
Follow us on Facebook @scottishhuntingtonsassociation  
and on Twitter @scottishhd

On 1 February, and throughout the next few months, SHA 
patron, Sarah Winckless is moving out of her comfort 
zone and taking up a series of sporting challenges 
called SHApe up with Winckless. Sarah is also 

challenging others to come on board. Her aim is to demonstrate 
how exercise increases mood, memory and movement.

Sarah said, “It doesn’t have to be a major commitment, just 
something that you feel comfortable doing, whether a run, a walk 
or a cycle or perhaps trying a new sport.”

She continued “As well as having fun, there is also a serious side 
to the SHApe up with Winckless campaign. The goal is to raise 
£50,000 to recruit two new HD specialists in Scotland to support 
people affected by the condition.”

Lord Coe, who lends his support and endorsed the campaign, said “I 
remember the day Sarah told me about HD and her diagnosis.”
“I think anything she has achieved in sport is dwarfed by 
the challenges the disease will present her in the future.  I 
wholeheartedly lend my support and enthusiasm to her campaign 
and hope to see and follow many people taking on her challenge 
over the months ahead,” he said.

Sarah began in February by trying yoga a few times and found that it 
helped her balance. She then joined a spin class to start her progress 
for the Paris to Geneva cycle in September.  Follow Sarah’s progress 
on https://www.facebook.com/shapeupwithwinckless where 
to date she has over 400 
followers.  In March Sarah 
took herself abroad to go 
skiing in the mountains. The 
work on the slopes paid off, 
giving her good balance and 
strengthened legs!

With Winckless..
SHApe UP
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Bob Bogle,  

Wellbeing Volunteer  

Co-ordinator has taken up 

the challenge by cycling 2015 

miles! See more information 

on Bob’s 
cycle on 
page 4
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Matters from the Chair
Philip Fox - Chairperson

Since my first acquaintance with the SHA in 1994, I’ve been 
on a journey of hope and for me, a journey in Christian 
Faith. The latter stance is not openly shared by too many 
these days, but I would be denying my fundamental source 
of strength, wellbeing, peace and contentment if I failed to 
refer to it now, in this my final ‘piece’ as Chair of the board.          
       
Brought up in a Methodist family, I early 
recognised and accepted for myself the 
presence of a Saviour who could and 
would provide the means of winning 
through challenging times in my life, and 
in the process, instil a sense of gratitude, 
awe and wonder. 

Such was my experience when faced 
with times of distress, frustration 
and helplessness, coping with all the 
challenges of HD, but when matched 
with the love, compassion and dedicated 

commitment of an increasing army of SHA staff also filled me with 
gratitude, awe and the wonder of rich blessings.

Whilst the work of the SHA is bound to focus on the practical, - 
provision of Specialist services, Financial Wellbeing advice, attention 
to Youth sector needs, Volunteer input, Media awareness, Fundraising, 
Family group efforts and the like, the reality of altruism driving so 

much of what is done, is to me 
witness of spiritual goodness 
beyond  human reasoning. 

However you may see it, I hope 
and pray for its continuance 
and growth with Catherine 
as your new Chair, with the 
workforce spearheaded by 
John as CEO.  May you all 
continue to be richly blessed in 
the future.     

       Philip Fox

Catherine Martin speaks to SHAre
My name is Catherine Martin and it is a privilege to be the new 
Chairperson of a charity that has been part of my family since its 
inception in 1989.  It will be a huge challenge to fill the shoes of my 
predecessor, Philip Fox, who has been a steady hand at the helm over 
the last 12 years.  I would like to thank Philip for his guidance, support 
and dedication to Scottish Huntington’s Association but I also have 

a personal thanks to him for his 
kindness and belief.  

Philip is continuing as a trustee, 
for which I am extremely grateful.  
I worked alongside him over 
the last year and I value his 
experience and dedication. He 
is always so positive in his vision 
of how SHA continues to grow in 
strength with every passing year. 
 
I have never known life without 
HD, but I truly believe that HD 
gave more to me than it ever 
took away.  The strong bond that 
I have with my parents and sister 
was strengthened because we 
faced HD together.  My mum, 
Christine, (pictured here with 
myself, sister Gayle, and my 
dad Hughie) passed away from 
HD in 2012 after an amazing 
and inspiring life.  Mum and 

Dad’s courage and honesty is part of the reason I want to be involved 
with SHA and Huntington’s Disease Youth Organisation (HDYO) – an 
international non-profit voluntary organisation set up to specifically 
provide support for young people around the world impacted by 
Huntington’s disease.

I had a really positive experience of living with HD. At times it was 
horrible and devastating, but I was never scared of HD and always 
informed.  I want to ensure that parents, children, young people, 
families and professionals have access to the best, most appropriate 
information, advice, support and guidance that can help them to 
improve the lives of those impacted by HD.

Philip Fox, pictured here welcoming new SHA chairperson, Catherine Martin
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On the 31st March this year SHA held a 
half day conference asking two important 
questions. Should there be a national 
care pathway for Huntington’s disease? If 
so, how can this be accomplished? What 
is a ‘care pathway’ though? It’s an idea 
that has been around for a long time 
and it is a way of joining up the elements 
of care that an individual receives and 
making that care more consistent from 
one person’s experience to the next; 
essentially improving the quality of 
support. Could that work in HD? After 
all it is a complex illness that affects no 
two people in the same way and each 
individual and their family’s experience is 
unique. Additionally, the support people 
living with HD need is not just health care, 
but also social care, and to be effective the 
two must work hand in hand. It seems to 
me that whilst there are many examples of 
good practice where this has worked well, 
we are still some way from making this the 
experience of the majority.

Resources are always an issue and the 
variation of support available from one 
area of Scotland to another should be a 
matter of concern for us all. Clearly there are 
big challenges in building a national care 
pathway and making it work in every part of 
Scotland. Should that, however, mean that 
we don’t try? I think the answer has to be no!! 
SHA has already worked with families to 
identify all of the key support that they 
need and while that must be delivered in an 
individual way we know there are common 
issues, for example symptom management, 
financial support and information about 
the condition. This provides us with a great 
framework upon which to build, because if 
we can ensure that all of the support people 
need across all of the themes that have been 

identified, then there will be a step change in 
experience of support for each individual. 

What is required is a real focus of effort first 
nationally, to establish an agreed framework 
and then locally to ensure that it is 
implemented in each area of Scotland. I hope 
that the conference will be a springboard for 
this work, providing clarity about the need 
for this approach and also teasing out some 
of the challenges in delivering it.

I do wonder however if pathway is the right 
term. It applies a linear journey with one foot 
placed carefully after the other. I think we all 
know that isn’t the experience of living with 
HD, so perhaps our first job is to come up 
with a better name!
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Karen Sutherland  HD Service Development Manager, South/West

Great news. For the first time since I 
took on the role of Service Development 
Manager (SDM), all of our funders for the 

South West services have agreed to fund their local services for 
a three year period from April 2015 – March 2018, instead of the 
one year agreements, which had been the case for some time 
now. We have also signed Service Level Agreements with most 
funders. This gives the services more stability, which allows the 
staff to focus on long term development of the services they 
provide. It is looking more promising than ever.  With the Scottish 
Government’s ambitious programme of reform, to improve 
services for all people who use health and social care services, 
this ensures that health and social care provision across Scotland 
is joined-up and seamless, especially for people with long term 
conditions and disabilities.  The integration of health and social 
care is high on the agenda for all and I am proud to say there is 
fantastic partnership work going on across all the HD services, 
promoting joint working focusing on better outcomes for people 
whose lives are affected by HD.  Currently the SWT support 409 
people. Last year there were 64 new referrals in total across the 
services.

I would like to take this opportunity to welcome Corinne Payne who 
joined the Lanarkshire Team in January, as the new Huntington’s 
disease Specialist. Corinne’s background is in nursing. She has a 
wealth of experience and has worked in lots of different health and 
social care settings including cancer care, hospices and other charities 
supporting families affected by different illnesses.  She has already 
met some of our families whilst shadowing some of the Huntington’s 
disease Specialists from other services and she is looking forward to 
meeting our Lanarkshire families and getting to know them. Having 
Corinne on board, will enable the Lanarkshire team to provide a more 
“client centred” approach offering regular support, with the needs of 
our HD families in Lanarkshire being their primary focus.

The Glasgow, Lanarkshire and Ayrshire teams are currently working 
hard to raise awareness of HD and its management and all have 
training events going on throughout the year and have additional 
events arranged during Awareness Week 8-12th of June. Please see 
our website on www.hdscotland.org  for information on all events.
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The first intake of students on the UK's 
first degree level module for professionals 
supporting families living with Huntington's 
disease (HD) have successfully completed 
the course.

Gemma Gordon, (pictured opposite) is a team 
leader at the Bridgeview Unit of the Linlathen 
Neurodisability Centre in Broughty Ferry. She is 
one of the first people to complete the course. 

Gemma said “I 
really enjoyed the 
course. I've been 
working with 
people affected by 
HD for around six 
years but mostly 
with people in the 

latter stages. It was interesting learning 
about different types of care for people as 
the condition progresses.”  

She continues, “I found it particularly 
useful talking with other professionals 
working in the field and learning from their 
experiences. I would definitely recommend 
it to anyone looking to expand their 
knowledge of HD care techniques.” 

John Eden concludes, “When health and 
social care staff encounter someone living 
with HD for the first time they frequently 
identify a need for training and education 
because it is not a condition which many 
professionals will have much experience 
or understanding of. This qualification was 
designed to address this head on. From 

the feedback we've had from students it 
has really helped those working with HD 
families to better relate to the issues people 
living with the condition experience.” 

The 200 hour module was delivered over 12 
weeks on a part time basis utilising a blended 
learning approach with two study days held at 
the Dementia Services Development Centre, 
University of Stirling followed by 11 weeks of 
online learning. The teaching team was led by 
Dr Louise McCabe, Senior lecturer in Dementia 
Studies.

The next course starts in September and 
enquires should be made to Gillian Hardisty, at: 
DempPG@stir.ac.uk, 01786 467746

Our teams of Wellbeing Volunteers 
are expanding again!    As well as the 
many volunteers working directly with 
HD families, there are now a number 
of other specialist teams of Wellbeing 
Volunteers.

We are very lucky to now have Website 
Support Volunteers who are already 
working on reviewing, renewing and 
refreshing our SHA website.    

All of these volunteers are highly 
qualified and experienced in website 
development and were carefully 
selected after stiff competition for the 

places on the team.   Great to have 
them on board! 

The Website Support Volunteers work 
very closely with one of the other 
specialist Wellbeing Volunteers, an 
Italian lady by the name of Antonella 
Pelaia, who is a professional graphic 
designer.  You may have already seen 
some of Antonella’s great work in the 
poster for our Glasgow Wind Orchestra 
fundraiser which took place in March. 

We are hugely grateful for their time 
and many efforts – all freely given to 
support families affected by HD.

Management of HD - Accredited Training Course  

4

Bob, our National Volunteer 
Coordinator, is SHAping up with 
Winckless and cycling 2,015 
miles over the next few weeks 
to raise awareness of HD and 
funds for the SHA, supported by 
Decathlon sports store as he will 
be using his Decathlon bicycle 
and equipment. 
 

Bob says “I try to cycle regularly to maintain my mental 
wellbeing but I know that the effects of HD could well 
mean that this would be out of the question”.  

This is a huge challenge for me but is nothing compared 
to the challenges faced every day and every generation 
by HD families across Scotland.”
 

On Yer Bike Bob!...

Iain Thomson, Senior Financial Wellbeing Officer 
(SFWO) said “Jo Baldock Financial Wellbeing Officer 
(FWO) based in Lothian and I have now been in post 
for over a month, and have laid the groundwork 
for our new service.  We have been out meeting 
HD specialists, family branch and support groups, 
as well as HD family members in their home. These 
meetings have been hugely valuable in gaining 

knowledge and understanding of HD. It has also given us a clear insight 
into the work of the HD Specialist services and the huge necessity for 
the Financial Wellbeing Service. 

We are currently recruiting for the position of Financial Wellbeing Officer 
for the Grampian area and hope to interview within the coming weeks. 

I will be visiting the Grampian area in the near future to meet service 
providers and service users to discuss the Financial Wellbeing Service in 
greater detail. Please contact me on 0141 848 0308 or mobile  
07710 391 621 if you wish to access our one-to-one help and advice on 
financial matters. “

SHA welcomes Jo Baldock Financial Wellbeing 
Officer (FWO) who said “I have been enjoying a warm 
welcome to SHA by the rest of the team and it has 
been great to get out and about meeting families. 
My previous experience working for Penicuik Citizen 
Advice Bureau (CAB) delivering money advice and 
welfare rights advice will hopefully set me up well for 

my new post, however I look forward to all the new challenges ahead!”

Bob Bogle - National Volunteer Co-ordinator
Wellbeing Volunteer Update

Tel: 0141 848 0308  
email: bob.bogle@hdscotland.org 

Financial Wellbeing Service  

Tel: 0141 848 0308  
email: bob.bogle@hdscotland.org
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Over the last 18 months Scottish Huntington’s Association Youth 
Project (SHAYP) has been busy creating HD Routes, which is a 
ground breaking information resource that aims to improve 
the lives of young people who live in families affected by HD by 
increasing young peoples’ understanding of Huntington’s disease 
(HD). By doing so their ability to cope with the many challenges of 
living in an HD family will be improved. SHAYP team works in close 
collaboration with the young people they support and has been 
funded by the Young Start Fund.
 
Launched in January 2015, Acting Minister for Children and Young 
People, Fiona McLeod, said:
 
“I’m delighted to see the HD Routes resource being 
launched. Scottish Huntington's Association Youth 
Project is leading the way through its pioneering 
work with families and I’m pleased to hear that young 
people have been involved at every stage in the 
design process, resulting in an accessible, engaging 
resource. This is a UK first - no other organisation has 
developed such specialised information about the 
condition specifically for young people.”
 

The charity's youth service provides one-to-
one support to young people at risk of HD and 
also organises group events and activities across the 
country. HD Routes project manager, David Drain said:
 
“Although designed specifically for young 
people, it will also be a great resource for professionals 
and other adults looking for accurate information 
written in simple, easy to absorb language”.
 
HD Routes is available both as a paper version and online version  
www.hdroutes.org  For more information please contact David at 
david.drain@hdscotland.org

Juliana Queen with her baby Amelia 
She is a gurgling picture of health and the 
apple of her parents’ eyes, but Amelia’s 
birth is with a difference.

She is believed to be a Scottish medical first 
– and one which will eradicate Huntington’s 
disease from not only the new-born but from 
future generations of her family. 

Juliana inherited 
Huntington’s from 
dad Jacky, 59.  She 
and her husband 
Graham applied 
to take part in 
pioneering genetic 
screening treatment 
at Edinburgh Royal 
Infirmary.  They 
were ecstatic when 
they discovered 
they’d been 
chosen to take part. But it has been a journey 
punctuated with anxiety and grief. 

They lost their first baby, but were “determined 
to carry on” and found themselves subjected 
to the radical treatment.

The technique they went through – known 
as pre-implantation genetic diagnosis (PGD) 

– involved Juliana having her eggs fertilised 
and the Huntington’s-free ones selected and 
frozen ahead of conventional IVF treatment. 

“It took 18 months from retrieving the 
embryos, selecting healthy ones and then 
undergoing IVF to become pregnant,” said 
Juliana. The embryo which became Amelia 

was kept in liquid 
nitrogen in cold 
storage. She 
was “a back-up” 
option, revealed 
Julia. And one 
that was needed 
after the first 
pregnancy ended 
in tragedy. 

“I can only 
hope my 
determination 

for a healthy baby gives other women in 
my position hope to do the same,” she 
added. “The way forward is not to bury 
your head in the sand but to drive hard for 
research and breakthroughs.” 

Now cuddling her baby at home in Newlands, 
Glasgow, the former estate agent turned 
charity volunteer is consumed with love and 

delighted she went through with the ground-
breaking treatment. 

“We are happy beyond belief,” Juliana said 
hugging her bundle of fun. “Doctors have 
managed to prevent the gene from being 
passed down. A new generation of children 
can be born free of something which has 
affected my family for so long. Without 
this amazing technique I would never have 
gone ahead and had a child. We cannot 
thank the doctors enough for all the 
wonderful research and work which has 
gone into making this possible.” 

For more information on pre-implantation 
genetic diagnosis (PGD) please contact 
Karen Sutherland on 01563 543 071, email  
karen.sutherland@hdscotland.org  or 
Annette Brown on 0131 537 1058, email 
annette.e.brown@nhslothian.scot.nhs 

David Drain, Youth Advisor, celebrating the new HD Routes

This is an edited version of an article by 
Janet Boyle that first appeared in the 
Sunday Post on 1 March.  Thanks also to 
Mr and Mrs Queen for allowing us to tell 
their story. 
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2015 Clinical Trials on HD  
A new clinical trial just announced for 2015 aims to test 
a “huntingtin lowering” therapy, called an antisense 
oligonucleotide (ASO), that attacks mutant huntingtin 
directly. It’s the first-ever human HD trial to fight HD at the 
root of the problem, and has shown great promise in animal 
models.   The announced clinical trial represents a collaboration 
between California-based Isis Pharmaceuticals, and the Swiss 
pharmaceutical giant Roche. The drug, called ASO-HTT-Rx, is a 
therapy that aims to treat HD by targeting the gene itself.

The core of the problem in HD lies in a faulty stretch of DNA—an 
extra-long stretch of CAG building blocks within the huntingtin gene. 
The instructions contained in the mutant gene are first copied into 
an intermediate ‘messenger’ copy, from which the harmful protein 
is made. So, the mutant gene is the root of the problem, but it’s only 
bad because cells use the information in the gene to make a harmful 
protein.

Much like a blank key is etched with a specific sequence of grooves; 
every ASO has a basic structure that can be tweaked to help it stick to 
the right target message, ignoring the thousands of other messages in 
the cell.  The strategy behind ASO-HTT-Rx is to “shoot the messenger,” 
attacking the intermediate step between gene and protein by 
causing the destruction of the messenger copy.  These types of drugs 
are called ‘antisense oligonucleotides’, or ASOs. They’re a synthetic 
DNA-like molecule that can enter cells, stick to the mutant huntingtin 
RNA message, and cause its degradation. If it works as predicted, this 
therapy will stop huntingtin protein from being made—a “huntingtin 
lowering” strategy that, in the long term, has the potential to slow or 
to halt disease progression.

Drug delivery
One major way that ASOs differ from conventional drug treatments 
is that they cannot be taken orally as a pill, but must be delivered 
directly to the nervous system.  To get into the brain, ASO-HTT-Rx will 
be administered via a needle inserted into the fluid-filled space below 
the lower spinal cord. If that sounds extreme, rest assured that this 
method is routinely used in many areas of medicine. 

A major advantage of drugs like ASO-HTT-Rx is that researchers 
believe it can be administered intermittently and still be effective. 
Scientists have dubbed this approach to intermittent treatment in HD 
a ‘huntingtin holiday’; aiming to give the brain a healing break from 
the damage caused by the mutant Huntingtin protein.  Once injected 
into the spinal fluid, it takes about 4 to 6 weeks for ASO-HTT-Rx to 
have its effect, and from animal studies we think that the silencing will 
then last for about 4 months. At the moment, the study is designed to 
have patients receive the drug treatment once a month.  Drugs similar 
to ASO-Htt-Rx have safely restored healthy behaviours in animal 
models of HD, and moving the treatment into humans is an exciting 
step for the whole HD community. As exciting as this science is, the 
first planned trial is strictly designed to understand whether the drug 
is safe.

Safety first
The decision to push forward with a clinical trial starting in 2015 is the 
result of more than ten years of work involving many researchers in 
both academia and industry. When treated with ASO-Htt-Rx, la mice 
that model HD show robust benefits - even treating them with ASOs 
after they show symptoms leads to improvements in their brains and 
behaviour.  Isis researchers and Prof Sarah Tabrizi, University College 
London and global head of the ASO-HTT-Rx study, emphasize this first 
clinical trial is designed purely to evaluate its safety.

Anatomy of a clinical trial
All Phase I clinical trials aim first and foremost to evaluate safety and 
tolerability of new drugs. This means that a small group of patients 
(probably around 36) will be treated with differing amounts of ASO-
Htt-Rx, in order to determine whether the drug has adverse side 
effects, and to help find the optimal dose. 

About 25% of the patients involved will receive a placebo injection 
(one that does not contain any drug) to serve as a comparison group. 
Doctors will be monitoring the patients’ symptoms in response to 
the treatment, but the main focus of this trial is about whether the 
new drug is safe.  Once a drug has been deemed safe in Phase I, it 
can progress to Phase II. It’s at this second step that physicians can 
recruit larger numbers of patients and begin to examine how effective 
the drug is in treating disease symptoms. Having established safety 

and dose in the first trial, researchers can now ask the question, ‘does 
this treatment make people’s HD symptoms better (or worse!)’?  If 
the results of the Phase II trial are positive, a Phase III trial involves 
even greater numbers of patients, carefully examining the drug’s 
side effects, effectiveness, and safety. A successful Phase III trial is the 
kind of result that drug companies need to get a drug approved by 
national regulatory agencies. This first clinical trial is designed purely 
to evaluate its safety. 

What does this mean for HD patients?
The entire process of bringing a drug to market takes years.  If ASO-
Htt-Rx turns out to be safe in the just-announced Phase I study, this 
first result is just the beginning of a long road in the clinic. Patients 
in the Phase I trial of HTT-ASO-Rx will be recruited from just a few 
medical centres in Europe and Canada. A small set of designated HD 
research centres, to be announced in early 2015, will seek to recruit 
trial participants. The recruits will be people in the early stages of HD, 
but the specific enrolment criteria, locations and timing are not yet 
public information. We know for sure that a lot of detailed planning 
is happening behind the scenes, and that everyone is working really 
hard to advance this trial as quickly as possible.
 
Thanks to HDBuzz.
 

HDBuzz editors in chief Drs Ed Wild 
and Jeff Carroll have both conducted 
research in collaboration with Isis 

Pharmaceuticals, who have provided them with non-financial research resources. 
Dr Wild works under the supervision of Prof Sarah Tabrizi, global head of the 
ASO-Htt-Rx trial. Dr Carroll is a named inventor on a patent involving antisense 
oligonucleotide targeting of the mutant huntingtin gene – the technology for this 
patent is not being used for the ASO-HTT-Rx study, in which he has no personal 
financial interest. This article was commissioned from an external writer and the 
editor Dr Maiuri has no competing interest

Research Update
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In Memorium 

Hugh Richard Crout
born 1958, of Lochardil Road, 
then Mackintosh Place, 
Inverness, sadly passed away 
on 18th January and will 
be missed by his family and 
friends.  

Highland service will miss him 
greatly as he was always first to volunteer his services for every 
event they were doing!  Hugh was a strong supporter of SHA 
and would be happy with the £558 raised in his memory.

Paul Goodall  
passed away on 28 October 2014 at 
the age of 30 years.  Paul worked as 
a tyre fitter for McConnechie’s Tyre 
Services up until his illness prevented 
him. He was a diehard Rangers fan 
and attended every match he could 
with his brother Mark and was a very 
well-known face around his local 
neighbourhood. 

Paul’s mother, Mrs Elaine Goodall, 
from East Dunbartonshire, has kindly 

donated a Rangers Away Strip shirt signed by a number of Rangers players, 
in memory of her son Paul. Please see further information on page 10.

Dr Norman Smith Ritchie 
Born 17th February 1938 - Died 25th October 2014

Norman was a modest, unassuming man ready to play down his achievements in life, which were many. 

Raised in Kelvindale, he went on to study, and attained a BSc in Agricultural Chemistry at Glasgow University. Later he 
gained his PhD under the auspices of the Vet School at Glasgow. After years spent lecturing at the Vet School, having 
attained the position of Senior Lecturer, Norman took early retirement in 1988 and went on to form a very successful 
company manufacturing a product which he had invented at the Vet School. The Company carries on today, run by 
Norman’s younger daughter, Elspeth. 

Norman was a family man. Married to Adrienne, they had three children. Sadly, Adrienne was to die at the early age of 44. Sometime later, Norman 
married again, and he and Sheena were to enjoy 23 years of married life. Sheena had one son from a previous marriage and so Norman’s family 
“grew” and at the time of his death he had ten grandchildren whom he loved dearly.

Norman was a strong yet gentle man with wide and varied interests and a great capacity to enjoy life. He was a loyal and true friend to many and is 
sadly missed by all who had the privilege of knowing and loving him.

He has been honoured a posthumous Paul Harris Fellowship Award for his exceptional service to the Rotary Foundation.

Norman was also an SHA family member and a very generous donor to the charity over many years, for which SHA are extremely grateful.

Benny Crichton
Benny Crichton passed away in February this year
from cancer. His brother Bill (pictured here) said 
his family were distraught when they learned in 
2008 that their brother, Benny, was symptomatic 
of HD. They were also shocked by the news 
because there was no family history of the 
condition and, to this day, can’t trace back to 
where it may have started.

Their mother, Betsy, died at the age of 33 when Benny was only months 
old. Benny would often say to his HD Specialist, “I think I got it when I 
banged my head when I was working”.

During Benny’s illness the Fife HD Specialist Service also continued to 
support Bill, who has been a client of the SHA for the past two years. He 
understands the real devastation that HD impacts on families and feels 
that he couldn’t have coped without the help of the organisation. He said, 
“All our family have been over the moon with the service. I can’t praise you 
enough. You have been fantastic. Whenever I need help; you are always 
there to offer support and guidance”.

James & Heather Doyle
In December 2014, aged 64, James succumbed to cancer 
and sadly passed away. James had his own window cleaning 
company and was the prime carer for Heather, his wife, who 
lived with Huntington’s disease. Their three girls, Lynsey, 
Samantha and Shirley took over Heather’s care, but in February 
this year, she too passed away with Huntington’s disease, aged 
68. 

James was an accomplished guitar player and Celtic supporter. 
Heather was a financial adviser but was a keen Scotland 
football supporter and a champion dominoes player, often to 
be found in the Kelvin Dock pub with her team mates. 

At Heather’s funeral, a memorial collection was taken, and £240 
was donated to Scottish Huntington’s Association at the recent 
“Music from the Movies” concert in March.

Heather and James with their grandchildren and daughters, 
Shirley, pictured top left with sister Sam and Shirley at the front
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Family branch and support groups are in full swing again now that 
we are well into spring.  

Fife branch 
were presented 
with a cheque for 
£500 from Shell UK 
Mossmorran.  

The branch annual ceilidh was another great success this year at the 
West End Hotel, Fort William, despite the floods and road closures.   

Heckie and Belle Henderson put on a really great show and over £700 
was raised. A huge thanks to them and branch chairperson Brian 
McKechnie for all their continued support.  

LothianBranch, as ever, have a few packed months ahead. 
Their AGM is being held in April and they are planning to hold another 
evening sailing on a barge down the Union 
Canal in Edinburgh. 

Bob Train, family member from Lothian, was 
recently presented with the Meritorious Award 
from the Chief Scout for his work in scouting, 
in particular while he suffers from Huntington’s 
disease. 

SHA wish to congratulate Bob (pictured here) 
on his achievement.

Forth Valley branch continue to meet at the Heritage 
Rooms, Dunnipace on the 1st Tuesday of the month from 7-9pm.  New 
members are welcome.  The branch hope to have a day out at the 
Kelpies sometime over the summer. 

Glasgow branch have had a few new members joining them at 
their monthly meetings, which has brought new encouragement to the 
group.   

Tayside branch had another 
fantastic week at their charity shop 
in Coupar Angus, raising just over 
£2,500, and are planning another for 
the week beginning 20 April. A huge 
thanks to Mary Cunningham, pictured 
here and all her hard working team of 
volunteers who made  the charity shop 
so successful. 

Alison Tonner, HD Specialist for Angus was happy to receive a check 
on behalf of the Tayside Branch for £360.00 from the senior golfers at 
Lothian Grange Golf Club near Arbroath.

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

GROUP VENUE DAY MEETING TIMES CONTACT

Ayrshire Carer Asda Heathfield Retail Park, Ayr Thursday Monthly (vary) 1 – 2.30pm Isobel Darroch 0141 848 0308

Fife Early Symptomatic Whyteman’s Brae Hospital, 
Glenrothes

Friday TBC Nicola Johns 01592 647 993  
for dates

Fife Carer St Brycedale Avenue, Kirkcaldy, 
FY1 1ET

4th Monday in month 6- 8 pm Isobel 0141 848 0308

Grampian Please see  information below

Highland Recreation Hall, Raigmore  
Hospital, Inverness

last Friday in month Meet four times a year 2-4pm As above

Tayside Carer 3 - 4 times year, next date TBC Lindsey Buchanan on  01382 425 549

Tayside Symptomatic every 6/8 weeks, next date TBC As above

East Dunbartonshire Varies Monday 1 – 2.30pm Isobel Darroch 0141 848 0308

Renfrewshire &  
Surrounding Area

Accord Hospice, Paisley 2nd Monday 2- 4 pm As above

South Lanarkshire 
Carers

Lifestyle Centre, Liddel Grove, 
East Kilbride

Thursday Monthly 11.30 – 1pm As above

West Dunbartonshire Asda Clydebank Dates vary
Tuesday 11.30-1pm

As above

Support Group information

Grampian has a huge need for a support group and we have therefore set a date for Monday 11 May. In the morning we have a meeting booked 
for Dalvenie Gardens Resource Centre, Banchory. 11 - 12.30pm and in the afternoon from 2 - 3.30pm there will be a meeting at the Health Village, 50 
Frederick Street, Aberdeen.  Invite letters will be sent out next month. Contact Isobel on 0141 848 0308 if you are interested in coming along to join us.
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We are saying goodbye to 
Sheila Duncan, who has been a 
Trustee of the SHA for ten years. Sheila is 
the Human Resource Director of Scottish 
Power and has been an invaluable source 
of support to the charity; providing much 
needed advice, support and also access to 
Scottish Power’s resources for the benefit of 
the charity.

 A keen runner and mountain climber Sheila 
has also raised over £5,000 for the charity 
from these activities. Sheila is moving to 
the USA for three years to take up a new 
position within the Scottish Power Group. 
We will miss her calm and sage advice on 

the board, but wish 
her well with her 
new job. We are 
also delighted that 
Sheila has made 
arrangements for 
Scottish Power to 
continue to support 
SHA in the future.”
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Research Fellowship 
SHA has partnered with the Chief 
Scientists Office and the RS McDonald 
Trust to fund a research fellowship over 
the next three years. This is the first post 
of its kind in the United Kingdom and it 
will allow one full time researcher to work 
exclusively on HD for the next three years 
while working towards a PHD. 

A call to all of the academic institutions 
in Scotland is currently out with a closing 
date of  20th March. The selection date 
will take place on  26th May and during 
awareness week (w/c 8th June) we will 
announce the successful university and 
researcher. 

This important post will work to improve 
the evidence base for providing health 
and social care treatment for people living 
with HD – much needed is the condition is 
currently hugely under-researched.

Calmac Competition Winners...

Calmac Winners, pictured here Mr & Mrs Bavin from 
Barrhead, pictured here with Peter Griffiths (centre) 
of Calmac, were delighted to win the two week Rover 
ticket  to explore the West Coast of Scotland this year.  

Mr Bavin said  “My wife and I are both keen 
on sailing and photography and this is 
a fantastic opportunity to discover the 
west coast of Scotland.  Thanks to Calmac 
for this great prize”.

News

Dates for your Diary

Short Breaks Fund  

Many families have benefitted from 
having a short break.  If you would like to 
be considered for a grant to assist with 
the cost of a short break, please contact 
Colin Wilson on 0141 848 0308 for further 
information.  You need to be:

•	 a person living with Huntington’s 
disease (HD) 

•	 a carer of a person living with HD; 
•	 a young person (up to 25) living in a 

family affected by HD
•	 a guardian of a young person (up to 

25) living in a family affected by HD. 

A maximum of £500 is issued per 
application. 

This year, HD Awareness Week runs from 8 to 14 
June. We have chosen the theme “Aiming High, 
Making Good HD Care Better”.  SHA plan to 
lobby for more HD Specialist nurses in Scotland 
and have planned an event which will take place in 
The Garden Lobby of the Scottish Parliament on 11 
June 2015 from 17:30 to 19:30 and are inviting HD 
family members and friends to join us. Hugh Henry, 
MSP, is sponsoring the event for SHA.

To help us capitalise on the day and boost media 
coverage, we would love to hear from anyone who 
could travel to the Parliament by jogging, cycling, 
walking, which would also help us to achieve the 
impact we want for our awareness campaign.  

Please note:  The Scottish Parliament has a high 
security level; therefore you need to book your 
ticket by week beginning 1 June.  Please call Isobel 
on 0141 848 0308 for further information and to 
register. The Garden Lobby holds a maximum of 
150.  Places are reserved on a first come basis.

This is an exciting awareness challenge for anyone 
living with HD to make their presence and voice 
heard, so please come and join us!

The Family Conference is being hosted by Fife this year 
and will be held at the very picturesque Bay Hotel, in 
Kinghorn, Fife on Saturday 24 October.  This will be a 
one day event and notification will be sent out in a few 
months’ time.    

The Family Conference 2015...

Awareness Week...

This year is being held on 20/21 May at the Golden Lion 
Hotel, Stirling.  You should have received notification, 
if not, please contact Lindsey on 01382 425 549 or 
lbuchanan@nhs.net    

The Carer Conference... 
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Fundraising...

SHA partner with ebay...

Trusts and Grants Fundraising
2014/15 has been a very successful year for trusts and grants fundraising with over 
£170,000 raised throughout the year.

A particular highlight this year was receiving an award of £50,000 from the R S Macdonald Trust 
towards our HD Specialist Service across Scotland. This funding will be split over two years and 
will provide essential funding towards the service. 

At the end of 2014 we received confirmation of funding of £25,000 from the Scottish Power 
Foundation towards our Wellbeing Volunteer Service. This funding will allow us to increase the 
scale and scope of our Wellbeing Volunteer Service within South and West Scotland and will also 
allow us to expand the Wellbeing Volunteer Service to the East of Scotland.

We were delighted to receive a donation of £3,000 from the Hospital Saturday Fund towards 
our HD Specialist Service. Sarah Kernahan, Trusts and Grants Fundraiser, (pictured here with Paul 

Jackson, Chief Executive of Hospital Saturday Fund and Bailie James Scanlon), accepting the cheque from Hospital Saturday Fund Patron, soprano 
Lesley Garrett at a special reception hosted in Glasgow City Chambers on 19 February.  In total, £100,000 was donated to Scottish charities at the 
event, which was hosted by Baillie James Scanlon on behalf of The Rt Hon Lord Provost of Glasgow, Councillor Sadie Docherty.

Scottish Huntington’s Association 
is piloting a new on-line charity 
shop in partnership with ebay.  

One of our first donations is from 
family member, Mrs Elaine Goodall, 
(pictured here) who  very kindly 
donated a signed Rangers shirt in 
memory of her son Paul (please see 
In Memorium page 7) which will be 
sold on our new site. 

We will have two members of staff 
who will develop the initiative and 
promote the shop with support 
from the Fundraising Team. 

A willing band of volunteers have also been recruited to help launch 
the project and they bring a wide range of skills including graphic art, 
web design, database experience and personal shopping tips on eBay.

The launch date for the new on-line shop was Wednesday 1 April 2015; 
yes we did know it was April fool’s Day before anyone else mentions it! 
Our new shop is based at the National Office and donations of items for 
sale have already poured in.  If you are planning a bit of ‘Spring Clean’ 
and have lots of items which might find an on-line buyer, please get 
in touch and we will arrange a mutually convenient drop off time and 
location. Call the shop hotline on 0141 848 0308 if you can help.

Everyone agrees that this is a new source of much 
needed self-generated income which will help the 
Association to develop services to families living 
with Huntington’s disease across Scotland.

Scottish Huntington’s Association is grateful to all the corporate 
sponsors named below,  for their generous support since the 
previous winter edition of SHAre was published.

•	 Front Line Construction Ltd 
•	 Wood Group PSN 

KCA DEUTAG Sponsorship Committee
•	 North Lanarkshire Council
•	 Unite Union, GlaxoSmithKlein Irvine
•	 Queen Victoria School, Dunblane
•	 Rotary Club of Kirkintilloch 
•	 Thomas Tunnock Limited
•	 Catherine Cameron at Pettycur Bay 

Holiday Park 

•	 KCA DEUTAG Sponsorship  
Committee

•	 Morrisons, Johnstone 
•	 Renfrewshire Council
•	 SCVO – Communtiy Jobs  Fund
•	 Amec Foster Wheeler Charities 

Committee
•	 Tesco

An updated Concordat and Moratorium on 
Genetics and Insurance was added to  
www.gov.uk on 22 December to reflect an 
extension of the agreement to 2019. 

The principle and purpose of the Concordat and 
Moratorium remain the same as before and a 
full review will take place in 2016.   
It is available at: https://www.gov.uk/
government/publications/agreement-
extended-on-predictive-genetic-tests-and-
insurance

New Volunteer Fundraising role
Watch out for this new and exciting opportunity 
to support SHA services across Scotland  through 
a nationwide network of Volunteer Fundraising 
Co-ordinators.  Further details to be revelaed 
soon. If you wish to find out more information, 
you can also call Linda on 0141 848 030.

Thankyou Sponsors...
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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.

Elaine Watt , Night at the Oscars, 
raised £600

Queen Victoria School, Various Fundraising Activities, raised £550

Scott/Gray Families, Christmas Coffee Morning, raised £4,270 Wizard of Oz, Bucket Collection, raised £650

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 to:
•	 Joyce Airnes for her donation of £51 raised from a collection can
•	 William Peddie for his £100 donation raised from hosting a Burns Night in London
•	 Nancy Smillie who raised £50 from donations of 5p from carrier bags
•	 Greenvale AP Blairgowrie, Paula McFadyen (Tayside HD Specialist) and family members who raised £2,135
•	 Lothian Branch  who raised £81 SHAre tea for HD

This was our second annual 
Tea Party event and we had 
fundraisers hosting tea 
parties all across Scotland. 

SHAre tea for HD saw an amazing increase of 150% from last year 
with tea parties being hosted across the country in familie’s homes, 
workplaces, schools, care homes and nurseries, to name a few. 

It’s another positive step towards reducing isolation for families and 
helping to increase greater public awareness within communities about 
HD and how it affects families living with the illness.

The success of this event is owed to the dedication of our supporters 
and this is the difference your donation will make:  
£3 pays for a 5 minute call that can change a life, £6 buys a handbook 
for carers giving them the advice they need, £30 pays for a home visit to 

someone affected by Huntington’s disease, £465 pays for a residential 
summer camp for one young person affected by Huntington’s disease.
Well done and many thanks to all our tea party hosts  
 

Same time same place next year!

SHAre tea for HD

Thank you Fundraisers



Do you want to fly HIGH?!
We are looking for a group of HIGH Flying Fundraisers to complete 
‘Huntington’s disease, Awareness Week’ on a HIGH.  You can join us on 
this exciting 10,000ft freefall skydive on Friday 12 June at Skydive, St 
Andrews, Fife Airport, Fife, KY6 2SL.

Imagine leaning forward out of the aeroplane doorway and letting go - 
falling forward into the clouds, diving down through the air as you start 

your 10,000ft freefall 
tandem skydive at over 
120mph.  Sounds like 
the perfect adrenalin 
rush?  You can make it a 
reality..!

This is what one of our 
previous skydivers said:
“Freefalling at 
120mph was an 
experience of a 
lifetime and one I will 
never forget.   For 
me, it made perfect 
sense combining 
this activity with a 
bit of fund raising 
and ended up raising 
over a thousand 
pounds as well as 
generating some 
positive awareness 
for HD Scotland!”

We are asking for adventurous dare devils to join us for our BIGGEST ever 
skydive and all we ask you to do is raise a minimum sponsorship of £500. 

To secure your place, you must pay (£60) of your sponsorship upon 
registration, a further donation of your sponsorship (£375) is payable no 
later than Monday 8 June and the remaining minimum (£65) is payable by 
3 July.

If you want to help us raise funds by signing up for the 10,000ft freefall 
tandem skydive , please call Linda Byars on 0141 848 0308 or email linda.
byars@hdscotland.org  for more details.

Please note: The maximum weight restriction is 14 stone and anyone over 
40 years of age will need a medical form signed by their doctor.
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Fundraising...
Zip Zip Away...
If skydiving is not your thing, how about zip sliding across the 
River Clyde?

We have two dates available for 12 & 13 September but please 
note this event fills up very quickly.

All we ask is that you raise a minimum of £130 in sponsorship 
and pay a part sponsorship donation of £40 to book you place.

By booking now, you will have plenty time to raise your 
sponsorship to help fund vital services across Scotland and 
raise HD awareness.

What you waiting for, get your place booked by calling Linda 
on 0141 848 0308 or email linda.byars@hdscotland.org

Please help us claim gift aid on your sponsorship
In order to claim GiftAid on sponsorship forms we need the full postal address  
(at least house name, number and postcode) of each donor.  We can then claim 
25% on every £1 raised.   So £1 becomes £1.25! 

Last year saw an amazing success for the 
Walk of Hope event and for everyone who 
took part.  Not only did we raise nearly 
£9,000 but we received Scotland wide 
media attention.  

Families came together and took on their 
own personal challenge and certainly 
made a difference to families living with 
Huntington’s disease. 

This year we would like to make a bigger impact and get more people joining 
together and not only supporting the walk but enjoying the social space, freedom 
and outdoors. 

We  would like to welcome more fundraisers to plan a sponsored walk throughout 
August to help raise funds and HD awareness by completing a ‘Walk of Hope’ of their 
choice.

Summer is a lovely time of the year to get outdoors with family, friends, work 
colleagues or just you in your own space.
 
You can chose from a walk through a forest or country park.  Or, go all out and walk 
the West Highland Way or climb a Munroe?  Scotland is blessed with hundreds of 
footpaths and cycle tracks; you could do a cycle along the coast!  The choice is all 
yours!

With your support we can continue to grow from strength to strength and make a 
real difference...

If you want to get involved and plan a Walk of Hope, please contact Linda Byars on 
0141 848 0308 or email linda.byars@hdscotland.org

WALK

New calendar  
of events...
Anyone who can distribute some 
leaflets locally please contact Linda on 
0141 848 0308 if you can help.

What is Huntington’s 
disease 

Huntington’s disease (HD) is a devastating 

neurological condition. Over the course of 15-25 

years, from the first appearance of symptoms, people 

with the condition will lose the ability to walk, talk 

eat and care for themselves.  
Each child of a parent with HD has a 50% chance of 

inheriting the same faulty gene. In Scotland around 1,100 people have HD with a 

further 5,000 estimated to be living at high genetic 

risk of inheriting the gene that causes it. As yet, there is no cure.

How Scottish Huntington’s Association c
an help Scottish Huntington’s Association has provided 

support to families living with Huntington’s disease in 

Scotland since 1989. People affected can access help 

and advice from our dedicated HD Specialists who 

are based in nine services around Scotland.  Through 

these services, as well as our Youth Specialist Service, 

Management Clinics and Carers’ Support Groups, we 

provide expert practical and emotional support in a 

way that promotes respect and dignity and improves 

the quality of life for children and adults living with 

HD. 

Please, donate to Scottish Huntington's Association 

today. Simply visit our website or Facebook page and 

click ‘Donate’. 
£5 per month will provide vital ongoing phone 

support that can change lives. £10 per month will provide quarterly home visits 

and specialist support to people with HD.
£15 per month will provide crucial one-to-one 

counselling for young people affected by HD.
Every gift will help to improve the lives of people 

affected by HD in Scotland. Thank you 
for your ki

nd support.

How do you g
et involved Although we already provide a lifeline to people 

help, we could provide even better services and If you would like to get involved and help us make a 
are some suggestions...

setting up a monthly standing order.  You can 

donate by calling 0141 848 0308 or by visiting 

our website and Facebook page.
www.hdscotland.org 

Take part in one of our events. We have a range 

of events planned throughout the year.  Look 

on our website or phone us for details. 

 Organise your own fundraising event.  Whether 
morning, we will provide all the help and 
support you need. 

volved 

Request an SHA speaker to give a presentation 

to your local Rotary club, Round Table, Guild, or 

any other group or association you are in
with.

 T
Join us onwitter       @ScottishHD and on 

Facebook        scottishhuntingtonsassociation

How to Donate

Become a Fundraising Volunteer. We have lots 

of different opportunities to get involved from 

helping with bucket collections and public 

speaking, to distributing collection cans and 

assisting at events.

Ask your employer to support SHA by nominating 

us for Charity of the Year Partnership. You can also 

ask about matched funding for any event or  

activity you will be organising or taking part in.

       scottishhuntingtonsassociation

Reply Slip If you would like to get involved and help people 

affected by Huntington’s disease, please fill in 

this form with your contact details, tick which 

areas you are interested in and return to us at the 

address below.

What our Supporters say:
Personal Details...........................................

Title  ______________________________________
Name  _____________________________________

Address  ___________________________________
___________________________________________

Postcode  __________________________________
Telephone  _________________________________

Mobile  ____________________________________
Email   _____________________________________Volunteering 

Making a donation
Organising a fundraising eventRequest an SHA speaker for your local group 

or association
Other

I believe that SHA is world leading 
in the work that it does for families 
affected by Huntington’s disease. 
I was originally attracted by their 
quality of service. I continue to 
enjoy my involvement to help 
improve the services they provide.

Sarah Winckless,  Olympic Medallist and SHA Patron

Scottish Huntington’s Association,
Business First, Linwood Point, 
Paisley, PA1 2FB.

 
T: 0141 848 0308   E: sha-admin@hdscotland.org

www.hdscotland.org
Registered in Scotland: 121496 Scottish Charity No: 

SC010985
Patron: Sarah Winckless, Olympic Medallist 

We walked the hot coals for a good cause,  it was an 
amazing night! Mary and Jessie  Dundee Firewalk

It was pretty horrible conditions 
over 130 miles including 8500ft of 
climbing.  It was a great experience 
and lots of money raised for an 
excellent cause. Stephen Dunn  Border Cyclista Cycling event.

Follow us on Facebook scottishhuntingtonsassociation  

and on Twitter @scottishhd

Registered in Scotland: 121496 Scottish Charity No: SC010985

Part of the HDAFamily Worldwide
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Overseas Challenge  
Paris to Geneva Cycle... 6 September to 11 September 2015...
To find out more contact Linda on 0141 848 0308 or email linda.byars@hdscotland.org 
Virgin Money London Marathon  
26 April 2015, London... 
www.virginmoneylondonmarathon.com/en-gb/event-info/runner-info/

Color Me Rad 
National Event... 
www.colormerad.co.uk/racemap.i

Other Events in 2015 that may interest you...You can plan your own fundraiser or sign up for any externally organised event and we can support you and send a fundraising pack.

Follow us on Facebook scottishhuntingtonsassociation  and on Twitter @scottishhd

Scottish Huntington’s Association,
Business First, Linwood Point, 
Paisley, PA1 2FB.

T: 0141 848 0308   
E: sha-admin@hdscotland.org
www.hdscotland.org

Registered in Scotland: 121496 Scottish 
Charity No: SC010985
Patron: Sarah Winckless, Olympic Medallist

Throughout February 
The SHAre tea party in 
February across Scotland

www.hdscotland.org

Fundraising Calendar of Events  January to December 2015 

If you want to sign up for any of 
these events or find out more, 
please contact Linda on  
0141 848 0308 or email  
linda.byars@hdscotland.org to 
receive your fundraising pack.

Throughout October 
“Fun Night In” October 
 across Scotland. 

8 -13 June  
During Awareness Week 
Skydive, Glenrothes 

13 March
Fundraising Concert
Blythswood Hall,
Glasgow. 

May 30-31  
Edinburgh Festival 
Marathon 2015 
Register at:  
http://www.edinburgh-
marathon.com 

Throughout January/February 
SHApe up with Winckless  
Kicking off in January, Nationwide.

3 & 4 October 
Great Scottish Run, Glasgow. 
Register at:  
http://greatscottishrun.com/ 10K and Half marathon

6 September 
Pedal for Scotland, Glasgow. 
Register at:  
http://www.pedalforscotland.org

Three Peaks Challenge  
Ben Nevis - Scafell Pike - Snowdon UK  
4 September 2015...  
www.timeoutdoors.com/Challenges/Closed/Three-Peaks-Challenge-1  

Great North Swim  
Windermere, Lake District, 12-14 June 2015 www.greatswim.org/Events/Great-North-Swim 

29 August  
Great Scottish Swim 
Loch Lomond  
Register at:  
http://www.greatswim.org/
Events/Great-Scottish-Swim 

Throughout April and September 
Zipline in 2015

27 September 
Baxter’s River Ness 5K & 10K Run
Register at:  
http://www.lochnessmarathon.com/event/2/baxters-loch-ness-marathon/ 

Throughout August 
“Walk of Hope” in August 
 across Scotland. 


