
Our one-day HD awareness event – “Why SHA is so 
successful” was held at the Scottish Parliament on 11 June, 
where more than 100 family members ran, walked, cycled 
and used various other forms of transport to get there.

They were converging on Edinburgh to meet the Minister for Sport, 
Health Improvement and Mental Health, Jamie Hepburn, in the 
Parliament Garden Lobby, to urge the Scottish Government to endorse 
plans for a national Huntington’s disease (HD) care strategy.

The event, hosted by Renfrewshire South MSP and SHA supporter, 
Hugh Henry, was a great success, with even the weather being kind for 

a conga down the Royal Mile, headed by our patron, Sarah Winckless.  
Adults and young people also took part in a space hopper race on 
Holyrood’s forecourt.

“Levels of care across the country for those affected by HD varies 
considerably. We now need a national action plan to address this. People 
should be able to rely on a certain standard of care no matter where they 
live,” said SHA chief executive, John Eden.

He continued, “I’m delighted that the Minister has taken this on board 
and is looking positively at potential funding options for us to develop a 
plan.”
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Family Board Member, Stan Pearson 

“I became aware of HD via my wife around 25 years ago. Her father 
and sister died of HD and then she was diagnosed and forced an 
increase in my knowledge and awareness. My wife Sandra died a few 
years ago. We have one daughter.

I trained as an economist and then have worked in finance as a fund 
manager for over thirty years. My interests include mountaineering 
and skiing. I have written an article – ‘HD, a Wider Community’, 
illustrated below, which gives an explanation of the wide variety of 
organisations worldwide who have an impact on the search for a 
cure and care for people affected by HD. Our engagement via SHA 
allows us to share best practice and keep abreast of developments. 
It also provides a formal and informal network for research and 
resource at many levels that would be difficult to achieve at a 
national level”.

HD - A Wider Community 
HD sadly exists in many parts of the world and has spawned many 
bodies. The Scottish Huntington’s Association (SHA) is part of this wider 
community. Amongst all the abbreviations and initials the only clarity 
sometimes seems to be the letter H for Huntington’s and it is easy to 
get lost on what various bodies do and how SHA is engaged. In an 
attempt to understand this at times confusing alphabet soup, I asked a 
few questions. This article is an attempt to summarise answers to these 
questions to show the key groupings internationally where SHA is 
involved but it is not exhaustive and any feedback to offer clarification 
is welcome.

For simplicity over perfect accuracy it is convenient to split bodies into 
two groupings - the scientific orientated towards cure and the family 
orientated more towards support and advocacy. The distinction is 
helpful for explanation but is somewhat arbitrary.  

Family 
European Huntington’s Association (EHA):  The EHA is the European 
network of family associations, similar to SHA. It is family run and has a 
board of seven. Currently SHA has a representative on this body.

HD Youth Organization (HDYO) is an international web based 
voluntary organisation run by and for youth impacted by HD. Youth 
is loosely interpreted as under twenty five, of which our chairperson, 
Catherine Martin is currently their chairperson too.

International Huntington’s Association (IHA):  The IHA organises a 
world congress every two years that runs two streams, one for research 
and one for families. SHA has sent representatives in the past.

UK & Ireland Huntington’s Alliance is part of a loose alliance in the 
UK and Ireland. All geographies have a representative and it offers a 
network to share and exchange ideas.

Science
Cure Huntington’s Disease Initiative (CHDI): This body has had a 
huge impact on research around HD. They have injected money and 
a sense of urgency to make progress. Some years ago the American 
HD association was approached by a benefactor, asking what was 
needed to progress a cure for HD. CHDI  was born; a not for profit 
pharmaceutical research organisation. This body does a variety of 
things to drive and lead research. They have their own perspective 
on priorities and have tapped a wider scientific and commercial 
community to make progress. Specifically they have stimulated 
engagement from a number of major pharmaceutical groups – GSK, 
Roche, Pzier and Teva who are actively involved on research for HD. 
CHDI also directly fund research. All the research they do is open 
access (meaning the findings are made widely available) to ensure a 
wide audience and that progress is shared. 

The Education HD Network, (EHDN) is a worldwide body, who, 
loosely defined, aim to educate the scientific community about the 
reality of HD. It is structured around working groups to establish 
best practice on things like:  Care standards; A Care pathway; 
Genetic Counselling; Young Adults (chaired by our Youth Advisor, 
Peter Carruthers). This body is a collaborative body in anticipation 
of treatment and a cure for HD. As well as sharing best practice it is 
building data. Currently there are two EHDN clinical trials involving 
12,000 people. Scotland is involved with this project and has seven 
research sites engaged with observational study and the clinical trials 
in:  Ayrshire, Tayside, Edinburgh, Fife, Grampian, Forth Valley and 
Glasgow.

HD Buzz is an international body, largely based in the UK and the US 
that aims to inform, in language that we can understand, scientific 
and medical developments in HD and put developments in context to 
allow us to understand their significance.

Huntington’s Study Group (HSG). This is the body most closely 
associated with Nancy Wexler and the long running research project 
in Venezuela. Perhaps less well known is that they host an annual 
research meeting for HD.

Update from Sarah Winckless on her SHApe up with Winckless challenge
Many of you will be aware that I’ve been running around more than usual; with the aim to try new things 
and to improve my mood, memory and movement - three areas that are impacted in Huntington’s patients.

I’ve had lots of support and thank you for everyone who has ‘liked’ the Facebook page, sponsored us to  
date and got involved personally with their own challenges.   So far, alongside daily exercise or movement,  
I have tried dance classes, rowed in two eights heads, swum the Henley Course as official challenges.  
I walked the three peaks of Yorkshire on the way to the British Rowing Junior Champs in Strathclyde, 
and in the autumn a group of us will cycle from Paris to Geneva, I will complete a ‘tough mudder’ and 
compete in the Head of the Charles rowing race. Plus anything else I find time for and my ‘supporters’ 
dream up. 

My focus now is dual; building up to the cycle ride in September and the rowing in America in October. I took  
my bike into get serviced so it is ready to go, now just to get the miles in.  Not hard to be inspired with Chris  
Froome and Team Sky winning the Tour de France.  There are still places on the cycle, so if you are free on the  
6th - 11th September and fancy a challenge and some fun, contact linda.byars@hdscotland.org
The aim of all this is to raise £50,000 for SHA, which will pay for two Huntington’s nurses. Learn more on my  
Facebook page and ‘like it’ to show your support.  

If you are willing please sponsor the whole effort on our fundraising page, and send this to your contacts who might  
be able to support or want to get involved.         

Thank you and happy SHA-ping up.    Follow Sarah on https://www.facebook.com/shapeupwithwinckless
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Over its 26 year history, the Association has undergone many 
changes to improve the support it provides to HD families across 
Scotland.

To reflect the exciting changes to our services, including the 
expansion of non-clinical services such as the Financial Wellbeing 
Service and the Wellbeing Volunteer Service, there have been 
changes to our internal management structure.   Our intention is 
that will produce a more integrated, responsive and cohesive senior 
management team.

The HD Specialist Clinical Services are now being managed nationally 
by Karen Sutherland in her new role as Operations Manager (Adult 
Clinical Services) and will be supported by an Assistant Operations 
Manager.  Liz McConnell has recently been successfully recruited in 
this role. 

Our Non-clinical Services are being led by Bob Bogle in his new role of 
Service Manager (Adult Non-clinical Services) whilst remaining as our 
national volunteering lead.

“This is a great opportunity to facilitate further integration and aid 
communication across HD Specialist Services nationally in order 
to increase the level and quality of support to HD families across 
Scotland”, says Karen.

Bob commented, “The expansion of our Non-clinical Services will 
complement  the HD Specialist services meaning we can provide 
broader and more holistic support to those affected by this 
devastating condition.”

Another benefit of this restructuring is that it actually makes 
substantial savings on the organisation’s running costs - always 
welcome!

Our other services including our unique youth service will continue to 
operate in the world-beating way they do already.

On the 11th June we ‘Marched on 
Parliament’ with our message ‘Aiming 
High: Making Good HD Care Better!” it 
was amazing to see so many families 
there and engaging with the Minister for 
Health Improvement, Sport and Mental 
Health, Jamie Hepburn. It was an excellent 
example of the community making its 
voice heard. I am delighted to share with 
you in this edition that the time, effort 
and energy that everyone put into the 
event was well spent. We learned shortly 
afterwards that the Minister has agreed 
to grant the charity £60,000 towards the 
development of a National Care Pathway 
for HD.

With this money we will employ a new 
member of staff who will have the 

responsibility to take forward this work and 
to forge the path for what will be a unique 
enterprise; the first nationally supported HD 
care pathway that any country will have in 
place. This work can only serve to dramatically 
increase the profile of HD in Scotland and to 
address some of the inequalities in service 
provision across the country. It will also 
strengthen existing service provision by 
creating better links and partnership working 
throughout the country.

Everyone should benefit from creating a more 
standardised approach to delivering support 
to people living with 
HD, but a key to success 
will be finding the right 
solutions for each part 
of the country. What 
will work in Glasgow or 
Edinburgh might not 
work in Highlands.

The first year of the 
project will focus on 
developing an agreed 
pathway while in year 

two it will shift to localising the pathway to 
each of the fourteen regions of Scotland 
and their local authority partners. We will 
undoubtedly learn much as this work 
progresses, but this is a real opportunity for 
transformational change.

My thanks go to the Scottish Government for 
their continued support of the work of the 
charity and their willingness to recognise the 
needs of people living with HD, but especially 
to everyone who so enthusiastically supports 
the charity on an on-going basis.

Karen Sutherland, Operation’s Manager Adult Clinical Services and  
Bob Bogle, Service Manager - Adult Non Clinical Services on SHA Staff Restructure 

John Eden (centre) at the event, pictured from left to right, 
Jamie Hepburn, Catherine Martin, Sarah Winckless and Hugh Henry

SUMMER 2015
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MBE Nomination 

We are delighted to share that Sarah has been nominated for 
an MBE, predominantly for mentoring young people in sport, 
her charity work and not least, her athletics career.

Scottish Council for Voluntary Organisations 
(SCVO) Perfect Partnership Award 
 

We are delighted that Scottish 
Huntington’s Association, in 
partnership with Stirling University, 
won the prestigious perfect 
partnership award at the Scottish 
Charity Awards at a ceremony on 
4 June in the Assembly Rooms, 
Edinburgh.  We were rewarded for 
our work in joining with Stirling 
University to create the world’s 
first accredited course for health 
and social care staff to improve 
knowledge and confidence to care 
for people with Huntington’s disease, 
by setting up the UK’s first university 
course for people who want to learn 

more about Huntington’s disease. Developed by SHA and delivered by 
the University’s School of Applied Social Science, the first student course 
took place earlier this year.  

John Eden, Chief Executive said: “So many people live under the shadow 
of silence of this genetic condition and it is hoped that this award will help 
to gain recognition of the challenges they face, as well as the incredible 
efforts by the Huntington’s community to combat this illness”.

Senior lecturer at Stirling University, Dr Louise McCabe concludes:  “It has 
been a pleasure working with the SHA.  My thanks to them, my university 
colleagues and the families and people with Huntington’s disease who 
helped inspire and guide us”. 

News in Brief  
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Our patron Sarah Winckless will be targeting 
organisations and corporates to One-Day Team 
Building and Motivation Sessions.  Each session, 
which will be led by Sarah, will lift and motivate 
individuals and teams using her skills and 
experience gained from being part of a winning Olympic Rowing Team.   

All funds raised will help people living with HD by improving SHA 
services and support. 

Emotional Journey
A new documentary follows the emotional journey of a 
Scottish filmmaker as she is tested for the same incurable 
condition that afflicted her father.  The award winning film, 

The Lion’s Mouth Opens, charts Marianna Palka’s quest to find out if she 
carries the same gene mutation which leads to Huntington’s disease. 

Shown on the Home Box Office (HBO) television channel in the US last 
month. The documentary has won critical acclaim and widespread praise for 
raising awareness of the condition.

Marianne left her native Glasgow at the age of 17 to study at New York’s 
Atlantic Theatre Company. She is best known in Scotland for her role in Peter 
Mullan’s 2011 film, Neds, and stars alongside Martin Compston in the new 
romantic comedy, Scottish Mussel. 

Research Fellowship into improving care 
standards for people living with Huntington’s disease 
was launched and Daniela Rae, HD Specialist Research 
Nurse at the Clinical Genetics Centre, Foresterhill 
Hospital, Aberdeen, was selected.  

She will be working with the University of Aberdeen 
Health Services Research Unit, who have a strong track 
record in HD research.  Ms Rae, who commences work 

on the project in October said:  “This fellowship presents an exciting 
opportunity to learn, understand and influence how services in HD 
are organised and how agencies work together.” She continued: 
“Most importantly, patients will be key in shaping a main set of 
measures that are envisaged to become core in evaluating such 
services, and matter to them.”

Text ‘Erratum’ Our apologies to the Doyle family from our In 
Memorial page in the last SHAre.  The picture caption should have read: 
“James and Heather (pictured front right), with their daughters, Shirley, 
pictured top left with sister Sam. Lynsey is seated at the front with her diploma” 

Congratulations to Aidan 
McCallum from Fife
Who won 2nd place in the Inspire Aspire 
Award out of thousands of pupils from schools 
across Scotland.  Aidan wrote about his 
fundraising and his outlook on life. 

“The Inheritance” 
An Australian-New Zealand documentary about Huntington's disease, is now 
available on DVD/Video on Demand and comes with many glowing reviews 
by critics and the press.

Discovering that she has not escaped the family inheritance, Bridget 
embarks on a journey to honour her mother and find hope for her child. ‘The 
Inheritance’ is a personal narrative Australian-New Zealand documentary 
about one family and their experience of Huntington’s disease. Filmmakers 
Bridget Lyon (Editor, Narrator and subject of the film) and her partner Jeff 
McDonald (Director/Producer) shed light on the history, science and impact 
of the disease as they come to terms with it in their family. Along the way, 
they witness the everyday heroism of people living with the disease and also 
meet a line-up of international scientists who are racing to find a cure.

Inside the O’Briens   
From the New York Times bestselling author of Still Alice, 
Lisa Genova comes a powerful and transcendent new novel 
about a family struggling with the impact of Huntington’s 
disease.

Joe O’Brien is a forty-four-year-old police officer from 
the Irish Catholic neighbourhood of Charlestown, Massachusetts. A 
devoted husband, proud father of four children in their twenties, and 
respected officer, Joe begins experiencing bouts of disorganised thinking, 
uncharacteristic temper outbursts, and strange, involuntary movements. 
He initially attributes these episodes to the stress of his job, but as these 
symptoms worsen, he agrees to see a neurologist and is handed a diagnosis 
that will change his and his family’s lives forever: Huntington’s disease.
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Over 40 young people from across Scotland, plus a handful of SHAYP 
staff and volunteers, gathered together for another hugely successful 
SHAYP summer camp.  Lagganlia, near Aviemore, hosted the camp 
again and it was everything we remembered it for (although this year 
there was a couple of new additions!)  

The week-long stay was filled with fun, laughs, bruises and action!  This 
year the day time activities included the usual tree-climbing, gorge-
walking, mountain biking through the heather (and mud!), skiing and 
snowboarding at the centre’s slope, and archery.  Excitingly this year, for 
the first time, three groups joined together to white water raft down a 
section of the River Spey.  After reluctantly getting their feet wet, the 
young people were soon dunking each other and floating down a stretch 
while their instructor re-inflated their raft.   

Camp was really fun and I hope I can 
come next year

If the day time activities weren’t jam-packed enough, we also had 
different activities on in the evenings too.  Boots and Paddles brought 
along their mini highland games where the young people competed 
to see who could chuck the wellies, fling their haggis the furthest, and 
some were even brave enough to ‘toss the caber’.  There was also the 
opportunity to try out a Segway through the Lagganlia Forrest, and try 
your hand at ‘walking on water’ in the WOW balls.  Steve from DrumFun, 
came along and brought with him his collection of African drums for 
everyone to practice their beats and rhythms.  The African singing and 
keeping the right beat was exceptionally difficult to manage!  Wednesday 
night saw everyone head along to the swimming pool at Coylumbridge 
hotel.  At the end of every night, the young people took part in their 
nurture groups which allowed them to check in with staff about their 
day and continue their deep breathing and relaxation techniques from 
previous camps. 

I loved my time being here. It was a 
great year and I loved the staff and can’t 
wait till next year!! 
On Thursday morning, those aged 1st year and above took part in SHAYP’s 
annual Young Person Festival – this year the topic was ‘being a young 
carer’.  The festival offered the young people a safe, protected semi-formal 
environment to learn more about issues which affect them around HD.  
SHAYP’s Summer Camp and Festival depends on the generosity of others 
to help fund and support it.  This year’s Camp was kindly funded by 
Shared Care Scotland, Creative Breaks.  Without their support, summer 
camp and the valuable respite opportunity it offers would be impossible 
to achieve!  Thank you all so much!  

Amazing. It was impossible to top 
last year but you did it. Good job!

Grant Walker, Specialist Youth  
Advisor reports on this year’s 
summer camp

SHAyp
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Research Update...
Isis Pharmaceuticals, Inc. (NASDAQ:ISIS) announced on 21 July, that it 
has initiated a Phase 1/2a clinical study of ISIS-HTTRx in patients with 
Huntington's disease (HD). ISIS-HTTRx is the first therapy to enter 
clinical development that is designed to directly target the cause of 
the disease by reducing the production of the protein responsible for 
HD. Presently; there are no disease-modifying treatments for HD, with 
current therapies focused only on treating disease symptoms. ISIS-
HTTRx has been granted orphan drug designation by the European 
Medicines Agency for the treatment of patients with HD. Orphan drug 
designation is granted to products designed to diagnose, prevent or 
treat life-threatening or very serious conditions that affect not more 
than five in 10,000 persons in the European Union. 

C. Frank Bennett, Ph.D., senior vice president of research at Isis 
Pharmaceuticals, says;

"Although the toxic protein produced from the Huntingtin (HTT) 
gene in HD patients has been a target of interest for many years, no 
therapies have advanced to clinical trials to treat the underlying cause 
of the disease. Our antisense technology has enabled us to discover 
and develop ISIS-HTTRx, the first therapeutic approach designed to 
treat the genetic cause of HD. Together with Roche, we are committed 
to investigating this approach to treat patients with HD, a devastating 
disease that typically affects generations of families," 

B. Lynne Parshall, chief operating officer of Isis Pharmaceuticals 
continues;

"Initiating the clinical study of ISIS-HTTRx in patients with HD is the 
first step in developing a treatment that could significantly impact a 
patient's disease. It is also an important milestone in our collaboration 
with Roche. As we advance this program, we will continue to benefit 
from Roche's scientific expertise in developing therapeutics for 
neurodegenerative conditions." 

Gene Therapy clinical study 
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Barca tae Borrheid...  
Fundraiser, John Lafferty cycled from Barcelona to Paisley to raise cash 
for three charities, one of which is SHA.  His 1,600 mile charity cycle 
route crossed the Pyrenees, went along the Canal du Midi to Bordeaux 
and Nantes and then turned north-east to Normandy, where his sister 
Kathleen and other relatives live.

So far, his pedal power has 
generated £860.28 for SHA.  John, 
from Love Street, Paisley, dubbed 
his gruelling cycle challenge ‘Barca 
tae Borrheid’ in tribute to Barrhead, 
where he was born and was his 
final destination.

John said: “Generally, the trip was 
fine, apart from three or four days 
of rain, also, cycling up the coast in 
Southern France was really windy”

A huge thank you to John on his 
fantastic challenge.
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£200k Individual Giving Donation
Scottish Huntington’s Association was delighted, indeed overwhelmed, to receive the largest single donation in the history of the organisation, 
totalling £200,000 from an anonymous donor based in England. The donation, which was received early in July 2015, is earmarked for care 
and research in Scotland. This valuable contribution to the work of the Association will receive regular updates in future issues of our SHAre 
newsletter. Huge thanks goes to our very valued supporter for their most generous gift which will help the Association develop the range of 
services available to families living with Huntington’s disease across Scotland.

  

Good news! 
Scottish Huntington’s 
Association now has 136 
players in our monthly Lucky 
Lotto which provides a 
regular monthly income of 

£ 654 (£7,848 per annum) to develop the range of services made 
available to families living with Huntington’s disease throughout 
Scotland. Each Lucky Lotto stake is £6, which gives you the 
opportunity to help fight Huntington’s and also potentially win the 
1st prize of £200, 2nd prize of £50 or 3rd prize of £25. If you would 
like to get involved, just give Sally a call on 0141 848 0308 to set up 
your direct debit, or go online at http://www.hdscotland.org/lotto. 
Bon Chance!

Handover for Huntington’s  
For all those who want to help fight Huntington’s by donating 
old goods that you don’t want any more, and may have friends or 
colleagues who’d also like to help as a part of the community, we 
have a new opportunity for you! Handover for Huntington’s!

Handover for Huntington’s is about donating anything that you 
don't want or need anymore, but which we could sell on our eBay 
store to raise funds to fight Huntington's. We'll be happy with old 

books, DVDs, computer games, phone handsets, knick knacks 
or even clothes (if you've not 
worn them - we don't have 
the facilities to launder worn 
clothes so can't accept them, 
I'm afraid!).  All donated via 
one of our sturdy and yet 
stylishly designed Handover 
for Huntington’s boxes or ‘huts’. 
If your office or community 
centre has room for a 
Handover box, then please do 
contact Sally on 0141 848 0308 
or e-mail  
sally.brewer@hdscotland.org

John getting congratulatory kiss  
from his wife, Basia

SHA Big Business Breakfast
The second Big Business Breakfast took place at the new National Office 
on Friday 21 August with 20 participants. Hugh Henry, MSP welcomed 
everyone to the event  and Catherine Martin, SHA Chairperson set the 
scene by introducing the SHA Staff Team. You could have heard a pin 
drop when young Andrew Hannah took to the floor and delivered his 
“I am HD positive” campaign. Dougie Peddie, Fundraising Manager, 
delivered a short presentation on “Partnership Opportunities” and 
invited the representatives from the business community to become 

involved with the charity 
through volunteering, 
offering gifts in-kind 
or taking one of our 
new “Handover for 
Huntington’s” Huts which 
will be hitting the streets 
soon. John Eden gave the 
vote of thanks to round 
off a very productive 
event.
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The ebay@SHA shop is up 
and running...
The eBay@SHA shop is now fully up and running and the feedback has 
been very positive. 
We are seeing a monthly 
increase in popularity 
and interest in the wide 
range of items for sale and 
are very grateful for the 
donations received, some 
of which have come from 
the Scottish Huntington's 
community, celebrity 
and sports teams signed 
memorabilia and corporate 
donations.
Some more new ideas we 
are launching through our 
eBay@SHA shop are;

Home Hub's for Huntington's  
Through eBay anyone has the ability to start selling their old, unwanted 
items with ease, included in this process is the option to become a 
Community Seller which allows anyone to sell their items and donate 
between 10%-100% of the profits towards SHA. The benefit of this is 
that it is open to anyone with a computer and an internet connection, 
so you can watch the bids come flying in. There is support from SHA to 
take you through the process and answer any questions you may have. 
Please call David on 0141 848 0308 or email  
david.mcniven@hdscotland.org  

Legacy House Clearings  
If a family member or friend has passed away, it is never easy sorting 
through their belongings and clearing their home. We would be happy 
to take any items you don’t want to keep and sell them through our 
eBay SHA shop. All funds raised would go towards assisting families in 
Scotland living with HD. 

I would like to thank everyone who has donated, shopped and made a 
visit to eBay@SHA.  This amazing potential to bring in a new source of 
income has only been made possible through your efforts. 
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Zip Zip away on Sunday 13 
September... 

October 2013, we 
organised a Zip 
slide event and our 
fundraisers had a 
whizzing great time, 
zip sliding across 
the River Clyde. One 
of our previous Zip 
sliders, who is also 
a staff member said 

“A great feeling, stop at the edge and jump out and look at the 
things around you”.

Taking part on Sunday 13 September will be loads of fun and 
you will help raise awareness and much - needed funds. You will 
join 200 other fundraisers raising funds for their chosen charities. 

All you have to do is make a part sponsorship donation of £20 
and agree to raise a further minimum of £100. Participants must 
be over 16 years of age and maximum weight limit is 17 stone.

To secure your place and receive a fundraising pack, please 
contact Linda on 0141 848 0308 or alternatively email:  
linda.byars@hdscotland.org

£10,000 Award from the Barcapel 
Foundation

The Association was delighted to receive 
an award of £10,000 from the Skelmorlie 
based www.barcapelfoundation.org
towards stage 2 of the Wellbeing 
Volunteer Service which will allow us to 

further develop and expand the project to the East of Scotland, recruiting an 
additional 45 volunteers.  

The aim of the Wellbeing Volunteer Service is to improve the quality of life 
for people living with Huntington’s disease by creating new opportunities 
to reduce social isolation, increase emotional support and maximise 
independence and autonomy. Wellbeing Volunteer’s activities can include; 
providing short periods of carer respite, emotional support, supporting 
someone to attend a medical appointment, enabling someone to be active 
in their community, but crucially what the volunteers do changes to meet the 
needs of the person living with HD. 

This valuable support from the Barcapel Foundation will match the £25,000 
already committed by the ScottishPower Foundation earlier this year as SHA is 
the only organisation in Scotland providing this level of specialist support to 
those affected by Huntington’s disease.

Skydive a big success...
The skydive was an amazing 
success raising so far, over £7,000. 
We want to thank everyone 
who took part and came along 
on the day to support us. The 
day was such a success we are 
running another one on Saturday 
3 October. Anyone interested in 
taking part, please call Linda on 
0141 848 0308. Places are limited.

Virgin Lordon 
Marathon  
Five runners took part in the Virgin 
London Marathon and raised over 
£7,000. Well done and thank you 
to everyone who helped raise 
these incredible funds.

Sarah Kernahan & Rachel Duff 
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Thank you Corporate Supporters.
Scottish Huntington’s Association is grateful to all the corporate supporters named below, for their generous contributions, both financial and in-
kind gifts, since the last spring edition of SHAre was published.
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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.byars@hdscotland.org  We will try our best to print as many stories as we can.

We would like to thank everyone who has helped in 
many ways and raised awareness of Huntington’s 
disease and vital funds; unfortunately we cannot 
include every photograph. Here are a few of our 
wonderful fundraisers and what they have been up to...

Thank you Fundraisers

Arisaig Marine Ltd    
Cairngorm Reindeer Company
Dundee Heritage Trust   
East Dunbartonshire Council
East Dunbartonshire Voluntary Action (EDVA) 
Landmark Forrest Adventure Park
Loch Insh Watersports Centre  

Loch Katrine Experience
Lomond Platform Staff Charity Committee 
M & D Leisure Ltd
Queen Victoria School Pupils and Chapel Fund 
Renfrewshire Council
Renfrewshire Seniors Forum  
Rolls Royce Staff Charity Committee

Rotary Club of Kirkintilloch   
Sainsbury’s Supermarkets Ltd
Scottish Enterprise   
Scottish Government
Speedbird Developments Ltd  
Weather Lottery
Whyte & MacKay Whisky

Lasswade High School, Edinburgh, presented Dina 
De Sousa with a cheque for £1,500 raised from 
various fundraising activities.

Edinburgh Airport collection raised £240.  Glasgow Airport collection raised £280. 

The Skydive in June raised an amazing £7,000. Aaron White took part in the Bakers 10K, Aberdeen 
and raised £1258. Even his dog Nola got into the 
spirit of the day.

Andrew Hannah and his team took part in 
the Strathclyde 10K and raised over £4,000.

Ann Davidson raised over £1,000 by taking part 
in the Edinburgh marathon. Her employer DHL 
matched her fundraising by donating £250.

Kieran Downey, family & friends organised a hike 
up Criffel in Dumfies and raised £580.

Lorraine Dishington, Edinburgh  who took part in 
Edinburgh Night Ride and raised over £1,000.

Team Pikeman took part in the Glasgow 
Womens 10K and raised £400.

Paul Dorrington has been 
helping to distribute our 
cans in his local community.  
He is seen here presenting a 
Certificate of Achievement to 
Tesco, Hardgate who recently 
raised £82. Anyone who can 

help distribute our collection cans in their local 
community, please contact Linda on 0141 848 0308.



SHAre

Fife branch many from the branch attended the Wellbeing 
Volunteer launch in Fife (see Bob Bogle’s article on page 10) and on 

16 August they had 
another fantastic success 
at the Culross Fayre. HD 
Specialist, Nicola Johns, 
co-ordinated the event.  
She said, “ It was the most 
beautiful, sunny day 
and raised a whopping 
£832.   A  huge thank 
you to MGM Timber for 

their kind donation which raised £115 from an in-house raffle”. Brian 
McKechnie, Fife Branch chair continues,  “It really was a superb effort 
by all”. They would like to personally thank  Susan F, Sue, Gemma, 
Susan I and Tina for helping staff the three table Tombola stalls.  

Forth Valley branch will continue to meet at the Heritage 
rooms in Dunipace. They also plan to hold a couple of meetings at 
other venues to encourage new members to the branch.

Glasgow branch branch were delighted to receive funding 
from Lloyds TSB, which will enable them to continue their monthly 
meetings at the Wedge in Pollok. 

Lothian Branch has a new chairperson, Dina De Sousa 
(please see story on the right) and a new treasurer, Sheila Pringle.  
Our thanks to Margaret McPherson, who chaired the Lothian family 
branch for over seven years and Mary Johnston who was treasurer for 
8 years. Margaret is taking a back seat from the branch committee but 
will continue to support and attend their monthly meetings.  Mary is 
moving back to Northern Ireland with husband Michael. 

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

Support Group information

Most of our support groups have taken a break over the summer and are now starting to meet up again.  Family 
members get so much mutual help and support from these monthly meetings.  The branches are, Fife, Forth Valley, 
Glasgow, Lothian and Tayside.  Call me on 0141 84 8 0308 for more information or email  
isobel.darroch@hdscotland.org

Dina De Sousa, chairperson 
Lothian family branch 
My name is Dina De Sousa. I was born in 
Lisbon, Portugal but grew up in Toronto, 
Canada. My family (husband and 2 boys) and I 
moved to Edinburgh 17 years ago.

My husband is a research scientist and took 
a posting at Roslin Institute in Edinburgh. 7 
years ago my father (who lived in Toronto) was 
diagnosed with HD. This was a complete shock 

as we were not aware of HD in the family. Right away I decided to be 
tested and I am gene positive. 

Shortly after the test I met Mary Johnston (former group treasurer) at 
one of the local fund raising duck races. She informed me of the local 
support group, but felt at time I wasn’t ready to attend a support group. 
I am still asymptomatic and the way that I have coped  is by getting 
involved in different research studies and learning as much as I can 
about HD, including going to the EHDN meetings. This has helped me 
immensely but I also see it as helping my two boys who are risk. I then 
felt I wanted to join the Lothian Branch,  and help supporting others 
dealing with this devastating disease. This coincided with Margaret 
McPherson wanting to step down from the chairperson role. She asked 
me if I would consider being the new chairperson, which I have agreed 
to.  I am new to the group as well as the role so I still have a lot to learn 
but the people in the group are fantastic and are keeping me straight.
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Support groups will also be starting their autumn meetings. Angus 
Carers - date TBC;  Angus & Tayside - Symptomatic 23 Sept;  Ayrshire 
Carers - Thursday 17 September in Ayr; East Dunbartonshire - 21 
September; Fife Early Symptomatic - date TBC; Fife Carer - 28 Sept; 
Grampian -  quarterly in Aberdeen City; Highland - Friday 27 November 
in Inverness; Glasgow East; 1st Monday in month; Renfrewshire and 
Surrounding Area - 2nd Monday of the month at Accord Hospice, 
Paisley. South Lanarkshire Carers - 21 September from 6 - 7.30pm. 
Tayside Carer - 25 November in Perth; West Dunbartonshire - 21 
September.  

For more detailed information on dates and venues, call Isobel on 0141 
848 0308 or email isobel.darroch@hdscotland.org 

Mary Cunningham, 
family member from 
Coupar Angus, and six of 
her friends hit upon the 
idea of running a charity 

shop as they had items at home they thought could be saleable. There was 
a charity shop in the town which is let to different charities who take over 
the premises for one or two weeks at a time, and so began their fantastic 
venture.  Five years on, this first group of friends has evolved into a full 
scale operation of 50 friends giving their time to collect, sort, price, display 
and sell hundreds of items in the shop.

They come as far afield as Doncaster, where one lady knits fantastic money 
raising gifts for Christmas and Easter - small chickens that you can pop 
chocolate eggs into and Christmas puddings that are just the right size for 
a Chocolate Orange.  A couple of friends travel through from Glasgow and 
another from Stranraer.  Last year, during our silver anniversary celebration 
year, they took the charity shop on the road  to Brechin and Blairgowrie 
followed by a Mad Hatter’s Fun Day and charity shop in Coupar.

Mary’s husband has Huntington’s disease and she feels that the charity 

shop gives her drive to bring awareness on Huntington’s disease, a sense of 
doing something she has grown to love and raise funds for the Association.

Mary says “The charity shop is very much a team effort and has become a 
real community family.  People would say it’s all about me and what I do, 
but I tell them there is no  ‘I’  in ‘TEAM’. As the preparations gather as we 
near the opening date seeing everyone getting excited and joining in is 
amazing”.  Mary continues, “What is also really important is that there are 
people helping who have Huntington’s disease and they feel very much 
a part of the team. As we know Huntington’s can make people feel very 
isolated and they enjoy being a part of the event as much as they can”.

She concluded “A huge thank you to everyone involved.  I am truly touched 
by the dedication, time and commitment that everyone gives to make these 
shops so successful”.

Over the last  five years Mary and her friends have raised over £30,000, 
including £6,000 already this year (with more shops still to be held!),  and 
Scottish Huntington’s Association would like to say a huge thank you to 
everyone involved for their fantastic work. 

Tayside 
Charity Shop 
Success
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SHA News
Wellbeing in Fife!  

Thanks to vital funding 
from the ScottishPower 
Foundation, we very 
recently fully launched 
our Wellbeing Volunteer 
Service in Fife.  This follows a 
successful pilot programme 
in the Kingdom and will 

provide further support to 
HD families in Fife to complement the existing and highly regarded HD 
Specialist Service.

To celebrate this, a launch event was held in Glenrothes at the end of July 
in partnership with Fife Voluntary Action (FVA), and a wide range of HD 
families participated in the evening.

The Depute Provost of Fife, Councillor Kay Morrison, Janine Stenhouse of 
FVA and our own Bob Bogle spoke about the volunteering service, the very 
positive impact of volunteering in general and the renowned resilience of 
the HD community in Fife.   The formal part of the event was concluded 
with a short talk by one of our most experienced Wellbeing Volunteers, 

Gaynor Smith, on the benefits both for HD families and for herself in terms 
of personal development and increased employability.  Everyone then 
enjoyed an opportunity to engage with local councillors, the Foundation’s 
funding officer Phil Duffield and others on the needs of HD families in Fife 
and elsewhere.

Ann Loughrey, Trustee and Executive Officer at the ScottishPower 
Foundation, said: “The ScottishPower Foundation is committed to 

supporting community programmes that 
inspire people to get more out of life, whilst 
giving something back to their local community. 
The volunteers involved in the SHA .

Wellbeing programme are providing a vital service to those with HD and 
their contribution should not be under-estimated.  We are delighted to 
support SHA and wish all the new volunteers every success in their roles.”

We look forward to continuing the expansion of the Wellbeing Volunteer 
Service across the East and North of Scotland as soon as we can as funding 
and other resources allow.   Watch this space..!

The Financial Wellbeing Service is now fully functional throughout 
Scotland after welcoming Katrina Lovie to the team. 

So far the service has provided support, assistance and advice to 
over 80 clients with multiple case issues. Known client financial gains 
currently sit at over £100,000 for the project. These gains include awards 
or increases of Attendance Allowance, Employment Support Allowance, 
Disability Living Allowance, Personal Independence Payment, Council 
Tax Reduction, Housing Benefit, Carers Allowance and Pension Credit. 
In addition to this, the team have provided information and advice on 
debt issues, guardianship, power of attorney, pensions, insurance and 
financial planning. 

Iain Thomson, Senior Financial Wellbeing officer 
comments:
“The work completed has been achieved through 
a mixture of referrals from SHA staff and direct 
referrals from clients. As part of the SHA Carers 
Conference, the team ran 4 workshops to promote 
the service and provide information and advice on 
common financial issues faced by HD families”.

If you require the Financial Wellbeing Service assistance, please contact 
Iain on 0141 848 0308 or mobile 07710 391621and email at  
iain.thomson@hdscotland.org

Katrina Lovie, Financial Wellbeing Officer, North 
of Scotland comments:
“I joined SHA in May as Financial Wellbeing Officer 
for the north of Scotland covering Grampian, Angus, 
Tayside and Highlands and Islands.  I share an office 
at NHS Grampian clinical genetics centre in Aberdeen 
with Senior HD Specialist, Liz Fraser, and Specialist 
Youth Adviser, David Drain and have regular contact 

with north region Senior HD Specialists, Gordon Bogan, Alison Tonner 
and Paula McFadyen” 

Katrina continues  “ During my student days I 
volunteered with Aberdeen Citizens Advice Bureau and 
went on to work in a variety of planning and policy 
roles within housing, health and the police service. 
I returned to advice work in 2014, setting up a new 
Citizens Advice Bureau rural outreach service in south 
west Aberdeenshire. It has been a real pleasure coming 
to know clients and their families. I look forward to 
meeting more people in the north of Scotland and 
assisting with any financial wellbeing enquiries”.

Please contact Katrina at:  Mobile Tel: 07496 865342 
Email: Katrina.lovie@hdscotland.org

Financial Wellbeing Service is now fully functional...   

Sally Brewer has joined the 
Fundraising Team at the National 
Office as our new Fundraising 
Officer, replacing Jim Opfer who 
left in May this year. 

Sally recently relocated from 
London to Glasgow and has a 

wealth of fundraising experience in the heritage 
sector. She also has significant community 
fundraising experience, a strong grasp of events 
and major donor giving.  Sally has experience in 

individual and legacy giving which makes her an 
all-rounder who has already hit the street running! 

Sally says: “I’ve been aware of Huntington’s disease 
and its impact for many years, as my younger 
sister, Helen Santini, works for Huntington’s 
Disease Association in England, and I’m excited 
and honoured to come aboard and do my bit for 
this amazing organisation. I’m looking forward 
to growing our individual donor programme 
and helping the rest of the team support the 
organisation as it goes from strength to strength.”

Grampian Continuing 
Service
SHA was successful in securing the tender 
for providing the Specialist HD Service in 
Grampian. Funding is being continued for 
the next three years, putting the service on a 
secure footing. 

Liz Fraser, Senior HD specialist in Grampian 
is delighted with the news and the 
service are now advertising for a part time 
administrative assistant. 

New Fundraising Staff
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SHA News

Jillian Foster, Senior HD Specialist for Fife says “This year’s one day 
family conference on Saturday 24 October takes us back to sunny 
Fife and the beautifully located Bay Hotel. The conference will feature 
family members sharing their experiences of different aspects of care 
in Huntington’s Disease. I hope you will take the opportunity to come 
and join us.  Everyone in Fife looks forward to seeing you there.”

Invitations are being sent out shortly. Please contact Colin Wilson on 
0141 848 0308 or email sha-admin@hdscotland.org if you do not 
receive one.

The Family Conference 2015...
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SHA Changes of Service Addresses

Lanarkshire Service  
4th Floor
Hunter Community Health Centre 
Andrew Street 
East Kilbride 
G74 1AB
Tel: 01355 597455
linda.lucas@lanarkshire.scot.nhs.uk 
corinne.payne@lanarkshire.scot.nhs.uk

Angus & Tayside Service   
Room 3010
East Day Home
Kings Cross Hospital
Clepington Road
Dundee
DD3 8EA
Email Angus:  atonner@nhs.net 
Email Tayside:  sha.tayside@nhs.net
Tel: 01382 424196  

Ayrshire Service   
Douglas Grant Rehabilitation Unit
Ayrshire Central Hospital
Kilwinning Road
Irvine
KA12 8SS
Tel 01294 322 305
Email: Julie.mann2@nhs.net

Could this be you..?
We are looking for Volunteer: 
Fundraising Coordinators to get 
involved by joining a new and 
exciting network of volunteers.

You will be very much part 
of this national network of 
fundraisers, planning and 
organising events in your local 
area. Using your own expertise 
and knowledge to create a 
network of social activities for 
not only your local community 
but the wider HD community. 

Getting involved has lots of benefits to you from making new 
friends, building your personal journey to enhancing your career 
prospects. So, whatever your reasons for getting involved, we 
have something for everyone.

David Henson has recently joined our network of volunteers 
and is busy helping to organise the youth event – watch out for 
details of this up and coming exciting event...

If this could be you, please get in touch with Linda who will be 
glad to meet up for a coffee and a chat.

Contact Linda on 0141 848 0308 or by emailing  
linda.byars@hdscotland.org

Christmas Cards...

Why not take up our fantastic offer 
of £1 per pack (plus postage & 
packaging) for any of the above 
Christmas cards. 

£1
Only

Call 0141 848 0308  Hurray, while stock lasts! 



If you are caring for a person with Huntington's disease, there 
are special safety precautions which may be useful regardless 
of the stage of the disease but many are aimed at people in the 
mid- advanced stages. One of the simplest changes which has 
proven beneficial in caring for people with dementia is increasing 
visibility. Improve lighting brightness throughout the home, 
install nightlight or rope lights on the path from bed to bathroom, 
label rooms and presses with pictures.

Safety hazards in the home are not always apparent. For this reason, 
your first step should be to do an assessment of the whole house, 
keeping in mind the habits and routines of the person affected. 

Cords
Lamp, extension, and telephone cords should be away from the flow 
of traffic. Cords should not be beneath furniture, rugs or carpeting 
where they could cause a fire. They should be in good condition, not 
frayed or cracked.

Rugs, Mats, and Runners
Throw rugs are easy to trip over and should be avoided. All other rugs, 
mats, and runners should be slip-resistant. They can be purchased slip-
resistant, or you can apply adhesive carpet tape or rubber matting to 
the backs of them. Short pile carpets are easier than deep pile carpets 
for people who have walking problems.

Smoke Detectors and Fire Extinguishers
Each month, make sure all smoke detectors work and are near all 
bedrooms. Smoke detectors should be on the ceiling or 6-12 inches 
below the ceiling on the wall. Fire extinguishers should be placed in 
several locations, the most important being the kitchen. Make sure all 
outlets and switches have cover plates and that no wiring is exposed. 

Smoking
While a healthy lifestyle has proven benefits for those with HD, taking 
cigarettes away could cause agitation and extreme emotional upset. 
Instead, consider the following tips to keep smoking from becoming 
such a fire hazard in the home: 

•	 Do not allow smoking in bed, which should be a rule for all 
members of the household.

•	 Look at the places where the person tends to smoke. Remove 
anything that could catch fire easily, such as newspapers, 
magazines, boxes, dried flowers, or leaves.

•	 If they smokes outside, make sure it is in a low-risk area, 
•	 Use ashtrays that are large, stable, and fireproof. Make sure 

the ashtrays are placed in an area where they cannot be easily 
knocked onto the floor. An ashtray attached to a floor stand 
might be a better alternative.

•	 Cigarette holders can help the person hold the cigarette without 
it burning down to their fingertips.

Arrangement of Furniture 
Furniture can be an obstacle course for persons who lack coordination. 
They may bump into furniture frequently, or try to grab onto it to 

prevent a fall when they lose balance. To prevent frequent bumps and 
difficulty getting around, you may need to remove some furniture and 
store it in another area. Or you may simply need to rearrange furniture 
so that there is more space for manoeuvring. Furniture should be 
strong enough to provide support if the person with Huntington's 
disease grabs onto it to prevent a fall.

Kitchen
There are a number of potential hazards in most kitchens. Here are 
some tips for kitchen safety: 
•	 While maintaining independence is important in people with HD 

it may be beneficial to supervise them in the kitchen depending 
on their condition.

•	 Towels, curtains, and other flammable objects should be kept 
away from the stove top.

•	 Keep the tables, counter tops, and stove free from clutter.
•	 Consider getting a corral for the stove top to keep pots from 

being knocked over.
•	 Keep the person’s kitchen items within reach.
•	 Consider using plastic plates, bowls, and cups.

Bathroom 
Speak to your HD Specialist about things that can make your 
bathroom safer. The following tips should be applied: 
•	 Bathtubs and showers should be equipped with nonskid mats, 

abrasive strips, or surfaces that are not slippery.
•	 Grab bars need to be in the bathroom and the shower.
•	 Existing grab bars should be strong and stable.
•	 A stool with a nonskid surface can also help those with balance 

problems.
•	 Spacer blocks and handles can be attached to toilet seats so that 

the person has something to grip.
•	 The water heater should be set to “low” or 120°F (49°C).

Bedroom
•	 Light switches should be within reach of the bed.
•	 Speak to your HD Specialist about bed safety measures
•	 A floor bed may be helpful, as long as the person is able to get up 

safely.
•	 Install night-lights.

Stairs 
•	 Have handrails on both sides of the stairwell.
•	 Speak to your HD Specialist about home adaptations for example 

downstairs bathroom/bedroom.

Hallways
•	 Try to keep walls free from heavy paintings and objects that 

could be knocked down.
•	 Install wooden railings or metal grab bars on the walls.

Edited from the source: Huntington Disease Center Eastern Idaho 
Regional Medical Center  
http://eirmc.com/hl/?/33742/Huntington-Disease-Center 

Home Safety for People with Huntington’s Disease
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