress,
especially when young people have their lives cut short.
“I desperately want to raise awareness about HD, which is not so well
known or understood by the wider public, which is why I am supporting
Scottish Huntington’s Association.”
Next up for Briony in her triple challenge is the Scottish Huntington’s
Association Skydive later this year, followed by the Edinburgh
Marathon.
SHA fundraising officer Linda Winters said: “The kindness of our
supporters helps us to reach HD families across Scotland with the
lifeline services they need. We’re delighted to welcome Briony to the SHA
family and thank her for all she’s doing.”

#TeamSHA

Smashing goals to change lives
Thank you to everyone who has helped get 2020 off to such
a strong start! The SHArk Dive in North Queensferry and the
Bridge Swing at Killicrankie in Perthshire, raised a combined
total of more than £10,000.
The Coronavirus pandemic is sure to have an impact on
fundraising events and activities, including those led by SHA and
volunteers, so it’s vital that we continue to do all we can during
these difficult times to keep donations, grants and funding
coming in.

“There’s been real progress but there is always more we can do
to support families. I’ve been a regular donor to SHA for many
years now because I don’t have the opportunity to attend
events or hold fundraisers. By giving every month, I know I’m
helping SHA to reach HD families all over Scotland every day.”

We’re going ahead with as many events as possible, however
please note that they are subject to change as we continue to
monitor the situation in line with Government guidance. We’re
also creating exciting new ways for supporters to get involved
from home - so keep an eye on our website and social media
channels for all the latest fundraising news.

Find out more about how you can support SHA at
https://hdscotland.org/get-involved/donations/regulardonation/

Visit https://hdscotland.org/get-involved/fundraising/eventscalender/ for updates and to find out more about the ways you
can get involved.

Karen and Craig make the most of every moment
Karen and Craig, from Glasgow, are
reaching out to other HD families,
raising awareness and supporting the
work of SHA. Karen shares their story,
from meeting on a blind date, moving
into their first home together, and the
shock diagnosis that changed their
lives.
“Craig and I had mutual friends who set us
up, it was a bit of a blind date. We met in
Central Station and it was the longest first
date ever – we went for lunch and were still
in the pub at closing time. There was no
awkwardness and we chatted all day. We
balance each other well and have the best
of times when we are together.”
“Three years after we met, in May 2017, we
got the keys to our first home. It was very
exciting and we were very happy planning
our life and our future together. Craig
works as a tyre fitter with his uncle, and it
was around this time that his uncle started
to notice changes in Craig’s movement and
behaviours.
“We decided to have it checked out, and
the very first doctor we saw started talking
about Huntington’s disease (HD). We were
shocked and angry because Craig hadn’t
even had his blood taken or anything, and
because it wasn’t on his mum’s side of the
family no one knew he was at risk. When
the result came back it was a big shock. We
were all devastated and it was a lot to take

in, especially as none of us knew much
about HD. There was a lot of disbelief and
denial at the beginning.
Why did it happen to Craig? He doesn’t
deserve this.
“One minute we were planning our life
together, the next I was wondering: ‘How
long will I have Craig?’ But I wasn’t going
anywhere, I told Craig that from the start
and immediately began finding out as
much as I could about HD. The diagnosis
completely changed our priorities, Craig
is symptomatic and some days are better
than others but we’re doing the best we
can. He tries to keep active and is able to
work and drive.
“There are times when it gets to us, usually
when there’s not much happening or in the
middle of the night. We take each day as
it comes but HD isn’t holding Craig back.
The best way for us is to keep busy, we’ve
always got things to do and places to go
with family or friends. We’re getting on
with life and having fun.
“Craig was lucky to be selected to take
part in a HD trial, this meant lumbar
punctures every month at the hospital. He
didn’t know if he was having the placebo
or the actual product, however the trial is
being extended and he should be given the
product in the next phase so we’ll see how
that goes.

“A year after his diagnosis, on my birthday
in July 2018, Craig proposed, I wasn’t
expecting it and couldn’t believe it. We
started planning our big day straight
away and were married in July last year. It
was the best day ever, shared with all our
family and friends.
“There’s nothing we can do to change
Craig’s diagnosis but there is a lot we can
do to support HD families. So far my sister
and I have taken part in two Big Runs at
Bellahouston Park and we bring a big
crowd of family to the SHA Ceilidh and
Dancing Through The Decades events.
Craig and I both signed up for this year’s
SHA Ultimate Zipwire, and I approached
the charity committee at Zurich, where I
work, and they agreed to award a grant of
£15,000 to SHA over three years.
“We’re doing the best we can and we keep
going. Regardless of everything going on
we all, as a family, need to keep positive
and support one another. And to raise
awareness about HD.”
Karen, 36, is an Insurance Worker, and
Craig, 39, works as a tyre fitter.

