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The Clinical Research Facility (CRF) in the Queen Elizabeth 
University Hospital, in Glasgow, has started a new drug trial for 
Huntington’s disease funded by Wave Life Sciences (a genetic 
medicine company focused on delivering transformational 
therapies for patients with serious genetically defined 
diseases). Initially Glasgow was the sole UK site, however, since 
successfully gaining all regulatory and ethical approvals, the 
Royal Devon & Exeter Hospital has been added. As a phase-one 
trial, total numbers of subject are small. 

Heading the study as Chief Investigator for the UK,  
Dr Stuart Ritchie, Consultant Psychiatrist & Research Lead for 
Huntington’s disease, said: 
“We were delighted to be selected as a trial site for this 
exciting new study. I met Dr Ed Wild at a number of HD 
events and was interested in getting ASO (antisense 
oligonucleotide) trials to Glasgow. He encouraged 
me to get involved in HD-Clarity, as this would 
demonstrate our ability to handle lumbar punctures 
and intrathecal administration. This subsequently led 
to our successful proposal to Wave Life Sciences.”  

The new drug belongs to a group of compounds called 
antisense oligonucleotides (ASOs). ASOs are laboratory made 
compounds similar to DNA which can be made to target a 
specific DNA sequence, hence they can block production of 
specific proteins.  This ASO specifically blocks the expanded 
Huntington gene to reduce mutant huntington protein, while 
allowing production of the normal huntington protein. The 
drug uses two normal variations in the genetic code (called 
single nucleotide polymorphisms or SNPs) to target the 
expanded huntington protein. This is different from the phase-
one Ionis trial which reported in December 2017. The Ionis drug 
reduced both normal and expanded huntington protein. 

The trial is a phase 1B/2A and is primarily a safety and 
tolerability study, but it does have exploratory clinical 
outcomes. Canada was the first country to recruit to the study, 
followed by Poland. Recruitment is expected to continue for a 
further 12 months. The purpose of the trial is to ensure the 
investigational product (the drug) is safe and well tolerated 
in humans. The trial carefully records what the drug does to the 
body and what the body does to the drug. All subjects are 
closely monitored for side effects. If this trial is successful, Wave 
Life Sciences would plan for a phase-three trial to further 
develop the product. 

Wave Life Sciences drug trial gets the go-ahead in Glasgow 

Pictured L-R Scott Farmer (now left the team)  Samantha Carmichael, Dr Donna Fraser, Joanne Gallagher 
and Dr Stuart Ritchie 



Dr Ritchie continues:
Most of the patients selected for this trial have been involved in 
the Enroll-HD observational study. 11 subjects have now been 
pre-screened for the presence of the SNPs.   Subjects must have 
the SNP1 or the SNP2 and the SNPs have to be on the expanded 
allele to be eligible for the trial. We know from previous work that 
approximately two thirds of people will have one of the SNPs on 
the affected allele. I am planning to recruit a total of eight patients 
into the trial over a period of one year. There may be additional 
availability next year depending on total global recruitment.  
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Dr Ritchie concludes: 
“I am very grateful to all at the Research and 
Development Department at GGC Health Board for all 
their support in bringing this study to Glasgow. Although 
I am the Chief Investigator this would not have been 
possible without the huge amount of support from many 
people. I would like to give special thanks to  
Dr Erica Packard, Mental Health Research Coordinator” 

Dr Ritchie is joined by a large clinical team: 

• Professor Keith Muir, Professor of Neurology
• Dr Stewart Webb, Consultant in Neurology
• Dr Alison Gordon, Consultant Psychiatrist
• Three neuro-anaesthetists; Dr Chris Hawthorne,

Dr Donna Fraser and Dr Yvonne Bramma 
• Four higher trainees in Psychiatry; Dr Stephanie

Cowan, Dr Shoshana Cross, Dr Gillian Scott and
Dr Craig Patrick

• Linda Wilson, Nurse Manager, CRF, QEUH
• Murray Sutherland, Senior Research Nurse
• Nicola Devon, Senior Research Nurse
• Joanne Gallagher, Lead Aseptic Pharmacist

The study is supported by the Clinical Research Facility 
at the Queen Elizabeth University Hospital.

At the present time, Dr Ritchie is not 
planning to pre-screen any further 
subjects for the trial.  

The trial is for people with 
genetically confirmed early to 
mid-stage Huntington’s disease. 
Patients will require numerous trips 
to the CRF over a 7-8 month period. 
The study begins with checking 
eligibility through the presence of 
the SNPs. If eligible, the subject is 
screened using an extensive list 
of inclusion and exclusion criteria. 
Subjects who fail the screening 
examination are not allowed to 
proceed into the trial. Those who 
proceed into the trial will then 
have an extensive assessment of 
their disease status prior to the first 
administration of the drug. The 
drug is given by injecting it into the 
spinal canal.

This is called an intrathecal administration by a lumber puncture or a “spinal tap”. This is the only method of getting the drug 
into the brain as it would be broken down in the gut if given orally. The brain is wrapped in a very secure membrane preventing 
foreign substances easy access. This membrane is called the “blood brain barrier” and would prevent an ASO entry to the brain 
if given by an intravenous injection.

Dr Ritchie would encourage everyone who has an interest in research to 
contact their local research department – region -specific details can be 
obtained through your local SHA service office. (details on our website at 
www.hdscotland.org) The best way into research is to be on the  
Enroll-HD observational study as this is the main source of subjects for 
drug trials. Enroll-HD necessitates an annual assessment and blood 
samples. Much of the current research is focused on pre-clinical and 
mild/moderate disease states.  



The missing ingredient in some parts of Scotland is access to an HD Specialist. Often described by families as ‘lifeline support’ 
they are the backbone of providing coordinated care and support to people with HD. SHA has eight regional services in 
Scotland, all of which are funded by the NHS, Local Authorities or Health and Social Care Partnerships.  Unfortunately, as a 
small, rare disease charity, we don’t have the resources to deliver these services from our own fundraising activities. That 
means we can only set up new HD Specialist services if we can persuade those agencies to provide funding; that’s not an easy 
task when the public purse is so stretched. The good news is that the new National Care Framework is providing opportunities 
to engage with statutory partners to discuss areas with no access to HD Specialist support. 

In Moray, a new local support group is doing an excellent job of lobbying local politicians and is making sure the need 
for more support receives much more focus and with the launch of the Grampian framework on 29 August and ongoing 
engagement between SHA and Moray HSCP, we have reason to be optimistic. 

Dumfries and Galloway was impacted by the retirement of the invaluable Marie McGill in 2016 and various attempts to 
engage with the NHS proved fruitless, but I am pleased to report that following a meeting with Julie White, Chief Officer, 
Dumfries and Galloway Health & Social Care, that a working group of key staff has been established and is engaging with the 
charity to develop an action plan for improving support. 

We worked hard in Forth Valley a few years ago to lobby for more support and this did result in some dedicated sessions 
from a local neurology nurse, but as the largest remaining Health Board area with no dedicated HD Specialist, we know there 
is still room for improvement. We are just beginning the process of engaging with local agencies to develop a Forth Valley 
framework, and this will bring a fresh opportunity for local families to get involved and make their voice heard. 

In the island Health Boards, we know there won’t be sufficient need to set up dedicated services. Instead, we are developing 
a model where they can purchase individual packages of care from us which we can provide from within our existing team of 
HD Specialists (some of whom work part-time). 

“I am genuinely optimistic, we will achieve our aim of ensuring the same range of support is available to people with 
HD and their families wherever they live and welcome your involvement in making sure that happens” 

John Eden,  
Chief Executive Officer...

SHA’s Board of Trustees and I are acutely aware of the difficulties accessing 
specialist support in some parts of Scotland and one of our main strategic 
goals is to ensure equitable care is available regardless of where you live. 
Wherever you live in Scotland, SHA provides valuable support. Our national 
youth service (SHAYP) is available to any young person aged 8-25 and also 
to parents who face the difficult task of disclosing about HD in the family. 
Our Financial Wellbeing Service is also available throughout the country 
and provides help with navigating the benefit system, dealing with debt, 
planning for the future and accessing financial products (e.g. insurance). 
SHA’s carer and family conferences are also open to anyone in Scotland (and 
they are free to attend) as are our short breaks and welfare grant funds. 
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Shona Robison MSP with John Eden



Hi everyone. I joined SHA  
in June, working with the  
team in Grampian.  I have a  
background in administration and 
hospitality so my organisational and people 
skills are coming in handy.  It’s great being 
part of the small team based in Aberdeen 
and also the wider SHA family. It has really 
opened my eyes to the hard work and 
support provided by the organisation, 
which I am now proud to be part of.

Paula Hepburn,  
Resource/Admin  
Worker, Grampian
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I have over 30 years of admin and business  
support experience, where I have worked mainly for  
public/local authorities and the voluntary sector in  
Dundee and Perthshire area.   Although qualified in  
Business Admin, I am new into the medical/nursing side of  
admin and am looking forward to adding new feathers to my hat!  New in 
the door, I'm looking forward to learning all about SHA, meeting staff and 
supporting the Tayside team.   

I've had a fantastic welcome reception from Paula and Lindsay and feel 
part of the team already!  Positive Mental Attitude is my motto, always 
smiling and enthusiastic... and that's a promise!   I like to make a difference 
and love the little things in life.   Hopefully I'll get to meet staff, some 
clients and their family members soon.  So, until then.... Live, Love, Laugh!

Elizabeth Allison,  
Resource/Admin Worker, 
Tayside

Welcome

Management Report - Karen Sutherland, Operations Manager
Unbelievably, we are approaching autumn already. The 
service staff have been very busy over the last few 
months, with most of them being involved in the very 
exciting work of helping to develop the localised HD Care 
Framework for their own areas. Ayrshire was the first service 
to launch theirs on the 23rd of April (more info on page 
5). On the back of this work, the Ayrshire Service, along 
with Health & Social Care colleagues, were nominated for 
Ayrshire & Arran Health Board’s “Ayrshire Achieves” award 
for Building Relationships. They succeeded in getting 
to the finals, which was a huge accolade in itself. It 
showed the strength of partnership working with the 
Ayrshire HD Specialist service and Health & Social Care 
Partnerships. Congratulations to everyone involved. 

The Lanarkshire, Ayrshire and Glasgow teams have been hugely 
motivated in supporting people selected through to the first 
stage of the Wave Life Sciences trials (see leading story). All 
teams, including Lothian, have also been encouraging and 
supporting people to sign up for Enroll-HD.  

A huge welcome to Elizabeth Allison and Paula Hepburn, our 
two new admin /resource workers in Tayside and Grampian.   

In addition to their continuous personal development study and 
training, staff update their skills and knowledge to maintain 

their own professional registration and revalidation. They 
attended a recent all-day event in Stirling. Main topics on the 
day were the recent changes to the General Data Protection 
Regulation (GDPR), which involves changes to the Data 
Protection Law, that SHA must comply to. Duty of Candour and 
Equality and Diversity training were also well received.  

Congratulations to Lothian Senior HD Specialist, Annette Brown, 
who completed a “Leadership and Management in Health and 
Social Care” module in June, after 10 months of intense study.  
Michael Kellet, Director of Fife Health and Social Care 
Partnership, joined the Fife service on 23rd August following 
his disappointment at missing the launch of the localised Care 
Framework in June. Michael was interested in hearing about 
new initiatives of possible research trials at this site.  

Highland service is currently going through the process of 
completing honorary contracts to enable them to amalgamate 
with the Genetics service, which will result in them providing a 
more effective, streamline service for families.  

And finally, Tayside HD Specialists Paula McFadyen and Lindsay 
Wilson and Fife Senior HD Specialist Jillian Foster, attended the 
European Huntington’s Disease Network Plenary meeting in 
Vienna in September. They will report on the very intense 4-day 
event in the next issue.



Ayrshire, Fife & Grampian formally launch localised Care 
Frameworks.

Local Care Frameworks for HD have been formally launched 
in Ayrshire, Fife & Grampian.   Launching the Ayrshire & Arran 
Framework the then Health Secretary Shona Robison MSP 
said:
“The national and international feedback on 
the work undertaken so far has been extremely 
positive, and I am delighted to launch the first 
localised version of the National Framework.” 

In Fife Associate Director of Nursing, Nicky Connor, said:
 “In Fife we are very fortunate to have a Lead 
Clinician for HD, dedicated HD Specialists, HD 
Youth Workers and Specialist Financial Advisers. 
In launching the Framework today we hope to 
kick start further improvements to our services 
and lead the way for providers throughout 
Scotland to follow.” 

 The Grampian Framework was launched by Lewis Macdonald 
MSP, Convener of Scottish Parliament’s Health Committee and 
a former Minister for Health. He said:  
“The National Care Framework has secured 
widespread support throughout Scotland. 
I look forward to working with the Scottish 
Huntington’s Association to help raise awareness 
of this terrible condition and improve support 
for those impacted by it through the use of this 
ground breaking Framework.” 

By the time of the next edition of SHAre Greater Glasgow 
& Clyde, Lanarkshire & Lothian are all scheduled to have 
published their local Frameworks. Work on Frameworks for 
Highland, Forth Valley and Dumfries & Galloway will be well 
underway.  

In a further piece of good news, SHA has been invited to 
present the Framework to the European Huntington’s Disease 
Network conference in Vienna during September. 

The national and local Frameworks can be viewed at:  
care.hdscotland.org . If you have any questions or would 
like to be involved in development work in your area please 
contact SHA National Care Framework Lead, Alistair Haw, at 
alistair.haw@hdscotland.org  

Local Care Frameworks Launched
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Social Benefit Changes
This year  will see the start of new changes for the Scottish Parliament as some benefits are being devolved to them.  It was 
recommended in 2014 that the Scottish Parliament be given complete autonomy to determine the structure and value of a 
range of powers over disability, social fund and the housing cost element of Universal Credit. It was also recommended that 
they be given powers to create new benefits and top up reserve ones. Currently the benefits to be devolved are: 

Attendance Allowance Industrial Injuries Disablement Benefit Sure Start Maternity Grant 

Carer’s Allowance Severe Disablement Allowance Winter Fuel Payment 

Disability Living Allowance Cold Weather Payment Discretionary Housing Payments 

Personal Independence Payment Funeral Payment

Wave 1 will start to be delivered this year. This will start with the new Carer’s Allowance Supplement in Summer 2018 which 
is made up of two parts: 
They are firstly introducing a supplement for people already receiving Carer’s Allowance. The idea is to increase the monetary 
award to match Job Seekers Allowance. Unfortunately, they were not able to increase the weekly/four-weekly payment, 
so instead twice a year people receiving Carer’s Allowance will receive a lump sum automatically of £221,  to increase with 
inflation as the other benefits. The Scottish Parliament will determine two qualifying dates per year and will be provided with 
names of those who should receive this from the DWP. The first payment of this should be around late summer 2018 covering 
the first half of 2018/2019 with a second payment to follow. 

The second part is a new Young Carer Grant of £300 to carers aged 16 and 17 and 18 if still in school. You can apply for this 
each year if you care for 16 hours or more but are not receiving Carer’s Allowance. You can apply for this each year you qualify. 
This should be implemented by autumn 2019.  

By summer 2019, they are looking to change to Sure Start Maternity Grant to the Early Years Assistance. Instead of being a 
£500 one-off payment, this will then be three payments of: 
• Maternity and baby payment - £600 for first child, £300 for each other
• Nursery/early years - £250 per child
• School Payment - £250 per child

All the other benefit changes will follow in due course and more information can be found here: 
http://www.gov.scot/Topics/Statistics/Browse/Social-Welfare/SocialSecurityforScotland

Improving the quality of care in 
nursing homes 
SHA and Sue Ryder Care have joined forces to investigate 
how care for people with HD and other neurological 
conditions, living in long-term care, can be improved. 
Backed by funding from the Scottish Government, the two 
charities have commissioned an independent consultant, 
Pat Tyrell, to scope out the possibility of developing a 
pilot for a national, virtual neurology ward which aims to 
improve the way specialist care is provided, regardless of 
where the person is living. It’s an exciting joint initiative 
that is attempting to tackle a major problem for people 
with HD and their families - finding good quality long-
term care. The initial work will be completed by October 
this year and we will report further in the Winter SHAre. 

Since our last edition, when we focussed on the challenges facing 
people with HD who need protection insurance (life insurance, 
critical illness cover), we continue to lobby on this issue.  
Cath Stanley, Chief Executive, HDA England and Wales and John 
Eden were invited to a meeting with Westminster Government 
and Insurance Company representatives to consider a new code 
of genetics and protection insurance. John and Cath put forward 
a case for removing HD as the only listed condition, allowing 
insurers to ask for genetic information for life insurance above 
£500,000. The Association of British Insurers and the Government 
are considering the feedback they have received and we hope 
to know the outcome soon and will keep you posted. In the 
meantime, John Eden is attending a further meeting in London 
on 21 September to join with other charities in pressing for better 
access to insurance for people living with a long-term condition. 
It’s clear we are not a lone voice on this issue. 

Travel  
Insurance Update
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Family Conference 2018

£340,000 boost for SHA  
Financial Wellbeing Service
SHA’s Financial Wellbeing Service has been 
given a £340k boost to run the service for 
another three years.   

The financial team works with individuals 
and families living with HD to advise them 
on benefits and guide them through the 
complex world of personal and family financial 
planning. Over the past four years they have 
helped HD families secure a total of  
£2.5 million in extra income, or more than 
£2,500 per family each year. 

‘The debilitating nature of HD means that 
people’s working lives are cut short leaving 
them relying on a variety of benefits. This 
means as well as having a life shortening 
condition, 67% of families affected by HD 
also exist on income below the national 
average and 33% live below the poverty 
line,’ said SHA Chief Executive, John Eden. 

‘This service is proving vital in helping 
families take the stress out of trying to 
negotiate the benefits system and get 
people what they are entitled to. 

HD families have enough on their plate 
without having to worry where their next 
payment is coming from. But it’s not just 
about day-to-day finances; the Financial 
Wellbeing Service can help them prepare 
for a time when they are no longer able to 
control their own finances, so when the time 
comes everything is in order. I’m delighted 
we will be able to offer this invaluable 
support again for three more years, and 
would like to thank all the organisations 
who have contributed’,  he concluded.

The Carnegie Conference Centre, in Dunfermline, on Saturday 20 October 2018 is 
the venue for this year’s family conference. 

An exciting programme is planned for the one-day event. We are delighted  
Dr Stuart Ritchie Consultant Psychiatrist & Research Lead for Huntington’s  
disease, will join us to talk about the phase-one, PRECISION-HD trial he is leading 
in Glasgow (see front page article) and more generally about Huntingtin lowering 
therapy (gene silencing). Other presenters include; Astri Arnesen, President of the 
European Huntington’s Association, Catherine Martin and John Eden, Jo Baldock, 
Senior Financial Wellbeing Officer and last but not least our old friend from  
America - Jimmy Pollard. We will also have a range of exhibitors, including the  
Association of British Insurers, Carers Scotland and Pyxis. For young people, our 
SHA Youth Project is organising activities in the local area. 

Conference fliers giving booking details have been sent out. We look forward 
to seeing you there!

In 2019 we will be celebrating our 30th Anniversary and plans are already 
afoot for a bumper commemorative year, with a series of events to celebrate 
throughout.  In the spirit of #youandmeagainstHD, we aim to run a year-
long public awareness campaign, called You, Me & HD, to increase knowledge, 
understanding and empathy for HD, and to change the dynamics of the stigma 
that surrounds the condition. 

Since 1989 our incredible HD community has helped the charity to grow into 
the organisation you see today. We invite you to join us to make our 30th year 
our most ambitious yet!  Our vision is for everyone to have an opportunity to 
be involved in any of the following:  
• Nominate us for support in your workplace to help us meet 30

corporates for our 30th year goal
• Recruit your friends to take part in or come along to SHA organised

events
• Represent SHA at an external event (e.g. the Kiltwalk)
• Organise your own event to celebrate. It could be a race night or a

sponsored Walk of Hope, or why not organise a stall at a local fete or other
event?

Further information will be available on our website at www.hdscotland.org 
and in the next issue of SHAre. 

SHA News
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At the very core of SHAYP (Scottish Huntington’s 
Association Youth Project) is an inclusive, friendly and 
welcoming approach. The aim is to create an atmosphere 
whereby any child or young person impacted by 
Huntington’s disease (HD) and living in Scotland can tap 
into specialised support aimed at increasing their ability 
to cope well with the varied challenges that  HD produces. 
It (almost!) goes without saying that the SHAYP team are 
passionate about seeing every young person impacted by 
HD in Scotland receive a world class standard of support 

As ever, one of the obstacles to achieving this aim is the large 
geographical area that SHAYP staff cover. The 4 team members 
cover the whole of the country, which inevitably throws up 
the significant challenge of how to engage and support 
children and young people who live in more remote areas of 
Scotland. 

Over the last 5 years SHAYP have created regular, age specific 
support groups aimed at 8 to12-year old's, 13 to17-year olds 
and 18+. These groups are well attended, and the evaluations 

carried out with the young people allow us to be confident 
that they are having a positive effect on the lives of young 
people who come. However, working with the resources 
we have at our disposal means that these events are nearly 
always held in the central belt meaning it can be very difficult 
for those living further afield to attend. For example, a young 
person living in Skye would need to complete a 12- hour 
round trip to be there. 

A potential way to develop SHAYP further, and one which the 
team are considering, is to create more regionalised groups 
and activities. This would allow those who would benefit from 
attending a group but who may struggle to travel so far to still 
receive the world class support SHAYP is renowned for. 

These ideas are at an early stage, and obviously will be 
constrained by resources. But if this is something that you 
would be interested in learning more about, or have any ideas 
or thoughts to contribute I would be delighted to hear from 
you directly at david.drain@hdscotland.org 

SHAyp

SHAYP’s Summer Camp 2018 was our biggest yet! Over 50 young people from all 
over Scotland came together in Aviemore for 5 days of fun activities which left 
everyone exhausted! Kayaking, canoeing, rock climbing & abseiling were just some 
of the challenges they faced.  SHAYP organised a full programme of fun activities 
during the evening, with the young people tackling ‘Frisbee Golf’, swimming, and a 
competitive game of rounders (but that was just David and Pete!).

For those in first year and above, SHAYP’s annual Young Person Festival explored current 
“Research Topics into HD”.  This gave the young people the opportunity to learn more 
about the IONIS/Roche, Wave Life Science, HD YAS, and Enroll studies in a protected and 
semi-formal environment.  The group split up into different seminars giving a hands-on 
experience of research. 

Many thanks to the Short Breaks Fund who kindly granted the money to make this 
camp one of our biggest and best yet; without their 
generosity this much 
needed respite would be 
incredibly difficult to fund.

Check out SHAYP’s Facebook 
page to watch a short video 
of the week! 

SHAYP Update
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Kirsten Walker, Senior Specialist Youth Advisor 
gives an update on SHAYP  
(Scottish Huntington’s Association Young People)

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

Where has the summer gone?  Family branches and support groups are keen to start their meetings 
again and some are busier than ever!

Support Groups
AYRSHIRE CARERS took part in Carer Awareness week, with a 
pop-up stand at Morrisons in Troon in June.  

GLASGOW CARERS had a good meeting in May and shared 
experiences of their day-to-day lives.  They agreed it’s not easy 
opening up to others, but felt better for talking openly.  

GLASGOW SYMPTOMATIC group had a very informative first 
aid demonstration from British Red Cross Adult Education 
Coordinator, Marc Begley.

GRAMPIAN has moved back to a previous more accessible 
meeting venue in Aberdeen and will meet again in September 
at the Community Health and Care Village in Aberdeen. A first 
aid demonstration will be given by a British Red Cross 
co-ordinator from Grampian. 

HIGHLAND went for lunch at the end of June, their 
first outing in seven years. It was very successful and 
they won’t wait so long until their next outing! 

LANARKSHIRE CARERS took 
part in raising awareness 
in June at the Moray Owen 
Centre in East Kilbride.  

MORAY had another great 
turnout at their meeting in 
Elgin.  20 people welcomed 
a full agenda for discussion. There was feedback 
from the recent meetings with Richard Lochhead, MSP and 
Douglas Ross, MP.  Thanks to Brian Watt, Jock Savage and Jock 
Anderson who have become the spokespersons for the group. 
The recent localised Care Framework launch in Grampian was 
praised by group members.  

Family branches
Fife is delighted to 
have elected a new 
branch committee. 
Heather & Claire 
McKechnie will be 
taking on the role 
of joint chairperson 
and former Fife staff 
member Jean Davies 
will be the new 
treasurer.  Heather and Claire 
(pictured) want to continue the work of their dad, 
Brian McKechnie, who sadly passed away last year. 
Claire said:
“Heather and I are privileged to take on the role 
that my dad made his own for nearly 30 years!  
The dedication and commitment he had for SHA 
won’t be easy to follow, but we are determined to 
support the continuance of the Fife family branch 
and look forward to meeting everyone.”

Jean also adds:
“Having retired at Christmas from 22 years 
working for the SHA, I was very keen to keep 
in touch with colleagues and families. I was 
delighted to be asked to consider a role on the 
Fife Family Branch Committee, and I look forward 
to the challenge ahead.”

Glasgow had a lovely break at Balbeg Country Holidays in Maybole in 
Ayrshire in August. The weather was favourable for a relaxing break in 
the country, and they enjoyed day trips to Troon and Ayr for dinner.
The branch was saddened by the recent passing of Ann Buchanan 
who was a long standing group member.  Sadie Clarke, branch 
chairperson said:
“Ann had such a great sense of humour.  Travelling quite a 
distance every month with her carer to our meetings, she enjoyed 
the camaraderie and fun we all share. She is sadly missed by all 
her friends at the branch.” 

Lothian is back on track with 
their meetings and had a 
lovely dinner at Ask Italian 
near Haymarket in Edinburgh 
in June.   They have a packed 
programme of events up until 
Christmas, with their first 
meeting on 26 September. 
The branch meet on the last 
Wednesday of the month at 
Duke Street URC Hall, EH6 8HL from 7.30-9.30pm. 

Tayside held another hugely successful pop-up shop in August.  They 
have brought their meetings times forward to 6pm and continue to 
meet at the Medical Seminar Rooms, Ninewells Hospital, Dundee on 
the 2nd Wednesday of the month. 

Branches extend an invitation to all family and friends to support them.  Over the years they have 
provided a forum to discuss problems associated with HD and how it affects the individual, their 
carers, friends and family.



Fundraising News

Calling All
 Fundraisers!

Great news for poetry fans! 
This year’s Writing Out of the HD Shadow writing  
competition is going to be sponsored and judged by  
Glaswegian poet, Tom Leonard. For those who don’t 
know, Tom is a writer, poet and critic, who is particularly 
well known for his writing in Glaswegian dialect, and 
we’re really excited to have his support for this year’s 
competition.  

Tom took part in our St Andrew’s Day poetry reading in 2015 
and wanted to help support SHA more in our work with HD 
families. 

Writing Out of the HD Shadow will be launching in 
September 2018 and running until the end of December 
2018. As a part of this, we will be offering more workshops 
and assemblies to schools and youth groups interested in 
taking part – so if you have a child at school and you think 
they might want to take part, please let Sally know at  
sally.poppenbeck@hdscotland.org 

This year the fundraising team has been asked to raise £90,000 from 
volunteer led events! Scottish Huntington’s Association needs your help 
with this mammoth task. Can you organise a local event and raise funds to 
help us help people impacted by the condition? 

Perhaps you could organise a Halloween party in your village hall; or a Guy Fawkes party with a fireworks display and bonfire; or 
maybe something seasonal over the Festive Season? January is a good month for a Burns Supper; Valentine’s Day is a Thursday 
next year and lots of people want to go dancing on St Patrick’s night in March. So lots of ideas to get you thinking, but we are sure 
you can come up with some of your own. 

If the timeframe is too short for you to help us this year, please remember 2019 is SHA’s Anniversary and there will be lots of 
opportunities for you to get involved in fundraising. 

We can support you with your events and can provide you with lots of resources; just call us up at the National Office on 
0141 848 0308 for a natter about what you might do.  

Unfortunately, the expenditure for the online store exceeded income from sales, so a decision was taken to close the store in 
January 2018. A big thank you to all our donors who supported the eBay store over the past few years and helped raise awareness 
about Huntington’s disease; we even had buyers from as far away as Russia, the USA and Australia!

It’s a common myth that only the rich and famous leave money to charity in their 
Will. This couldn’t be any further from the truth. Every year, hundreds of perfectly 
ordinary people, just like you, make the decision to leave some money to a charity 
that they believe in. They donate a fixed amount, or a percentage, or sometimes 
all of their estate to their chosen charity in order to make sure that their hopes and 
values live on, and their legacy is a tangible and positive one.  

Last year SHA were privileged enough to receive over £20,000 in legacy donations from 
some wonderful supporters who wanted to make sure we’d be able to keep doing the 
work they believed in. That money made a real difference. 

Making a Will that enables you to leave a legacy doesn’t have to cost the earth either. 
In fact, it doesn’t have to cost you anything at all. Scottish Huntington’s Association has 
the support of a well-established law firm that has agreed to construct your Will free of 
charge if it contains a bequest to the charity. To find out more, just email Sally at  
sally.poppenbeck@hdscotland.org or call 0141 848 0308.  

Remember
a Charity

in your
 Will Week 
10-16 September

2018
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Thank you Fundraisers

Virgin London Marathon 2018 raised a whopping £21K, our 
biggest year to date. All places FULL for 2019.  A huge thank you 
to all our runners, who went more than ‘an extra mile’ for raising a 
fantastic amount. What an achievement!

Great Wilderness Challenge
Congratulations to family member Tom Lister from 
Aultbea, who was joined by his brother Stephen 
and grandnephew Jacob for the Great Wilderness 
Challenge.  It’s an annual event that takes place in the 
Poolewe area of the northwest Highlands through 
some of the most rugged terrain in the country. Tom, 
Stephen and Jacob completed the 13-mile course.
Tom said:
“Since my wife Helen was diagnosed 15 years 
ago, SHA has been invaluable to our family.  HD 
Specialist Gordon Bogan has been immense in 
helping us cope. The majority of the money is 
raised through Jacob; he really is dedicated to 
fundraising for the cause.  A huge thank you to 
everyone who supported us and helped raise 
£2,600 - thanks to our generous supporters.” 

Tom continued:
“Now that we have completed the middle 
distance I think Jacob will be keen on tackling 
the full 25 miles, although I might need some 
serious training to keep up with him!”

Loch Lomond  
Trek & Cycle
Congratulation to Stephen Steel 
for finishing the Loch Lomond 
trek and cycle in 3 hrs 52 min 
coming in 3rd. Huge thanks 
raising nearly £1,000 towards 
the work we do. 

Thank you to Karen and Gillian 
Stevely, for raising nearly £800

BIG

Choir event  Sunday 2 DecemberGet your ticketsonline or by contacting Linda on0141 848 0308
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Fundraising News Cont’d

Tattie
Barn Dance

Some of you may remember this event from fundraising 
past. Organised by the Scott/Grey family they welcomed 
over 200 people into their ‘tatty barn’ for a night of games, 
dancing and fundraising. The whole family was on board 
– even the kids were the photographers for the night! The
huge amount of effort that went into this event paid off
raising a fantastic £3,000 for SHA! Great job, thanks so
much!

Here is an extract  from a blog which we post on our website at 
http://blog.hdscotland.org/

Tatties @ 3°
This blog submission comes straight from the SHA Office in 
Grampian. Big thank you to Paula Hepburn, Grampian’s new 
admin/resource worker, for writing and Liz Fraser , Senior 
HD Specialist for input. It’s a great piece where they talk 
about some of the joy that comes from working with our 
HD community and the fun they had going to the Tatty Barn 
Dance organised by fantastic fundraiser Fiona Grey.

“People are amazing, that’s the conclusion we’ve come to 
in our office!  We all have ups and downs in life, some more 
than others, and within the realm of our work we come 
across the best of people in often the worst of times.  Our 
small team deals with folks from all walks of life that have 
the common thread of HD running through their family 
histories, but there’s always a smile or resilience that 
shines through as they deal with life as they know it.  Often 
it can be the smallest detail that triggers a memory 
or begins a spontaneous story to share which ends in 
laughter, and it’s those moments of laughter that help to 
keep going. 

There was much laughter in our office recently when we 
were invited to a charity event organised by one of our 
HD families.  It was called a ‘Tattie Dance’ – some of us 

weren’t sure exactly what it entailed but it promised to be 
a great night with DJ, raffle and stovies.   The location was 
quite remote as it was out of town and the drive took us 
through some amazing scenery (isn’t Scotland beautiful?!).  
We eventually arrived at the venue which was a huge 
barn on a local farm, and when we entered it was already 
busy with an excited atmosphere.  There were around 200 
people and judging by the refreshments on the tables 
they were all determined to have a good time!  There were 
lots of opportunities for folks to give their support with 
games being played and raffle tickets sold with many 
prizes, including a toy tractor which produced lots of 
hilarity when a burly farmer won it!  Everyone joined in the 
goodwill of the evening and it was really heartening to see 

a small community pull together to support SHA. 
As the evening went on the music got louder and folks 
were strutting their stuff on the dance floor, it was a great 
space for the shindig.  We asked what the barn was usually 
used for as it had massive coolers at one end….of course, it 
was the tattie shed, used for storing the crop of tatties at 3 
degrees! “

Do you have a blog that you would like to share?  If so please 
send in to Gemma.Powell@hdscotland.org 

A team of 6 took on the rapids of River Tay. Although the water 
levels were down, they had quite a challenge keeping dry – but 
then they all jumped in anyway! John Savage, from Elgin and 
the Watt Family (Laura, Katie, Nick and ) raised a fantastic £2,330 
between them – beyond exceeding their fundraising target of 
£99 each! Thanks for going so above and beyond guys.

Rapid Success




