
Writing Out of the HD Shadow 

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

Glasgow writer, Claire Hamilton-Russell from Anniesland, picked 
up the £550 first prize. She was said by the judges, leading Scottish 
authors Alan Bissett and Michael Malone, to capture the complex 
impact HD had on families. They were also very impressed by the 
quality of entries.

Alan said, ‘It is a very difficult skill to tell a story in such a short 
number of words and I think Claire has really captured something 
special with her entry, but all the shortlisted stories were of a very 
high calibre. This competition has really succeeded in getting 
a lot of people thinking about HD and that can only be a good 
thing.’ 

Picking up her prize, Claire said: ‘I have a genetic condition myself 
and a friend of mine’s family had the misfortune to be severely 
affected by HD, I was therefore aware of the impact it can have. 

By entering I just wanted to spread the word of how devastating 
a condition it can be and to increase understanding. Winning was 
just a bonus.”

Second prize went to James Mitchell from Edinburgh, whose family 
have been affected by HD. 

John Eden, who spoke at the prize-giving added, “The competition 
came about predominantly to raise awareness of Huntington’s 
disease and we were delighted to receive more than 130 entries 
from as far afield as New Zealand, Macau and the USA. HD is a 
neurological condition that is still hidden in the shadows and 
we wanted to use the power of storytelling to raise as much 
awareness of the terrible toll it takes, not just on those directly 
affected but whole families. The response has been fantastic and 
I’d like to thank everyone who took part.”

Congratulations to the winners of our ‘Writing out of the HD Shadow’ competition, who were invited along to the Mitchell Library in 
Glasgow on Monday 7 November to be presented with their awards and consequently read out their winning entries from the flash 
fiction contest to the invited guests.

Claire and James pictured receiving their prizes from  
Michael Malone centre back and Alan Bissett, right
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We expect to launch the next Writing Out of the HD Shadow writing competition next year in  
September with a grand Christmas finale and will keep you informed of the details in our Spring 
newsletter. The winning 1st & 2nd entries and the winner of the under-sixteen category are printed 
on page 9. If you would like to read more of the entries, please go to our website at  
www.hdscotland.org 



I first came across Scottish Huntington's 
Association in 2009, when John Eden 
contacted the communications agency 
I worked with, looking for help to raise 
awareness of Huntington's disease (HD) 
and the work that the charity undertakes. A 
simple task. Or so I thought.

What became immediately clear as John 
explained the challenges and realities for 
individuals and families living with the HD gene 
was the huge difference that the charity makes, 
the excellent leadership in the form of John as 
CEO and the resilience and dignity of those who 
face daily emotional, psychological and physical 
challenges as a result of HD. I was immediately 
hooked.

I began working with John to build a public 
relations campaign that challenged people's 
ideas of what a degenerative genetic 
neurological condition was really like, and how 
best we could promote the hard work and 
success of SHA.

I heard first-hand accounts at the family and 
carers conferences about the value of specialist 
nurses, the children's service and benefits and 
other advice and how they were changing 

people's lives for the better and I was humbled 
by the humility, dignity and humour of those 
facing daily hardships.

So when I changed jobs and was no longer able 
to work for SHA in a formal capacity, I didn't 
hesitate to become a Trustee in 2013 when John 
asked me. It has been both a privilege and a 
pleasure to watch the SHA grow in confidence, 
ambition and stature in recent years and to play 
a small part in that process.

With research breakthroughs into HD on 
the horizon; growing political awareness 
about the challenges facing those affected 
by the condition and the need for a greater 
understanding of HD among medical and 
residential home professionals, it is an exciting 
time to be involved with SHA. However, wider 
financial pressures and a political and economic 
uncertainty in Scotland and the UK as a whole 
makes it even more important that everyone 
involved with the charity, including the Trustees, 
does all they can to spread the word.

I look forward to helping continue the good 
work in driving forward the SHA’s vision for 
some time to come!

Webslinger Josie  
swings into action 
for HD

Josie Saunders, SHA Trustee talks to SHA

Josie had a fantastic day at the Abseil event in September and comments:
 “Wow! What a day it was.  As a rock climber, abseiling is something I have done 
for many years so I wasn't particularly nervous about abseiling off the top of The 
Falkirk Wheel.  To add a bit of fun to it I donned a Spiderman Outfit, which brought 
great encouragement from all the participants. The sensation of swinging in the 
air with the wind blowing about me and hearing the cheers and shouts of support 
from others waiting their turn above and the crowds below was incredible and I was 
thrilled to have been able to join such a fearless group of people who all pushed 
themselves above and beyond to raise money for a good cause. I was doubly proud 
because one of them was my teenage son, Marius”.
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Helping to raise awareness of Huntington’s Disease 

Falkirk Wheel Abseil is a great success
The Falkirk Wheel Abseil Event in September raised an astounding £12,000 and caught everyone’s imagination, 
so much so the event will be repeated again next year. So sign up now if you want to be included to :-  
linda.winters@hdscotland

Linda said  

“The day went beyond all of my expectations.  The adrenalin of 
the participants was so catching and we all had great fun cheering 
everyone on.  A personal heartfelt thanks to all our funders, many 
of whom travelled from as far north as Elgin and Aberdeen.   I 
was deeply moved by the whole event.  As you can see by the 
photographs everyone had a fantastic time.”



John Eden, Chief Executive Officer...
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Help us SHApe the National Care Framework

Just over a year ago, on June 11 2015, 
we gathered at the Scottish Parliament 
to meet with Jamie Hepburn - who 
was the then Junior Health Minister 
- to ask for greater recognition of the 
impact of Huntington’s disease (HD) 
and for support to improve standards 
of information support and care. We 
were delighted when he responded by 
awarding the charity £120,000 to develop 
a National Care Framework. That funding 
allowed us to employ Alistair Haw, our 
National Care Framework Lead, who 
began his work in January this year. 

Since then there has been an intensive 
effort, which involved people from all 
over the HD community in Scotland and 
indeed further afield to develop the 
National Care Framework which is now 
out for consultation. How will it make a 
difference?

First and foremost, imagine if you could 
pick up a phone, tablet, or sit down at your 
PC and find out what help and support is 
available in the area in which you live? What 
if you could find out what help and support 
you should be getting? The National 
Framework achieves this. Anyone can now 
go to www.hdscotland/case/framework 
to see the draft Framework, which outlines 
our current thinking on what care should 
be like in Scotland. Within the next year, the 
National Framework will be complemented 
by local versions which will identify the 
specific information for your area. In itself, 
that’s a huge change. Information is power 
and information that is so accessible is very 
powerful indeed. I can imagine people 
going along to speak to their GP, health or 
social care practitioner with their phone 
and showing them what support should be 
provided. Maybe it’ll once and for all put an 
end to the experience that families still have, 
when they are told that ‘there is nothing 
that can be done to help someone with HD.’

Once finalised, I would encourage families 
who are not getting the support they 
need to use the Framework to lobby 
their MSP, their Health Board, their Social 

Work Department and their Health and 
Social Care Partnership and ask ‘why not?’  
During the second year of the Framework 
development we will actively engage with 
officers who plan and provide services 
across Scotland and work in partnership to 
improve services. The completed Framework 
will provide an incredibly helpful template 
for everyone to use.

The Framework is not written in tablets of 
stone. We envisage that as more progress is 
made towards improving the treatment of 
Huntington’s disease it will need to change, 
but establishing how care is provided now 
will make that much easier to do. When new 
treatments become available we can add 
them to the Framework. Importantly, this 
process means that we can plan for better 
treatments as part of a structured approach 
to the care and support of people living 
with HD.

Whilst the consultation is formally open  
until 9 December and we remain keen to 
hear from as many families as possible. 
This will ensure that the Framework is as 
relevant as possible to your needs, which 
will ultimately help to ensure its success. Get 
involved at:  
www.hdscotland.org/a-national-care-
framework-for-huntingtons-disease/  

John Eden
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Over £1million has now been secured as 
additional income for HD families across 
Scotland, with over 300 families each 
receiving on average over £3,300.

This bonus has come from a range of 
newly accessed benefits, increased welfare 
payments, debt relief and more, as our Chief 
Executive John Eden says:

“This service is proving vital in helping 
families get money that they are 
entitled to, but perhaps didn’t know 
about.”

Gary, an HD family member from Perth 
explains:
“The SHA Financial Wellbeing Service 
has been invaluable for us as a family.  
They were instrumental in securing my 
wife’s Personal Independence Payment 
and also in getting our Council Tax rate 
sorted out to the correct rate - we even 
got a backdated rebate.   Living with 
HD is hard enough without having to 
worry about how to get the financial 
help you are entitled to.”

But the service is about much more than 
advising on day to day finances, as John adds:
“People living with HD know that 
eventually they will no longer be 
in control of their own affairs. Our 
team can help them prepare for this 
to ensure that everything is in order 
when this time eventually comes.”

Our three Financial Welfare Officers, with 
vital assistance from their volunteer support 
team are in the process of offering a Financial 
Wellbeing Health Check to every HD family 
in Scotland, so please watch out for a letter 
coming to you if you haven’t already been in 
contact.

Financial Wellbeing Service secures £1million for HD families

Online Carers’ Forum Goes National
Following the successful pilot in Lanarkshire 
and the recent introduction to the Highland 
region, the SHA’s online carers’ support 
forum is now available for HD carers across 
Scotland.   It can be easily accessed by PC, 
laptop, tablet or even smartphone.

The online carers’ forum provides a secure, 
anonymous and confidential place for HD 
carers to support one another and receive 
support from SHA if necessary.  The forum 
is available 24 hours a day, 7 days a week 
to allow carers to post questions, around 
support or simply just to sound off as one 
forum user has said:

“It’s great being able to access the 
forum and have a rant in the middle 
of the night when you have come to 
the end of your tether”.

Interestingly, most of the online discussions 
take place out of office hours when other 
services are closed, in the early evening or 
late at night.

'The debilitating nature of the disease 
means that people need to stop working 
relatively early with 67% of families 
affected living on an income below the 
national average and 33% living below 
the poverty line,' said SHA Chief 
Executive, John Eden.

If you are an HD carer and would like to 
access the online support forum then please 
contact our Adult Non-clinical Services 
Manager, Bob Bogle via  
bob.bogle@hdscotland.org and he will 
guide you through the simple secure 
registration procedure.

Congratulations to our Patron, Sarah 
Winckless, MBE, who has been crowned UK  
charity champion by the ScottishPower  
Foundation. As part of the award SHA will receive 
a £5,000 donation from the Foundation.

Sarah said, “I am 
delighted to 
win this award 
on behalf of the 
work I do for the 
charity. SHA is 
run by hugely 
committed, 

talented individuals who work 
together to make things better 
for the families who are affected 
by HD. I am incredibly proud to 
be a small part of that work which 
gives me as much as I give it. I 
am also delighted that the award 
comes with a cheque which will 
enable us to continue to work 
better together.” said Sarah.

John Eden said: “I can’t think of anyone more 
deserving of this award than Sarah. She has 
been a tireless campaigner for people living 
with HD and for us as an organisation. Having 
her on board as a figurehead is an inspiration 
to everyone connected with the charity. 
She has helped us achieve so much since 
becoming our Patron, in ways that would 
never have been possible without  
her support.”

SHAYP is currently developing a new 
resource to help parents who want 
to tell young children (under 8 years 
old) about Huntington's disease. We 
are looking for parents to review this 
booklet and offer feedback on what 
they like about it and what they think 
might work better.
 
If you have some time to help review 
the booklet please get in touch with 
Grant Walker (Specialist Youth Advisor) 
on 07903 840 524 or grant.walker@
hdscotland.org or you can message 
him through Facebook.

Goodbye Gareth
Following 22 years with 
the HD Specialist Service, 
the Fife Team are sad to 
announce that Dr Gareth 

Thomas departed from his special interest post 
in November before his planned retirement next 
summer.  Gareth had been key in developing the 
service and continues to be an active SHA Board 
Member.

Staff members from Fife, Jillian, Nicola and Jean 
would like to extend a very warm welcome to Dr 
Michael Armanyous, Consultant Psychiatrist, who 
has taken up post with the service. He is based 
at Rowan House, Kirkcaldy. The team are very 
much looking forward to working with Michael by 
shaping the service and driving ahead to meet new 
challenges.

We wish Gareth all the very best as he approaches 
his retirement and the time when he can finally say 
farewell to the NHS!



It is hard to believe that it has been 
3 months since last update. The 
services have all been incredibly 
busy with a constant flow of new 
referrals. The teams continue to 
work very closely with the Financial 
Wellbeing Service to provide a truly 
integrated service.

Our HD Specialists have been 
increasingly involved with clients in 

care homes across the country in order to ensure that their care is of 
the highest possible quality.

In Glasgow, sadly we are losing Beverley Fox as of 31 December as she 
is leaving due to ill health and will be sorely missed at SHA.  Her post 

has successfully been filled and we look forward to welcoming our new 
staff member at the beginning of next year. 

Trevor Law, HD Specialist and Jillian Foster, Senior HD Specialist and 
I attended the EHDN meeting in The Hague.  A few days of intense 
learning, networking and socialising with European colleagues and 
family members.

Lindsay Wilson, HD Specialist from Tayside and Gillian Blair, HD Specialist 
from Glasgow are currently undertaking the University of Stirling module 
and getting ready to submit final essays.

Linda Lucas, Senior HD Specialist, Lanarkshire, now has a baby boy 
Sunny, mother and son are doing very well. Alan McGill, Senior HD 
Specialist (SHDS) Ayr, has now settled into his secondary role as SHDS in 
Lanarkshire covering Linda’s maternity leave.

Liz McConnell, Assistant Operations Manager, Adult Clinical Services 

In September 2016 the Young Adult Working Group (YAWG) met 
in The Hague in Holland,  in the lead up to this year’s European 
Huntington’s Disease Network (EHDN) Conference. 
  
The working group consists of young adults and professionals from 
across the globe who come together and contribute towards EHDN’s 

aim of improving and raising awareness of clinical trials related to 
Huntington’s disease (HD) research.  The professionals came from 
a number of different backgrounds, such as HD support workers, 
pharmaceutical and clinical research as well as the invaluable views of 
the young adults. 
 
As always this was an international meeting with many different 
nationalities present, from the UK, North America, Europe and 
Australia. 
 
The aim of the meeting was to continue with the development of the 
two key strategies of the working group.  The first involves exploring 
how young adult’s lifestyles change after genetic testing and the 
second project aims to study young adults’ attitude to research.  Each 
group used the meeting to focus on developing initial questionnaires 
to gain a worldwide view from young adults regarding research and 
testing. 

Young Adult Working Group (YAWG)
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Jillian Foster, Senior HD 
Specialist, who was at the 
conference gives an overview: 

Liz McConnell, Assistant Operations 
Manager, and Trevor Law, HD 
Specialist and I attended the Euro-
HD Network Meeting in The Hague 
in September.  This meeting is 
one of the largest for HD families, 
scientists and care professionals.  

Day 1  we heard about gene 
targeted therapies, sometimes 
called gene silencing, and large 
animal models being used in HD.  
Most lab work uses small animals 
like mice, but we were reminded 
that only humans suffer with HD 
and a mouse brain is 1000th the 
size of a human brain.  Animals, 
like monkeys or sheep, have larger, 
more complex brains.  Researchers 

have developed sheep, pigs and 
monkeys with the HD mutation to 
enable drug testing in larger brains.  
In the evening we enjoyed an 
inspirational talk from Lysle Turner 
from South Africa who conquered 
Everest.  His flag carried the names 
of people affected by HD.  
 

Day 2 consisted of talks on 
drug development and a very 
powerful and passionate account 
from Anne Lennon Bird, a mother 
from Ireland.  Duncan McLaughlin 
of Cardiff University studies 
apathy in HD and has found, using 
computer games, brain functions 
that contribute to apathy.  For more 
detailed information regarding the 
conference, please go to  
www.hdBuzz.net

European Huntington’s Disease Network Conference (EHDN)
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2016 Family Conference                

Karen Sutherland, Operations Manager, was this year’s 
conference organiser and host.  Karen segued into our first 
speaker by highlighting how important the partnerships SHA has 
built over the years, are to the success of the charity; one of the 
most important being the Health and Social Care Alliance.

CEO of the Alliance, 
Ian Welsh, described 
how, following the 
introduction of the 
‘catchily’ titled Public 
Services Joint Working 
Bill, the world of adult 
health and social 
care is now changing 
dramatically. Ian told 
the conference that it’s a 
‘warzone’ and the front 
lines are experiences of 
people who depend on 
the support provided 
by services. In many 
instances, people have 
good experiences, but 
too often, this is not the 
case. Ian commended 
SHA for positioning itself 
strongly in the vanguard 

of charities that are leading the way to improved care. In particular he 
singled out the new National Care Framework as a valuable tool for 
improvement. John Eden, CEO, in his summing up, described it as the 
charity’s ‘Battle Plan’ and one that has been written, not by the generals, 
but by the foot soldiers who know what is happening on a day-to-day 
basis.

Catherine Martin, Chair of 
SHA, shared her HD journey, 
one that was very different 
than that most families 
experience. She grew up in a 
family where HD was ‘normal’ 
and with parents who were 
determined not to allow it 
to dominate their lives or to 
create barriers that prevented 
the family from living life to 
the full. It wasn’t until she 
was older and started to 
meet other families through 
SHA, Catherine realised how 
unusual her own experience 
was. Catherine’s inspirational 
and positive message is, ‘HD 
may have taken away some 
of the most important people 
in my life, but it has also 
given me the power of belief 
that I can face anything life 
has to throw at me.’

Alistair Haw, National Care Framework Leader spoke about 
about one of the most important pieces of work SHA has 
undertaken in recent years. The National Care Framework for HD, 
funded by the Scottish Government, and the first of its kind in 
the world sets out to improve the standard of care and support 
for the condition. He said the initial development work is now 
complete and a national consultation is now underway. He asked 
families to get involved and provide important feedback on the 
framework:  
www.hdscotland.org/care/framework

The 27th Annual Family Conference took place at the 
Macdonald Inchyra Hotel and Spa, Polmont and celebrated 
the importance of family.
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The Wilson family from Lothian, (pictured above third and fourth right) reminded us just how important this war is; it’s one we must win to 
ensure families continue to get the support to which they are entitled. The video of their experience of living with HD and of the support they 
have received from us mapped some of the territory in which the war is being fought. They reminded us of the importance of openness; of how 
easy it can be to become isolated and the value of being connected to the right support at the right time. They also showed us how the strength 
of family can make such an enormous difference to coping with the life changing impact of HD.  We owed them a huge thanks for sharing their 
story.

In any war, soldiers need effective weapons and delegates were delighted to hear 
from Dr Juha Savola, senior director and project champion at Teva pharmaceuticals. 
Dr Savola told conference that Teva has developed a new version of Tetrabenazine, a 
drug which can reduce involuntary movements. The new drug has fewer side effects, 
remains active for longer and seems to require lower doses whilst also being more 
effective. Teva are close to bringing the drug to market and it’s great to see better 
treatments for the symptoms of HD begin to appear. Juha also told everyone about 
Pridopidine, a drug that can improve motor function, but the recent clinical trial 
had now shown it to be ineffective. Even unsuccessful clinical trials help researchers 
because they can learn valuable lessons. It appears that Pridopidine might benefit 
some people in early stage HD by improving their overall ability to carry out day-to-
day activities. However to prove this, Teva would have to design a new trial and the 
company are currently considering if this is the right way forward.

The conference ended with young people from SHAYP leading us in what could become an SHA Anthem – ‘Lean On Me’. Words to live by, when 
coping with HD. A huge thanks to our young people for leading our sing - song and bringing this year’s conference to an uplifting conclusion.
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She glances at her watch again. Her thighs stick to the unpleasant plasticky upholstery of the seat.She recalls sitting in this very waiting room 25 years ago, swinging her tiny feet while her father got 
his diagnosis inside the office. She had always sworn she would never be back here. She would take 
each day as it came; a blank page she could write her own story on without an inescapable tomorrow to 
rob her days of sweetness, as they had for Baba.
She looks down and realises that, without meaning to, she has taken the little stick out of her bag.She turns it over in her hands and looks again at the two faint lines in the little window. Such little 
things to change everything.

“Parvinder Lalnar?”

The receptionist calls her name. She peels herself painfully from the seat and squares her shoulders. 

Writing Out of the HD Shadow Prize winners   

1st 
Prize

Claire Hamilton-Russell

2nd 
Prize Wordless

“Let’s go see mum.” My Dad said as we left the 
house my Great-Gran had just died in. Cleared 
out and divvied up after the funeral. I couldn’t say 
no. There was no more avoiding it.

We arrived at the care home, my heart in my 
stomach. I went in for a hug and got a hand in the 
throat. The nurses said she was happy to see me. 
Her words had mostly vanished and I could only 
make out basic noises. The ones that hurt the 
most, should never hurt a person.

“I...Lohhh...Y...hhoh...” Over and over, an eternal 30 
minutes. I said it back “I Love You.” and hoped she 
understood. As we started to go she began to wail, 
I left unable to take it and dad said my farewell. 
It felt like I had lost two relatives that day.

One dead, one lost internally.

James Mitchell

Karen Lau

1st 
Prize

Under sixteen section

Engraved in Memory Of

The nebulous neon letters g
lowed feebly under 

the glare of a street lamp, but gave a  

beckoning sizzle. Pushing th
e door open, I 

flinched at the tocsin-like r
inging of bells and 

at the skramz music that charged into my soul. 

Sitting amidst the tattooed walls was
 a tall, 

glaring man.

He looked at my design. A blue ribbon, with  

abstract wings entangled ar
ound the gothic  

letters of “Huntington’s”. It was for my dad.

“Where do ye want it?”

I bit my nether lip. Where? I hadn’t decided 

yet. Anywhere would do, really. Ju
st not on my 

genes.
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SHA Fundraising

to David McNiven, eBay Project Co-ordinator, 
on his recent promotion to the post of Database 
Administrator. David must be congratulated on 
the sterling job of developing the SHA eBay Online 
Store and leaves the project in the hands of a 
very dedicated team of volunteers including Paul 
Dorrington, Jock McKechnie and Owen Brown. More 
volunteers are always needed, so if you can spare a 
day to join the volunteers team, get in touch with 
Dougie Peddie, Fundraising Manager, on  
0141 848 0308.

Our team of superheroes finally were put to the test in September. A team of 
15 took part in the Glasgow Zipslide on 10th September with an impressively 
fearless approach.

Our heroes returned to action the following week at the Bootcamp, running a fair 
distance, tackling obstacles and solving crimes  and all of this covered head to toe 
in mud! Between the two events they raised nearly £5,000 proving the SHAvengers 
really are the best Superhero Team.  A huge thanks to everyone involved!

Corporate Partnerships
The SHAvengers 
weren’t the only 
ones tackling 
obstacles recently. 
A team of 22 staff 

members from Bibby 
Offshore took on the Glak Attack Event in October and 

won! This fantastic team gave it their all and are close to 
raising £4,000! This year of fundraising at Bibby Offshore 
has all been to show support for their colleague who 
was recently diagnosed with HD. What a great example 
of a supportive work place!

Another great 
accomplishment 
this year comes 
from Tepnel 
Pharma Services. 
This wonderful 

company chose to support SHA after a friend 
of board member Marie Short put our name forward. 
From this they organised a sponsored Cyclethon which 
covered the distance from their office in Livingston 
down to their office in Manchester, and back again. The 
team blew both their distance and their fundraising 
targets out the water and we couldn’t be more grateful 
for the huge amount of effort they put into this!

Legacy and In Memorium 
Giving
Sally Brewer reports that the Association has 
benefitted from some legacy and in-memorium 
donations recently. 

These special gifts are very much appreciated and 
assist SHA to develop services, engage in research and 
provide much needed resources for families. We are 
always honoured to receive every single legacy and 
in-memorium gift and hope that we can use them as a 
celebration of your loved one’s life.

Christmas Trees will have been falling through your letterboxes 
recently and many of the SHAre readers will have collected some at the 
Family Conference at the end of October. One lucky donor will receive 
a Christmas Hamper in the special Christmas tree draw, so please 
remember to return your tree before 16th December 2016 to be in for 
a chance to win the hamper and its delicious contents.

2016  
Christmas Tree  

Appeal
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Do you have an interesting fundraising story to share and would like to be included in the next newsletter?, Please send your 
photographs and event details to Linda.winters@hdscotland.org  We will try our best to print as many stories as we can.

A huge gratitude from everyone 
at SHA and we look forward to 
an even bigger 2017!
And check out our new Fundraising Leaflet for 2017

A Barn Storming Success... 
A charity barn dance and auction at Drumneil Farm near 
Whauphill and was hosted by the McKinnel Family and 
raised £4,205.57 for SHA. Tom McKinnel said “We raised 
a fantastic £12,605.79 for two very special 
charities, SHA and The Scottish Liver  
Transplant Unit. This was only made possible 
by the amazing support and generosity of 
the people of Wigtownshire who made the 
night such a great success.” 

Summer Prize Draw Success
The Summer Prize Draw was another great success with over £3,000 in ticket sales. Annette Brown, 
Senior HD Specialist in the Lothian Service won first prize and looks forward to her weekend break in 
a luxury hotel. Thanks to all the raffle ticket sellers and to the individuals who purchased tickets.

Sally Brewer, Individual Giving Officer, has kindly agreed to spearhead the summer draw next year, so 
look out for some more fantastic prizes.

Thank you so much SHA 
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Lothian Family Branch is the longest running branch within SHA, running for over twenty five years. Even back in those early 
days it was a very active branch. They raised awareness of HD at every opportunity and fundraised tirelessly. There has been quite a number 
of branch committee members since the original founder members, Liz Melville and Doreen Train. To name a few there has been; Mary Ross, 
Mary Johnston and Margaret Macpherson.  Dina De Sousa is their current Chairperson, along with Secretary Yvonne Boxall and Sheila Pringle as 
Treasurer. 

As a group they have had many speakers over the years, such as the Red Cross, various relaxation therapists, and local Storytellers. For many 
years their summer outing was a well organised bus trip around the city of Edinburgh, followed by a welcoming fish supper, but over the last 
couple of years they have enjoyed a trip down the Union Canal from Edinburgh on a barge, whilst enjoying a lovely supper and taking in the 
views. In November they welcomed the Octave choir along to their monthly meeting, who entertained them with Christmas songs.  Their 
fundraising this year included their annual part in the Duck Race in Bonnyrigg,  and Table Sales.

A few of the group members enjoyed a weekend away at the Bay Hotel in Kinghorn, Fife. 

 

In 2007 the Lothian Family 
Group organised the Family 
Conference in the Marriot 
hotel, Edinburgh.  This involved 
fundraising, arranging speakers, 
menus and the evening 
entertainment.  It was a huge 

undertaking for the group, but the event was a huge success due to the unstinting 
commitment from the branch members. 

This year the branch were asked to host a Hoopla Stall at the family conference in October 
at the Macdonald Inchyra Hotel, Polmont. They set about collecting a vast amount of prizes, 
most of which were donations from family and friends.  Delegates had great fun winning 

prizes, ranging from chocolates to wine and beer. It raised a 
fantastic £300 which went towards the cost of the 
conference.  SHA thanked them for this valued gesture, 
and appreciated that it would have taken a lot of time to 
organise and take part in the Hoopla. 

The group has very sadly lost one its members this year 
Doreen Brady.  Morag Ritchie, a long standing member of 
the group also lost her beloved husband, Gordon Ritchie.  
Our condolences from everyone at SHA to both families. 

Family Branch/Support Group
Isobel Darroch - Branch/Support Development Officer

This year, as mentioned in our Autumn newsletter, saw the disbandment of the Forth Valley Family branch.  I held 
a meeting at the Restaurant in the Forth Valley hospital in August to try and gauge interest for a new support 

group. We had a few people who came along and showed interest, which we’ll further discuss at a Christmas lunch at the Wheelhouse 
Restaurant in Falkirk in December. So, ever hopeful we may be able to continue to meet in Forth Valley.  Fife, Glasgow and Tayside 
branch are doing well at their monthly meetings, and welcome any HD family and friends along to.  A few of them have Christmas 
outings planned.
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Trusts and Grants  
Since the summer edition of SHAre Newsletter, the following Trusts and Foundations have 
supported SHA with donations amounting to £35,738.

A great big thankyou to all of you as without your continued support, SHA couldn’t deliver 
the range of services and support to families living with Huntington’s disease across the 
country.

New Maclay Murray & Spens Charitable Trust   

Leng Charitable Trust

Miss Isobel Ferguson Harvey’s Charitable Trust   

Sir Jules Thorn Charitable Trust

Ryvoan Trust      

Hugh Fraser Foundation

Schuh Trust

Russell Trust      

ACT Foundation

W A Cargill Fund      

John K Young Endowment Fund

D’Oyly Carte Charitable Trust 

ScottishPower Foundation     

J T H Charitable Trust

Mickel Fund      

Templeton Goodwill Trust

The Row Fogo Charitable Trust

Sarah Kernahan, Trusts and Grants Officer
returned to duty last month after her period of maternity leave. In her absence Dougie Peddie, Sally Brewer and 
Gemma Powell ably secured over £100,000 from trusts and foundations who support the work of SHA. A number 
of new trusts were identified by the team which provided much needed unrestricted income for the charity, 
all of which benefits families living with Huntington’s disease across the country. The next six months will be a 
challenge for Sarah, Sally and Dougie who need to raise a further £120,000 to reach the annual target of £220,000 
– no rest for the wicked?
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Follow us on Facebook scottishhuntingtonsassociation  
on Instagram scottishhuntingtons 
on Twitter @scottishhd

HD support groups are continuing well after the summer break.  In November, two 
new Carer group meetings were held in Glasgow and Edinburgh City, and it was 
hoped from these that there would be regular meetings for carers in these areas. 
Unfortunately there wasn’t a great response to both meetings and in the new year 
questionnaires will be sent to family members for their views on whether or not they 
would like to attend support group meetings in their area.

We know from the evaluations from our Carer Conferences, which are held every year, 
and feed-back from HD Specialists, just how difficult it can be for carers to come to 
meetings and even if they do make plans to attend, anything can happen on the day 
to change things.  They all agree that meeting face to face with other carers to talk 
and relax for a couple of hours is what they prefer, but in reality it is just not always 
possible.  This is why (see article on page 6) we have now launched a new national 
HD Carer Forum.  It has been piloted in Lanarkshire and is currently accessible in 
Highland, so please, if you are a carer and would love to keep in touch with others 
through our new forum, get in touch with us to reach out and share support with 
other HD carers.

If you would like further information on all the current Support Group venues and 
meeting times, get in touch with me at isobel.darroch@hdscotland.org 
or telephone 0141 848 0308.

Support Group Information
Thanks to the Renfrewshire and Surrounding 
Area support group who raised £1,600 on their 
annual walk along the River Clyde at Erskine. As 
always a great turnout and a very enjoyable day in 
the autumn sunshine was enjoyed along the way. 

Best Wishes and Seasons Greetings to all our 
family of HD volunteers who take the time, often 
making sacrifices through their own personal 
circumstances, to continually support us 
throughout the year. Thank you all immensely.

Paula O’Hare and her brother, Steven, took part 
in the Great Scottish Swim at Loch Lomond, 
in memory of their gran Jean Spink, who had 
Huntington’s disease. They raised a fabulous 
£2,361.00.
 
The family are pictured here with the cheque 
and other family photos of their gran.
 

In Memory of Jean Spink


