
SHA Patron Sarah Winckless MBE, CEO John Eden, SHA Chairperson Catherine Martin, Charles Sabine and Dr Ed Wild 
pictured above at the conference.  Conference story on page 7. 
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“It’s great to have a Patron like Sarah Winckless who is so enthusiastic. 
I really appreciated her warmth and vitality”

“Ed’s presentation was extremely informative and enjoyable put 
across in an easy to understand way and with humour”
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At the recent Huntington’s Study Group conference in Denver, 
Colorado, which was held at the beginning of November 2017, 
there was a very di�erent atmosphere that has been creeping 
into research meetings recently.  The atmosphere was - Hope!  
Hope is something that as family members, we always cling on 
to since we �rst learned of HD, but this time the cynical science 
community were visibly hopeful.  Although tight lipped about 
any advanced knowledge they have about the Ionis trial results, 
their hope came from the advances that have been made in 
research and that their belief in �nding treatments and a cure for 
HD was being realised.

As Charles Sabine and Dr Ed Wild both said at the recent SHA 
Family Conference in October, Scotland is the best place in the 
world to have HD.  I am sure some of you will think that there 
is no best place - but I assure you there is.  We have FREE health 
care, we have a family service (in SHA) that looks after the whole 
family, we have protection (to a greater degree than most) against 
genetic discrimination, we are a leading research base for HD 
and we have families who are passionate and determined to win 
the battle against this disease.  We all know the devastation HD 
brings, but imagine you have no electricity, no health care, you 
don’t have a bricks and mortar home and the community you once 
felt safe in no longer accepts you as a member.  This is exactly the 
situation that I recently encountered with a family in the USA.  Or 
families in Canada, where, until this summer, talking about HD could 
result in losing your job, your insurance and your bank account. 
HDdennomore (HDdennomore - pronounced “Hidden No More”), 
may have highlighted the awful situations that families in South 
America deal with every day but it also happens in developed 
countries too.  You can go to HDdennomore.com for more 
information on this initiative.

In Feb 2018, we will celebrate (and celebrate we should) 25 
years since the Huntington’s Disease Collaboration Research 
Project announced they had found the Huntingtin Gene.  That 
monumentous discovery was a collaboration between scientists, 
researchers, doctors and the families of Lake Maracaibo, Venezuela.  
We, as HD families, owe this collaboration a debt of gratitude, 
because, in discovering the gene they changed HD from an 
incurable brain disease, into the most curable incurable brain 
disease.  

Today, we are approaching a new dawn. One where we may have 
a treatment that can slow the progression of HD, one where we 
have a multitude of choice for having a family, one where we have 
specialist services and support regardless of where you live and 
how HD impacts your life, one where as a global community we will 
stand together and make sure that treatments and support are not 
blocked by ignorance, intolerance, discrimination, corruption or an 
individual’s bank balance. 

Catherine Martin, Chairperson writes...

Pop Idol winner Michelle McManus and  Scottish Television and Radio Presenter, Bryan Burnett,  
teamed up with four choirs from across the country to celebrate Children in Need at Paisley 
Abbey on Friday 17 November 2017.  

Linda Winters, Community Fundraising O�cer said:-
 “Children in Need are funding supporters to SHAYP. I was lucky to win two tickets from the 
BBC ballot of 4,000 applications and went with SHA volunteer Margaret Moncrie�.  It was 
a lovely evening to be part of the BBC audience of ‘Music with Pudsey’. We heard music by 
singer Michelle McManus, who brought the roof down with her rendition of singer Madonna’s 
‘Like a Prayer’.”
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John Eden, Chief Executive Officer...

Next year marks the thirty-�fth 
anniversary of the discovery of the gene 
that causes Huntington’s disease, �rst by 
Dr Gusella and his team in 1983 and then 
Dr McDonald and his team identi�ed the 
exact genetic sequence in 1993. We must 
also recognise the incredible work of Dr 
Nancy Wexler and her team who worked 
with the people of Lake Maracaibo, 
Venezuela (where there is an extremely 
high prevalence of HD) to collect enough 
blood to allow for the gene to be 
identi�ed.

Today the international e�ort to combat HD 
continues and if you attended the family 
conference, in October 2017, and have read 

the articles on HD Buzz or elsewhere in 
SHAre, you will know that much progress 
has been made. Ten years ago I attended the 
�rst meeting of the European Huntington’s 
Disease Network (EHDN); it was established 
with the explicit goal of �nding a cure for HD 
(though we now know better than to talk 
about ‘cure’ and ‘treatment’ is much more 
accurate). EHDN has blossomed into an 
international network that, by recruiting HD 
families from all over Europe, has created a 
platform that allows meaningful clinical trials 
(which need hundreds of people) to take 
place.

EHDN is funded by an organisation 
called CHDI. The important thing is they 
are responsible for promoting, funding 
and coordinating HD research. Backed 
by an anonymous group of wealthy 
philanthropists, it spends around $70 million 
American dollars each year on research. It’s 
impossible to overestimate the in�uence 
this organisation has had in speeding up 
research.

In the last �ve years several large 
pharmaceutical companies have ‘woken 
up’ to the challenges and opportunities of 
funding HD research: Roche, Glaxo Smith 
Klein, Teva. They bring with them vast 

resources, knowledge and expertise required 
to bring potential drugs from the lab to the 
point of being available to treat people with 
HD.

Whilst these organisations are focussed 
on �nding treatments, others work to 
improve care and support. These include the 
International and European Huntington’s 
Disease Associations, both of which strive 
to promote better support for families 
in countries where there may be little or 
none. There are also dozens of Huntington’s 
Disease Associations located in countries 
across the world and, in Scotland, we are 
proud to consider ourselves part of that 
international family.

The discovery of the gene was like that 
snowball you rolled from the top of a hill and 
which has grown exponentially in size and 
momentum and is now on an unstoppable 
path towards the �rst treatments for HD. It’s 
an appropriate metaphor as we approach 
Christmas, but it’s the New Year I am excited 
about as we wait for the avalanche of news 
on Huntington Lowering Therapies which 
should rumble our way in January; reason for 
good cheer for everyone living with HD and 
for all of us in the global HD community. 

Karen Sutherland,  
Operations Manager, Adult Clinical Services 
2017 has been a 
fantastic year. They 
say time stands 
still for no-one 
and it certainly 

has been the case for 
the Adult Clinical Services Team (ACST). 
All our HD Services had many challenges 
this year, no more so than the impact of 
the integration of Health and Social Care 
(H&SC) services across Scotland, and these 
challenges will continue into next year. 
However, as always, the team has worked 
tirelessly to minimise the impact it had on 
the people they support across Scotland. 
They have an excellent relationship with 
H&SC teams and work collaboratively 
towards �nding solutions to overcome 
the reduced funding available to provide 
support packages within their local areas. 
These relationships have been further 
strengthened by the development of the 
National Care Framework (NCF). The support 
received from all professionals involved has 
been phenomenal. Which is inspiring for us 
as an organisation and ACST. It is such an 
exciting time for the HD Community. For me 

the NFC is like having all my birthdays and 
Christmases at once.  

SHA Senior Management Team and Senior 
HD Specialists, are currently negotiating 
ongoing funding for all HD services into 
2021. We are also  in continuing discussions 
with Moray. 

The ACST currently support 1,087 people 
across Scotland. Since Jan 2017 they have 
carried out approximately 1,260 visits, 
providing one to one support, 481 individual 
specialist assessments and 166 training 
sessions.  

Sta� also facilitated “Roon the Conference 
Table” at this year’s family conference. As 
the name suggests, these were discussions 
around tables of 8-10 delegates, giving them 
an opportunity to talk about what matters 
to families about future treatments for 
Huntington’s disease. This is central to our 
development strategy for the coming years, 
to ensure Scotland is ready to maximise 
the impact of potential new treatment. 
This evoked overwhelming and thought 

provoking conversations, giving us plenty 
of material to plan into the future. A huge 
thank you to all those who took part.  

Team news 
Jean Davis, our Resource/Admin worker 
in Fife is retiring in December after 22 years 
of service. We all wish her a long and happy 
retirement and thank her profoundly for all 
her hard work and dedication to Fife service 
and SHA.   
Liz McConnell, Operation’s Manager is 
also leaving us to move on to pastures new 
at the end of January. Good Luck Liz and we 
thank you for all your hard work. It has been 
greatly appreciated. 
Gillian Blair, HD Specialist Glasgow, is 
going on maternity leave on 19 January 
2018. Best wishes for the safe and welcome 
arrival of her baby in February. 
HD Specialist Corinne Payne left the 
Lanarkshire service in September to take 
up a new post in Advanced District Nursing. 
Rhona Verrnon Smith was recruited and has 
introduced herself on page 4. 

On behalf of the ACST, I wish you all a Merry 
Christmas and prosperous New Year. 
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International interest 
in Scotland’s National 
Care Framework for 
HD continues to grow. 
Further to SHA sta� 
speaking at an HD 
conference in Oslo a 
delegation from the 
Norwegian Government 
and its key stakeholders 
visited Scotland to learn 
more with a view to 
replicating.

As part of a three day visit, the delegation met SHA sta� at our 
National, Glasgow and Lothian o�ces as well as health and social 
care professionals in Stirling and Edinburgh.  The visitors learned how 
the Framework was developed and is being rolled out, as well as the 
wider SHA model of support via our HD Specialists, Youth Service and 
Financial Wellbeing Service.

The visit follows on the back of interest from the USA via the 
CHDI Foundation and the Gri�n Foundation and, closer to home, 

University College Dublin. The charity has also been invited to present 
the Framework to the European Huntington’s Disease Conference 
2018 in Vienna, reinforcing international interest in the work and its 
potential applicability beyond our borders.

Meanwhile, back at home, drafts of local versions of the Framework 
for Ayrshire & Arran, Fife and Grampian are with localisation groups 
for �nal sign o�. These are due to be agreed by the end of November, 
with a view to formally launching early in 2018.

Work on the local versions for Greater Glasgow & Clyde, Lanarkshire & 
Lothian has also commenced, with expert groups in each area having 
met and completed an initial audit of services. It is hoped that local 
versions in these areas can be completed by the summer of 2018, 
when attention will then turn to the remaining mainland NHS board 
areas.

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

The National Care Framework can, as always, be viewed at:  
care.hdscotland.org

International interest in Care Framework grows as 
first tranche of local versions near completion

Rhona Vernon Smith, 
HD Specialist, 
Lanarkshire 
I am the newest member of the SHA 
team with now over a month under my 
belt. My background includes a variety 
of voluntary work and latterly as a 
hospital social worker working both in 
The Royal Alexandria Hospital (RAH) in 
Paisley and Queen Elizabeth University 

Hospital (QEUH) in Glasgow which included specialist work in 
renal and gastroenterology. 

When the opportunity arose to join SHA and work as an HD 
Specialist, I was delighted to focus my work on Huntington’s 
disease. In the short time I have been on board I have met some 
inspiring patients and carers and received a warm welcome from 
the HD team.  I am relishing the learning and excited to be part of 
SHA. 

Denise Lavelle, 
SHA Treasurer
My background is in banking and 
having had a mid-life crisis I decided 
to become an accountant- as you do!  
I work in a small practice dealing with 
all aspects of accounts and tax and 
whilst it is challenging I do enjoy it.

My �rm was approached by SHA as 
the current Treasurer was retiring and 
they were looking for recommendations that we may have. Whilst 
I have not worked in the charity sector, it was something that I was 
keen to get involved with but with other commitments I had not 
been able to do so until now.  From my initial meeting with John, 
his team and the other members of the committee, I have learnt 
a great deal about SHA and the issues that people are facing with 
this condition.

Financial Wellbeing Update
The winter is a time where most budgets can become stretched, with many having 
additional costs for instance heating bills and Christmas. For help reviewing your budget 
and looking at any ways to increase income or reduce your bills, get in touch with SHA’s 
Financial Wellbeing Team. Checking bene�t entitlement is just one part of what we 
do. For instance we can check for Council Tax exemptions including the Severe Mental 
Impairment exemption and Carers exemption. We can help you apply for the Warm Home 
Discount scheme (£140 o� your electricity bill, for those in receipt of qualifying, means 
tested, bene�ts). For more information please contact 0141 848 0308 (Option 5), or email 
�nancialwellbeing@hdscotland.org



13+ Group Residential 
13 young people attended this year’s 13+ residential 
break, which took place at the Bunkhouse, Aberfeldy.  
The focus of the 2-night stay was Mental Health and the 
group enjoyed an input on how to maintain a healthy 
mind, from Debbie Pitcaithly, Clinical Psychologist, NHS 
Fife.  

As well as the group work, the young people enjoyed two 
high adrenaline activities in paintball and white water 
rafting.  Some of the group appeared to take great joy in 
targeting the SHAYP sta� during paintball and with so much 
rain leading up to our trip, the white water rafting hit some 
big rapids!  

 As well as the group work and activities, we played lots of 
games, toasted marshmallows around a �re and generally 
enjoyed just hanging out, chatting and listening to music.  

SHAYP sta� would like to thank all the young people who 
attended for making this year’s 13+ residential such a great 
trip.
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“I enjoyed spending time with friends and we had
enough spare time just to relax” 
"The residential gives an opportunity to get away from
responsibilities, which is the most important thing"’

Over 18s Residential
13 Young Adults attended the SHAYP residential at Ardoch, Gartocharn 
from 29 September to 1 October. It was great to welcome old and 
new friends alike! The group had a fabulous fun-�lled weekend which 
included a delicious meal at Balloch House, where they took part in 
quad biking, clay pigeon shooting, archery and attempting to escape 
the Escape Rooms of Misery and Murder in Whitechapel. The group had 
a wonderful time and during HD discussion agreed that they would like 
a Young Adult’s conference looking at topics such as Wills, Insurance, 
Genetic Testing and Family Planning Options. More information will be 
provided in 2018! It was a fabulous weekend and we can’t wait ‘til the 
next one! 

Symptom Sorting for 8-12 Group 
SHAYP has focused on the symptoms of HD as the topic 
for the 8-12 Group this year.  Over four sessions, the 
young people have deepened their understanding of the 
Symptom Triad (Movement, Mind and Mood) and through 
games and fun activities have been encouraged to explore 
di�erent ways to cope and become more resilient.  

In October, twelve young people took part in the �nal 
session of the year; the highlight of which was Andrea Du�n 
facilitating a Yoga and Relaxation session.  This session 
received excellent feedback from the young people with one 
commenting: “I’ve never tried Yoga before, and I didn’t think 
I would like it – but I loved it, and will certainly try to use it at 
home!”  

Our next 8-12 Group will take place in February 2018 and 
SHAYP will be taking things “Back to Basics” to help the new 
young people in the group establish a solid understanding 
of HD and continue to develop their relationships with each 
other!

“Good chat, very suitable, the feeling is very relaxed 
and feels just right”
 “The activities were great. Quad biking was the 
absolute best”
“Great fun as always and lovely to meet new people 
and regulars”

SHA launches new young person’s guide to Huntington’s disease
Scottish Huntington’s Association Youth Project (SHAYP) has 
launched a new range of literature designed to support children 
and young people living in families impacted by Huntington’s 
disease.

‘Living with Huntington’s disease; A guide for Young People Aged 
8-12 and 13+’ has been specially created for young people whose 
parent, or an extended family member has HD. The booklets are 
designed to be engaging and easy to understand.

SHAYP works one-to-one to support around 200 young people at 
risk of HD and also organises group events and activities across the 
country.

Specialist youth advisor Grant Walker, said:
‘We are delighted to have produced these booklets and feel that 
they will go a long way to helping young people understand 

more about what Huntington’s 
disease is. SHA believes that it is 
really important to talk openly 
about HD, to provide young  
people with accurate,  
age-appropriate information and 
to support the entire family.

‘Often when a parent or family 
member is diagnosed with HD, 
the impact on young people can 
be profound and they can be left 
overwhelmed. Not a lot of people know about Huntington’s 
disease, so it can sometimes come as a real shock to them. These 
booklets will help give an initial start to �nd out information 
about the illness, before engaging with SHAYP to build 
resilience and coping skills.’

Scottish Huntington’s Association Youth Project (SHAYP) has 
launched a new range of literature designed to support children 
and young people living in families impacted by Huntington’s 
disease.

‘Living with Huntington’s disease; A guide for Young People Aged 
8-12 and 13+’ has been specially created for young people whose 
parent, or an extended family member has HD. The booklets are 
designed to be engaging and easy to understand.

SHAYP works one-to-one to support around 200 young people at 
risk of HD and also organises group events and activities across the 
country.
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SHA Annual Family Conference 2017

“I would like to thank each and every one of you amazing people for all the hard work 
you do for us HD people.  Please keep up your hard work helping us.  Without people 
like you working so hard for us, I cannot even bear to think what would happen with 
people with HD.  So a very big THANK YOU.”

Margaret Moncrie�, family member and SHA volunteer, gives her view on this year’s family 
conference which was held at the Crowne Plaza Glasgow on 28 October 2017. 

The Conference was opened by Sarah Winckless MBE,  who always impresses everyone with �rstly, her frankness in admitting that she 
has tested positive for HD and secondly, her passion for Scottish Huntington’s Association. 

John Eden spoke next to welcome everyone again and to mark the recent passing of Brian McKechnie.  Brian set up branches in Tayside 
and Fife and had worked hard for HD awareness.  He will be missed.

Charles Sabine then took the �oor to tell us about his own HD involvement.  He explained that his father had HD, his brother had 
developed the condition and he himself had a positive test.  He then spoke of the isolation in South America of families a�ected by 
HD.  We saw a �lm of them living in utter poverty, without help, because HD is feared as a contagious disease.  Charles was one of the 
people who was invited to the Pope’s reception in the Vatican for 2,000 people with HD from all over the world, including 5 families 
from South America. Charles has set up a website Hddennomore, where you can see �lm of the reception.  I doubt if there was a dry eye 
in the room when we saw the little boy from South America receive a football and a Barcelona top from, I presume a famous footballer, 
but I don’t know who. I understand that two people from Scotland were there.  It must have been an amazing day!

We then had the fantastic Ed Wild! This is the man who always says “Huntington’s is the most curable incurable brain disease”.  He 
started by giving us a history of the universe and life on earth.  This was in order to explain to us that the HD gene was necessary for 
evolution.  It is essential for the nervous system.  So we would not be here without it.  But unfortunately, as we all know, it sometimes 
goes faulty with too many CAG repeats. We had a potted history from 1872 when George Huntington found the disease, on to 1993 
when the faulty gene was identi�ed, and then on to the latest research.  It seems that the drug company IONIS has funded a two year 
clinical trial of a drug which still has 4 months to run. This is a blind trial with 25% of participants being given a placebo.  In spite of 
the fact that the trial is not yet complete, the drug company has authorised an open label extension trial which is very expensive.  Ed 
says they would not spend the money unless they were con�dent of success. This drug is given by injection into the spinal �uid. This 
treatment may sound like science �ction, but it is apparently in use for a rare childhood genetic illness.  Ed told us of other research 
projects, which may even include Glasgow. But it really seems that an answer to HD may be just around the corner!  Wow!

Alistair Haw gave us an update on the SHA National Care Framework. Whilst it was very interesting, I must confess my head was still 
spinning with hope from Ed Wild’s talk.

After lunch we had individual table discussions.  In many respects, this is one of the best parts of the conference.  It lets us discuss our 
personal experiences with the others round the table.

The �nal event was entertainment from Alan Bisset.  He read from his book, The Incredible Adam Spark, which gave everyone the 
chance to laugh and relax.

The best thing about the conference for me is always meeting other people a�ected by this dreadful condition and hearing their 
stories.  But this year Ed Wild gave me a great lift!  I hope he did for others too.
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“This was my first time at the Huntington’s conference.  I have the gene for HD, so 
it is all very new to me and don’t know very much about HD.  Today has been great, 
learned all sorts of things.  I will definitely be coming back to next year’s one.”



Family Branch/Support Group
Isobel Darroch - Branch/Support Development O�cer

Support Group Information

Lothian continues to meet 
on the last Wednesday of the 
month at Duke Street URC, 108A 
Duke Street, Leith, EH6 8HKL, 
from 7.30 – 9.30pm.  Some of the 
members spent a weekend at the 
Bay hotel, in Kinghorn, Fife, and 
had a great time.  

Tayside held a Halloween lunch at the Piper Dam, near 
Dundee.  They were delighted to see 18 family members 
join them for a delicious lunch.  The date coincided with 
family member Gloria Thomson’s 65th birthday.  She had 
a wonderful time sharing her special day with her friends, 
who presented a lovely birthday cake to her.

Most of the support groups have enjoyed getting together for a Christmas lunch celebration.  The support groups will start up again in 
February, as they take a break in January.  If you would like further information on a group near you – this could be a carer, positive test, 
symptomatic or a mixed group, please call me on 0141 848 0308 or email isobel.darroch@hdscotland.org

Ayrshire Carers 
are continuing well and enjoyed a 
Christmas lunch at the Lido in Troon In 
December. 

Glasgow Symptomatic
meet at Milnbank Housing Association 
and tucked into sandwiches and cake and 
enjoyed festive music at their meeting in 
December.

Grampian was another group who 
had a Christmas lunch in Aberdeen.  This 
is a mixed group and they enjoy getting 
together four times a year to catch-up.

Renfrewshire Support Group 
held their annual Walk of Hope along the River 
Clyde in September and raised over £1,500. 
Thank you to everyone who came along to 
support the group and raise funds, it was 
greatly appreciated.  The group went for lunch 
on 11 December in Paisley.

Highland In September the group were 
joined by sta� from Manor Care Home in 
Nairn, and Decora garden centre in Elgin,  who 
took part in a Skydive in June. A fantastic 
achievement and a boost for the group.  In 
November four new family members and a 
couple of their children came to the meeting. It 
was great for them to meet other people.  They 
commented “ We were so glad we came along 
today to share our stories and experiences. 
The group o�ered tremendous support”.
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A table sale at Dugginston 
church hall raised £700  
which was fantastic. Thanks  
to everyone who helped out. 

In November they enjoyed 
songs to kick start the 
Christmas jolly from the 
Octave choir.

Ron Livingstone from Aberdeen was part of 
the original COMBAT (Association to combat 
Huntington’s chorea) in the early 1980’s. 
COMBAT was founded in Leicester by the Dick 
Bates family and progressed to 9 branches 
UK wide.  Aberdeen was the �rst in Scotland, 
followed by Glasgow.

The committee comprised of Margaret Rosie, 
Chairperson, Norma Clure, Secretary and 
Ron Livingstone, Treasurer.  When SHA 
was established in 1989 Ron became the 
association’s �rst Treasurer, a role he greatly 
enjoyed before becoming Chairperson a 
few years later.  He remained as chair for 10 
years, whilst continuing as chairperson of the 
Grampian family branch in Aberdeen. 

In the early years (before internet and google) 
it was more di�cult to recruit new members to 
the Grampian branch, as Huntington’s disease 
was virtually unheard of. Word of mouth and 
campaigning through doctors’ surgeries and 
hospitals was their way of communicating 
to the public about HD and the existence of 
the branch. All very time consuming for its 
members, but Grampian branch became very 
successful. Grampian also had the �rst Family 
Support Service ln Scotland (apart from the 
Strathclyde one which had been established 
under COMBAT). The �rst national SHA 
newsletter was produced by branch executive 
committees, and was published in Aberdeen. 

Very sadly the Grampian branch has now 
formally disbanded. SHA owe a huge debt of 
gratitude to the unswerving dedication Ron 
demonstrated in his involvement in the early 
years before SHA, and subsequent years as 
Treasurer, and Chairperson of the Association, 
whilst continuing to run the Grampian branch.  

There remains a Grampian support group, 
which has been running for a few years. It 
continues on the legacy of Ron and others, by 
o�ering mutual help and support locally four 
times a year in Aberdeen. 
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years before SHA, and subsequent years as 
Treasurer, and Chairperson of the Association, 
whilst continuing to run the Grampian branch.  

There remains a Grampian support group, 
which has been running for a few years. It 
continues on the legacy of Ron and others, by 
o�ering mutual help and support locally four 
times a year in Aberdeen. 

Very sadly the Grampian branch has now 
formally disbanded. SHA owe a huge debt of 
gratitude to the unswerving dedication Ron 
demonstrated in his involvement in the early 
years before SHA, and subsequent years as 
Treasurer, and Chairperson of the Association, 
whilst continuing to run the Grampian branch.  

There remains a Grampian support group, 
which has been running for a few years. It 
continues on the legacy of Ron and others, by 
o�ering mutual help and support locally four 
times a year in Aberdeen. 

Fife held their Christmas lunch at the Tipsy 
Nipper restaurant in Glenrothes in December.

Glasgow enjoyed their Christmas celebrations 
at the end of November, by having some lovely 
takeaway food from a local restaurant at their 
meeting headquarters in Pollok.  
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Family Branch/Support Group HD Research Update

A simple saliva test that detects the protein huntintin (Htt), which 
plays a key role in Huntington’s disease, may provide an early 
marker of onset and progression of the disorder, new research 
shows.

Senior author Jody Corey-Bloom, MD, PhD, University of California, 
San Diego said;
 “Overall, measurements of salivary Htt o�er signi�cant promise 
as a relevant, noninvasive disease biomarker for Huntington’s 
disease, and its use could be immediately implemented into 
both translational and clinical research applications. 

Huntington’s disease is known to be caused by a CAG repeat 
expansion in the gene that translates Htt, making Htt a leading 
target in ongoing e�orts to develop therapies.  With no 
noninvasive methods currently available for identifying Htt in 
the central nervous system, saliva represents a potentially ideal, 
accessible biomarker and is safer than blood tests in terms of 
risk for hepatitis and HIV.”

The �ndings were presented at the ANA 2017: 142nd Annual 
Meeting of the American Neurological Association. 

Promise as a Noninvasive Biomarker
The investigators used enzyme-linked immunosorbent assay (ELISA) 
methods to measure Htt protein in the saliva of 178 individuals, 
including patients with evident Huntington’s disease, gene-positive 
patients with pre-manifest Huntington’s disease,  and age- and sex-
matched normal controls. 

Results showed signi�cant increases in salivary Htt levels in patients 
with Huntington’s disease compared with normal levels. 
Modi�ed Htt was further shown by use of di�erent antibody 
combinations, to be higher in gene-positive patients with pre-
manifest Huntington’s disease than in normal controls. Importantly, 
total salivary Htt did not vary in terms of the time of day or over 
several di�erent days. There were also no associations with age or 
sex.

“The biggest surprise for us was that we were able to measure 
huntingtin (Htt) in saliva at all,” Dr Corey-Bloom said. 

“We conclude that salivary Htt and possibly other in�ammation 
markers o�er signi�cant promise as relevant, noninvasive 
biomarkers of disease onset and progression in Huntington’s 
disease,” the authors reported.

Dr Corey-Bloom noted that increases in total Htt could be due to 
various scenarios.  She continued:
 “Increased salivary total Htt protein could re�ect increased 
expression of modi�ed or wild-type Htt protein, but we will 
need additional follow-up studies speci�cally measuring 
modi�ed forms and di�erent cleavage products of Htt, in order 
to shed light on this issue.

Future studies will also need to determine how the levels of Htt 
in saliva relate to those in other measures. We demonstrated 
that Htt protein can be detected in saliva and that salivary 
Htt can be reproducibly measured using ELISA. Importantly, 
however, we don’t yet know how levels of salivary Htt compare 
to what is occurring in blood and cerebrospinal �uid, but it 
will be very important to understand those relationships.The 
ability to detect Huntington’s disease onset provides multiple 
essential bene�ts.  There is a great need to identify accessible 
biomarkers for Huntington’s disease that could be used to 
anticipate the onset of disease symptoms, monitor disease 
progression, stratify patients for clinical trials, and track 
potential therapeutics.”

Neurologist Conrad C. Weihl, MD, PhD, an associate professor of 
neurology with Washington University School of Medicine, St. Louis, 
Missouri, agreed that simpli�ed identi�cation of biomarkers could 
clearly be of bene�t but that the �ndings will need replication. He 
told Medscape Medical News:

“Peripheral biomarkers for neurodegenerative diseases are 
essential to monitor disease progression but also to monitor 
potential therapies. This will need to be validated in larger 
cohorts and see if it tracks with disease progression.” 

The authors and Dr Weihl have disclosed no relevant �nancial relationships. 
ANA 2017: 142nd Annual Meeting of the American Neurological Association. 
Abstract MS262. Presented October 16, 2017
https://www.medscape..com/viewarticle/887463 
Nancy A. Melville October 23, 2017 

Saliva Test May Flag Early Huntington’s Disease

An edited article from Medscape Medical News
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Some great news, we have now raised all the funds needed for three 
SHAYP Residential Retreats next year!  Some wonderful Trusts and 
Foundations have contributed, providing young people across 
Scotland with a short break away from home with their peers. This 
comes on top of a hugely successful year for SHAYP this year, with a 
series of great camps. Thank you to:

The Hedley Foundation - The Russell Trust - The ACT Foundation -  
The Ardoch Trust - Mugdock Children’s Trust - Shared Care Scotland - 
The Happy Days Charity - Chance to Flourish - Allandar Youth Activities 
Charitable Trust

SHAYP supporter helps 
Jeans for Genes & SHA 
as we raise funds and 
awareness!
BBC Radio Scotland and Cameron Newport
As part of SHAYP’s funding requirements for Summer Camp, family 
member Cameron Newport kindly agreed to discuss his thoughts on 
genetic testing and growing up in a family impacted by HD.  Cameron 
openly and honestly contributed to various newspaper articles and 
was then contacted by producers from Kaye Adams’ show at BBC Radio 
Scotland, which was featuring the annual Jeans for Genes Day. This 
annual event, supported by celebrities such as Kate Moss, Warwick Davies, 
Lorraine Kelly, the Spice Girls, and Olly Murs, aims to raise funds and 

awareness 
for genetic 
conditions. 
Events were 
held all across 
the UK, with 
SHA selected 
as one of the 
bene�ciaries 
of the many 
fundraising 
events that were going on.

Cameron agreed to appear on the radio show, supported by his father 
Alex and Kirsten Walker (SHAYP senior specialist youth advisor). Cameron 
spoke incredibly powerfully and passionately on his experiences of 
growing up with his mum and the range of feelings and emotions around 
his mum becoming more symptomatic during his early years and his 
current thoughts on being tested. Cameron is an incredible ambassador 
for young people growing up in HD families and SHAYP are incredibly 
thankful and indebted that he participated in this radio article. 

“What an inspirational young man” 
“An incredible and articulate man who easily and 
truthfully explained the illness from his perspective” 

More News from SHA

You might have noticed some changes have occurred on our website. We’ve updated 
the corporate page; fundraising information; new items have been added to the shop; 
our supporter promise and fundraising resources. There’s lots of useful information and 
resources on there, including our handy new guides!

We’re also in the process of adding all our events for 2018 so keep checking back to see 
what exciting things are happening.  So have a look around and let us know what you think. 
All feedback is good feedback after all.  https://hdscotland.org/fundraising-home/

What do you think of Fundraising pages on SHA’s website?

• Set up a Christmas JustGiving page! You can use 
this alongside the next two ideas or on its own. Set 
up a page and encourage people to donate to SHA 
this Christmas via the link, mobile code or QR code.

• Make a donation instead of sending Christmas 
cards. Do you know on average we spend £65 each 
year sending Christmas cards and giving our poor 
posties backache? Your friends and families would 
equally appreciate an email telling them about your 
donation made in their honour.

• #LightupforHD: Make some magic this Christmas by 
putting some lights up in your garden or windows! 
Pop an SHA collection can next to it and a sign 
explaining about the charity – you could even 
include your JustGiving mobile or QR code here!

Great news for SHAYP

Santa
Claus
is 

coming
to 

town!

Christmas is a great time of year to create joy through helping others. If 
you want to impress Santa this Christmas we have some great ideas on 
what you can do to avoid that lump of coal in your stocking…



Thankyou Fundraisers

Bike and Hike Event on Arran Sat 2 Sept 2017
Congratulations to the six super SHA cyclists above who completed the 42 miles from 
Brodick to Lochranza on Saturday 2 September 2017. With the wind at their backs and the 
sunshine on their faces they covered the distance in 6 hours. Sunday was a di�erent matter 
with torrential rain spoiling the party. The cycling group completed another 14 miles in the 
saddle from Lochranza to Brodick, but on the Hike part of the challenge 
near the top of Goat Fell, the 
intrepid hikers had to retire due 
to poor visibility and extremely 
cold temperatures bringing 
on hypothermia.  But the great 
news is that over £4,000 has 
been raised to support Scottish 
Huntington’s Association – well 
done everyone. A great big thank 
you to Kevin, Ian and Alan 
from Sports Ecosse.
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SHA Cyclists at the start of the even
t - L to R:- Kevin,

Ian, Craig, Peter, Emma, Gary, Lorraine and Nicola -  

(Dougie Peddie, SHA Fundraising Manager’s Bike in the

foreground to prove he was ther
e and took the photograph!)

The SHA Car Treasure Hunt 
Congratulations to Ali and Eoin from Perth who 
won the SHA Car Treasure Hunt in Pitlochry on 
Saturday 14 October 2017. Ali said "I've seen 
parts of Perthshire I didn't even know existed 
and we both enjoyed our day out before going 
to the Enchanted Forest in the evening." The 
weather was lovely on the day and everyone 
enjoyed the event.

Ali & Ioin from Perth celebrate winning

the SHA Family Car Treasure Hunt. 

who organised an event and donated over £600 to 
Scottish Huntington's Association. Prince Charles, a 
former pupil at the school, would be delighted to know 
that pupils from his former Almamater have raised 
money to support people impacted by Huntington's 
disease.

A great BIG thank you to the pupils 
of Gordonstoun School... A fantastic night was had by all at the 

recent SHA Art Show in the Awestruck 
Gallery. Nearly 50 people squeezed into the 
gallery in Clydebank and were enthralled 
by an army of artists who donated their 
time, paint and materials to help raise 
funds for Scottish Huntington’s Association. Over £1,100 worth of 
work was purchased on the night, with another 25 items available for purchase. Thanks 
to everyone who helped make the evening a great success. Next year’s exhibition is 
already in the planning in a venue in North Lanarkshire. Watch this space.

SHA Art Show

Gordonstoun School near Elgin

Chris Testor at Tough Mudder

Mind over Mudder
Is getting muddy the new getting dressed 
up? Our supporters do seem to love it 
with lots of people taking part in events 
like Tough Mudder and Total Warrior this 
year. Crawling through mud, climbing 
strange obstacles, running through �elds 
and tyres and some minor electrocution it 
seems nothing is too far for our amazing 
supporters! Not only did they represent 
SHA at these events but they managed to 
raise over £2,300 between them.

Kiltwalking the extra mile!
2017 has been the �rst year 
the Kiltwalk has been open 
to all charities and wow has it 
been great for SHA! 15 super 
supporters took part in the 
Glasgow, Dundee and Lothian 
events raising £4,500 between 
them – including a nice wee 
top up from the Sir Tom Hunter 
Foundation! Next year we’d like 
to hit all four Kiltwalk events - 
Aberdeen do you think we can 
do it?

Jacqui Anderson at 
Lothian Kiltwalk

Thanks to everyone 
who joined us to say a 
special thanks to the 
Highland supporters 
who took part in our 
annual skydive and 
helped raise nearly 
£10,000.

The Annual skydive - thanks 

Well done to 
Natalie, Betty 
and their team
who cycled around 
Millport in awful 
weather and raised 
over £1,500

Betty & Natalie cycle Millport

Baxter’s Loch Ness Marathon 
Well done 
to Michelle 
Scho�eld 
and her 
team who 
raised 
£360.

Chilli Challenge 
raised £1,113 

Please keep sending us your  
stories and photographs for  

SHAre.  The HD Community 
love to hear your good news 
stories.



Loch NessLoch Ness

Glasgow

Edinburgh

Robert Burns
Robert Burns

Your support will help us continue improving the quality of life 
for people impacted by Huntington’s disease(HD)...

Falkirk

If you would like to get involved in any of our fundraising events, or would like to plan your own, contact the fundraising 
team on fundraising@hdscotland.org

The “BIG GIG” with KIOKO 
Saturday 3 February 2018
From 19:30 to 23:30 hours
In Community Central Hall
304 Maryhill Road, Glasgow G20 7YE
Ticket Prices £10.00

Clyde Rowing Race
Saturday 17 March 2018
The Boathouse
River Clyde, Glasgow Green

TBC

From 10:00 – 16:00 hours
From Dalmarnock Bridge to Erskine 
Bridge returning along the Forth & 
Clyde Canal to Port Dundas - a total distance 
of 25 miles.
Can you raise £100 sponsorship 
to support people with Huntington’s disease?

Ride the Clyde Bridges
Sunday 25 March 2018

You can host a tea party from your own home, garden, your 
place of work, or a local café, bar or community centre. Once 
you have the venue you can then start inviting your family, 
friends, neighbours, colleagues or even the local community. 

Email fundraising@hdscotland.org or call 0141 848 0308  
for more information!

IS BACK
in February 2018 

2018

Great Edinburgh run  
13th January 2018 
https://greatrun.org/great-

winter-run

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

Entry £8,(includes free entry to ra�e) under 
16s  go free, early bird tickets of £7 until 
Friday 22 December - dance the night away with 
the Andy Gordon Ceilidh Band. Family Night!

Ceilidh Saturday 17 March, 
Pollokshaws Burgh Hall

Time to spring clean early in March by 
donating to or purchasing from the 
Scottish Huntington’s Association 
indoor table top sale at Pollokshaws 
Burgh Hall from 10:00 to 14:00 hours. Catering and 
Refreshments will be available for sale too. So come 
along, bag a bargain and help support people with 
Huntington’s disease.

Indoor Car Boot Sale
Sunday 11 March 2018

Stirling Marathon  
29th April 2018 
http://www.greatrun.
org/stirling-scottish-
marathon

Hogmanay Loony Dook
1st January 2018  
https://edinburghshogmanay.

com/whats-on/loony-dook

Good luck to everyone 
taking part in the Virgin 
London marathon on 
Sunday 22 April - please let 

us know how you get on and please send us any 
photographs you would like to share. 

Virgin London Marathon
22 April 2018 
www.virginmoneylondonmarathon.com/en-gb/

Lat year’s Glasgow event was the biggest ever 
Kiltwalk! Now we look forward to even more 
fun and fundraising at Kiltwalk Glasgow 2018! 
http://www.thekiltwalk.co.uk/events/
glasgow-2018/

Glasgow Kiltwalk 
Sunday 29 April 2018

Zipwire 
The Zip Trek is made up of 14 zip 

wires over a 2km course, with 

zips starting o� nice and easy and 

get bigger and faster as you go 

along the course with the last big 

one at 550m long 
at 40mph! Are you 
up for this ultimate 
challenge?

Abseil off the Titan 
Crane in September
Add this iconic building 
of interest to your 2018 
portfolio of 
challenges. 
Watch this 
space for a 
date!


