
A huge congratulations to our SHA Fundraiser, Aidan McCallum from 
Fife, who beat two other deserving nominations to win the Scottish 
Volunteer Fundraiser of the Year at the Institute of Fundraising awards, 
which was held in the Thistle hotel, Glasgow, in August.  Aidan, is 
pictured here being presented with his award by Gary Kernahan, 
Chairman of the Scottish Fundraising Conference Committee. Aidan 
is also joined by his proud mum Wilma and dad, Brian and SHA 
community fundraiser Linda Byars. 

Aidan has raised over £9,000 for SHA, through a series of events, 
from sponsored walks to race nights.  He is also a budding artist and 
impressed the awards judges by auctioning off his own work for SHA. 
Demand for his artwork has grown nationwide and further afield. 

What is remarkable about Aidan is his positive outlook and his 
determination to raise awareness and vital funds for a charity close to 
his heart.

Aidan, who was delighted to win the award said;-
“I feel like all my hard work has been recognised. My dad is affected 
by Huntington’s disease and the Scottish Huntington’s Association 
is such an amazing charity that doesn’t get a lot of notice but is so 
deserving.”  

He continues, “The sense of accomplishment I get from fundraising 
is fantastic. To see that my money is making a difference means so 
much.”

John Eden, CE, concludes; “The fact that he has achieved so much at 
such a young age is outstanding and we look forward to working 
with him for many years to come.”

This award culminates in a year which now sees SHA volunteers 
numbering into the hundreds.  We are constantly touched by the 
immense dedication by our army of volunteers. They truly are a vital 
lifeblood to the charity. 

We see first-hand how true this is: the greatly valued input of Trustees, 
the much-needed social and peer support of branches, the essential 
support of community fundraisers and the informal interpersonal 
support that evolves from participation in the networks developed by 
the charity. The patronage of Sarah Winckless MBE who has given us 
unstinting support for many years has raised the spirit of the whole 
organisation.
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I was privileged to be part of the first North American HD 
Youth Camp, hosted by HDYO (Huntington’s Disease Youth 
Organisation) in partnership with HDSA (Huntington’s Disease 
Society of America) and HSC (Huntington’s Society of Canada) 
which took place in August at Camp St Charles, Maryland. 42 
young people between the ages of 15-23 came from all areas of 
the United States and Canada to attend. 

It was a fantastic 4 days of young people meeting others of a similar 
age who are impacted by HD.  They learned more about HD through 
shared experiences and educational workshops. It was really 
heartening to see them having fun as well taking part in the many 
on-site activities, such as swimming, paddle boarding and archery.

It was our hope that young people attending the camp would 
benefit by coming away with an improved understanding of HD; 
feeling much less isolated; more supported; and forging strong 
peer connections with each other. We used the model that we have 
in Scotland as a way of demonstrating that by putting HD families 
at the centre of design, we can work together to help them be a 
healthiest version of themselves: by providing education, support 
and advice – when they need it. We wanted young people to be 
young people and go away with a more positive outlook on life and 
we felt we had achieved that. 

The camp was a huge success and parents have since commented 
that it has made a huge difference to them and their child’s life. 

“When I picked my son up from the 
airport, I was relieved to see him much 
lighter in spirit”

“My daughter seemed much more 
mature and there was a visible change. 
Hearing her talk about how positive the 
experience was lifted a big weight off 
my shoulders”

And a young person’s comment:-

“Youth camp was a game changer, 
very emotional, but very fulfilling. I’ve 
learned I’m not alone.”
As I have said many times before, Scottish Huntington’s Association 
IS a world leader in providing care and support to ALL family 
members impacted by HD.  Our youth service is a model of good 
practice and one that many organisations learn from and hope to 
replicate.  Youth camps are not a new concept, but for the young 
people who attended HDYO’s first North American camp it changed 
the game for them.  

These young people are still supporting one another via social 
media, text messaging and phone calls.  The private Facebook 
page is still very active and if a young person posts about having a 
bad day there is a flood of support for the others to help get them 
through it.  

In an ever changing world, human interaction and kindness never 
goes out of fashion and for young people impacted by HD these 
camps and services can be the only experience they have of peer 
understanding and kindness.  
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Catherine Martin SHA Chairperson...

Pictured: HDYO (Huntington’s Disease Youth Organisation)
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I have been part of the Association for 16 
years now and I am amazed at how things 
have changed with regard to finding 
treatments for HD. 15 years ago trials focused 
on fish oil, Q10, and an antibiotic called 
Minocylcin; none of which proved to be of 
any benefit in mitigating the symptoms of 
HD. Even though we knew the precise cause 
of HD, there wasn’t the technology to tackle 
the problem. It’s fair to say that HD also lacked 
a systematic research approach.

Then ten years ago the Cure Huntington’s 
Disease Initiative(CHDI) received a massive 
injection of money from an anonymous 
billionaire and spawned European 
Huntington’s Disease Network who set about 
creating REGISTRY, the first pan European 
study in HD. They recognised a simple truth. 
To conduct meaningful clinical trials they 
must recruit hundreds, if not thousands of 
participants and REGISTRY provided the 
platform to enable this to happen. They also 
recognised that to understand HD, they 
needed much more data collected over a 

much longer time. REGISTRY has since been 
superseded by ENROLL, but the principles are 
the same.

CHDI and EHDN have been a catalyst for 
the involvement of large pharmaceutical 
companies. Whatever your feelings about 
pharmas, the simple fact is that without them 
it will be almost impossible to get potential 
treatments for HD from the laboratory to 
the people who need it. The resources and 
expertise required are colossal.

We now find ourselves in the position where, 
just this year, five new clinical trials have 
commenced, with more on the way. It’s fair 
to say the eyes of the HD world are on gene 
silencing. Other clinical trials are targeted at 
improving symptoms or trying out drugs that 
have improved other conditions (like Multiple 
Sclerosis). Gene silencing is the first approach 
that directly tackles the cause of HD.

The basic idea is that if you can switch off the 
faulty gene you could halt or prevent HD. It is 
of course more complicated than that. It turns 
out that the HD protein is really important 
for cells to function and without cells would 
die. You probably already know that each cell 
has two copies of the HD gene and for most 
people only one is faulty. The current therapy 

shuts off both copies. The good news is that in 
the studies done so far, it doesn’t completely 
shut off the production of the HD protein. 
That’s good because in the animal studies 
done so far, it appears that when the level of 
the faulty protein is lowered by a about 50%, 
the brain can heal itself and 50% levels of the 
normal protein appeared to be enough for 
cells to keep working.

We don’t know though if this will be the 
same in humans and we don’t know if these 
two observations will hold true over long-
term treatment. The current phase one trial 
will finish late next year and quite quickly 
the phase two trial is likely to commence, 
but these do take time. It is impossible to 
overstate how important this process is 
though. The las thing the HD community 
needs is a medical disaster where a drug 
intended to help actually causes harm.

So I think we should celebrate that so much 
progress has been made in organising and 
building a global research effort. Be glad 
that large pharmas are now on board and 
spending millions of dollars on HD research. 
Watch with anticipation and hope as the 
clinical trials unfold and in respect of gene 
silencing, I think excitement is justified. I 
certainly am, but let’s temper it with caution.

Update from Sarah Winckless on her SHApe up with Winckless challenge
I finished commentating at the World Championships then hopped on the train and headed to Paris. I was cycling with 
my step-dad Mike, brother John and a friend, another Mike. However there were 34 on the ride, all with different causes 
and reasons for doing it, and it was fun to catch up with them that first night and start to hear their stories.
Cycling to the Eiffel Tower the next morning at 6am, the roads were already getting busy. You could feel the anticipation 
in the group, and once the official opening photo was taken, we all looked for the first marker 
arrows which would become our compass over the next few days. 

As the morning progressed and we left Paris behind us, the roads got quieter and better and 
we could enjoy the countryside. The first two days we were pretty much in this rhythm; people 
finding their own pace and groups forming along the route. The countryside was stunning, 
cycling through beautiful French villages and some of the most famous wine regions. We did 
take the opportunity to stop and sample the local produce, but mostly it was just covering the 
miles and enjoying being out on the road. 

Days 3 and 4 were much more hilly. We started to get some challenging climbs and our tight 
group of 4 found our different strengths.  The final day was a pretty tough 
climb, everyone had good and bad patches.  It was more about supporting 
people through their downs and accepting help during your own. 

I felt incredibly lucky as I descended into Geneva, desperately trying 
to keep up with my step-dad.  I felt like a small child again.  We’d had a 
brilliant trip, been supported by lot of great people and raised a good 
chunk of money for the campaign. Just over £10,000 was raised during 
2015.

Why I am excited, but cautious about gene silencing

John Eden, Chief Executive...
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HOST (Huntington’s Online Services Team)
Our Wellbeing Volunteers have been busy fulfilling a wide variety of roles, from befriending, providing respite for 
carers, helping with administration, to providing highly specialised IT support.  
Thanks to the highly valued and specialised skills held by our volunteers who make up HOST, we are currently developing a 
secure and confidential IT platform to provide online HD support groups across Scotland, ranging from carers to young people.    

This will allow HD family members to safely have online discussions and offer advice to each other.  A pilot discussion forum 
will be launched in Lanarkshire early in the New Year before evaluating and then extending to other groups and areas.
 

We are very grateful to not only the HOST for all of their hard work on this, but also to the internet services company Tsohost, who are providing the 
essential technical backup and data hosting service free of charge.

Bob Bogle, Service Manager - Adult Non Clinical Services on SHA Staff Restructure 

Adult Clinical Services      

Exciting times for the Adult Clinical Services 
(ACS), Liz McConnell was successful in her 
application for the part time post (21hrs per 
week) as Assistant Operation’s Manager post.   
She joined the Senior Management Team on 
the 23rd of September.   She will primarily focus 
on working with staff and supporting services 
in the North East, and will also be supporting 
the Operations Manager with service and staff 
developments across Scotland.

It has been a busy summer; we have been very successful in recruiting 
for the unusually high number of vacant posts across Scotland.  Alison 
Shearer who took up post on the 26 October as admin/ resource worker 
and  Alan McGill  was the successful applicant for the HD Specialist post. 
He commenced working on 2 November both joining Julie to complete 
the Ayrshire Team, and lastly Gillian Baird who was the successful
candidate for Liz’s vacant post in Glasgow and will commence on the 7 
December.  

A very warm welcome to them all.  We are looking forward to having you 
all on board.

All staff from the SHA 
services had a successful 
Team Building event in 
October where they all took 
part in a very competitive 
SHA Great “Oven Free” Bake 
Off and getting to know 
one another and their 
roles in SHA Speed Dating 
Challenge. 

The winning team was “The 
Adam’s family”.

Karen Sutherland, Operations Manager Adult Clinical Services 

Census of volunteering across the Scottish HD community  
We are carrying out a census of ALL volunteering across the Scottish HD community.  The aim of the census is to build a clear picture of all that everyone 
contributes in freely giving their own time and effort to support each other, raise awareness and funds for HD families.   The wider Scottish HD community 
is vital in providing support and care for those living with HD.   This census will allow an in-depth report to be produced.  We will be in contact very soon 
and asking you to participate in this census so thank you in advance!
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The Board of Trustees has recently been considering the current 
welfare grant scheme which is operated by SHA Family Branches. This 
scheme is a valuable source of financial support to family members, 
but is only accessible to individuals living within a branch area (except 
in a few exceptional circumstances) The board has therefore decided to 
complement the scheme with a new National Welfare Grant Scheme. 

The scheme will have an initial total fund of £10,000 and will be 
available to individuals living with HD in Scotland - (people with 
symptoms, carers and young people) who meet the following criteria;-
•	 They must not live in an area that has a grant making branch
•	 They must not have savings greater than £8,000
•	 They must not have received a welfare grant in the last 12 

months
 
Application process
A specific National Welfare Grant Application has been created for 

this purpose and is available from……It should be accompanied by a 
supporting letter.

Applications will be considered in the strictest of confidence and can 
be made from January 2016. Completed applications should be sent 
to Colin Wilson, SHA National Office, Business First, Linwood Point, 
Paisley, PA1 2FB. 

Considered applications will be made by a committee of Trustees and 
Branch Officers, who will meet five times a year in 2016 on the first 
Wednesday of each month in January, March, June, September and 
November.

Grant levels
Grants are normally up to £300, but in exceptional circumstances e.g. 
alleviation of crisis, awards of up to £500 can be considered by the 
committee. There is no appeal process.

National Welfare Fund
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Young Adult Working Group (YAWG) 
meeting in Warsaw   

In September, David Drain and Peter Carruthers (SHAyp) Specialist 
Youth Advisor) chaired the European Huntington’s Disease 
Network (EHDN) Young Adult Working Group (YAWG) meeting 
in Warsaw, Poland. The working group consists of young adults 
and professionals from across the globe who come together to 
contribute towards EHDN’s aim of improving and raising awareness 
of clinical trials related to HD research. 

Many different nationalities were present at the meeting including 
young people and professionals from the UK, Canada, USA, France, 
Spain, Germany, Ireland, Poland and Romania, Norway and Sweden. The 
aim of the meeting was to further develop two projects that the group 
are working on. The first involves exploring how young adults lifestyles 
change after genetic testing whilst the second project aims to study 
young adults attitude to HD research. 

It is hoped that these projects, which 
will take 2 to 3 years to complete, will 
help improve the support that young 
people across the world in families 
living with HD receive. Peter Carruthers 
(SHAyp Specialist Youth Advisor) will 
continue to play an important role 
as Chair of the working group, and if 
you would like any more information 
then please contact him.  For more 
information on EHDN please see  
www.euro-hd.net

Dina de Sousa, family member who also attended the meeting in 
Warsaw says;-
“I came away positive and refreshed by the experience. It was 
like attending a big international support group. Although it 
was a European meeting, there were people there from the 
Middle East and North America. Great presentations covered all 
sorts of topics concerning living and coping with HD with great 
debates in between. Highlights for me included discussion 
on the pros and cons of predictive testing and a clinical trial 
roundup.  The EHA committee did a fantastic job in organising 
the conference. I met new people and hope to become more 
involved in the EHA committee in the coming year.”

Towards improvement in care delivery in Huntington’s disease (HD)
Huntington’s disease (HD) is an inherited condition that causes a progressive breakdown of brain cells. This leads 
to a decline in thinking abilities, changes in personality and behaviour, involuntary movements and swallowing 
problems. Care delivery in HD is complex and requires the involvement of a number of health care, social care 
and voluntary sector workers and professionals, such as doctors, nurses and care managers. My previous research 
highlighted that patients’ decisions regarding their care are influenced by their previous experiences of HD. Patients 
reported that they feel that care delivered in HD should be personalised, timely and forward planning, keeping in 
mind future needs. Although a recommended care model has been created, the way how services are organised 
on a national and international level is not. It is not known how such organised care delivery actually impacts upon 
patient care, especially in the early stages of the disease. Furthermore there is professional uncertainty about ’what 
and how’ to measure and to appraise effectiveness of the delivery of HD services. Most previous research efforts have 
concentrated on clinical measures of the disease progression such as involuntary movements, thinking abilities and 
behavioural problems. These neglect other factors that may be very important to patients and families as well as 

professionals, such as consistent and timely care (get the help I need when I need it), being able to engage in meaningful activities in daily life or 
being involved in setting own goals and share responsibilities of decision making regarding care. 

In order to learn, understand and, in future, influence how services in the early stages of HD are organised and how agencies work together to 
deliver high quality care, the Chief Scientist Office/RS McDonald Trust and Scottish Huntington’s Association jointly funded a 3 year research 
training fellowship, awarded to myself. This project will aim to explore such issues from the perspective of patients, the professionals involved in 
their care and managers making decisions about funding care services. Most importantly patients will be key in shaping a main set of measures 
including organisational and ‘patient-centred’ concepts that matter to them. It is envisaged that these measures will become ‘core’ to evaluation 
of effectiveness of care organisation and delivery in HD. The findings of this project will provide an in depth assessment of how services work in 
different areas of the UK, identifying areas of innovation in care delivery and, for the first time, developing a set of outcomes that is able to evaluate 
care beyond the clinical health outcomes that research is currently focused on.

The above is a brief summary of Daniela’s Project , for further information, please contact Daniela Rae d.rae@abdn.ac.uk 

Daniela Rae, Research Fellow, SHA 
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On Saturday, 24 October the Family Conference was held in 
the popular seaside town of Kinghorn, Fife.  Playing host, the 
beautifully located Bay Hotel accommodated 150 speakers and 
guests, including families, Board Members and Volunteers, to learn 
about the latest research projects and to share experiences.  The 
conference was engineered so that professionals could give account 
in their field of expertise followed by real life case stories which they 
were actively involved in.

First to start the day was Jenny Callaghan, UK Language Co-ordinator 
from the European HD Network.  Jenny spoke of current clinical 
trials and how well they are doing.  She highlighted the Enroll-HD 
observational study and advised people how they can participate.  

Professor Mary Porteous presented a talk on Pre-implantation Genetic 
Diagnosis.  She was then joined by two families who have successfully 
completed the programme.  
 
For those experiencing postural management issues, Julie Wilson, 
Occupational Therapist, explained how she overcame difficulties for one 
man who had painful neck problems.  HD Specialists Jillian Foster and 
Nicola Johns discussed Care Pathways and how this could work across 
the SHA.  They shared two very different stories regarding clients who 
are able to engage and those less able to do so.  

Breaking news was that the SHA have secured funding to develop a Care 
Pathway for HD.  Rachel Duff, Linda Short & Barry Doyle gave a very moving 
account of life in Bandrum Care Home.  This was followed by a short video 
clip of how one client has adjusted to life in the home.  Marie McGill, 

Nurse Lead of the Single Gene Project, focused on symptom 
management. 

We finished with Dougie Peddie, SHA Fundraising Manager, giving an 
update on the fundraising team incentives and planned developments.   

This was yet another year which had far reaching success for the 
Conference.  The evaluation process concluded many positive aspects of 
the day.  
To link in with the seaside theme, ‘Mr Softie’ ice-cream van visited the 
venue at lunch time so that all could relax and enjoy a cone in the 
glorious sunshine!

6

Focus on Fife

Initially set up by the Family Branch and 
led by Marie McGill (pictured left), who 
was then called Huntington’s Family Care 
Officer, the HD Specialist Service Fife has 
been going since 1994.  Fast forward 21 
years, and it can be seen quite clearly that 
the service has seen many changes and 
developments.  

Currently, the Fife Service aims to improve 
the quality of life of individuals and families 
living with HD.  This includes regular home 

visits, meeting in a neutral place, attending clinic or participating in local 
support groups.  There is no waiting list for the service as clients are 
generally seen within two weeks, by HD Specialists, from point of referral.  

Intervention from a psychiatrist and psychologist play a key part in 
ensuring that clients receive the best possible service and, again, they 
are seen relatively quickly.   However, this may not have been the case 
if the initial proposals for the team had been adopted.  Dr Thomas said, 
“The first suggestion was that there was a part time Consultant post 
for Huntington’s Disease, Acquired Brian Injury and Alcohol Related 
Brain Disease which would have been a tremendous amount of 
work”.  
Luckily, this was rejected, leading to a more manageable post for HD 
which Dr Thomas secured due to his interest in this field.  
        
Fife is a study site for Enroll-HD.  This worldwide study is for HD family 
members and offers a platform for collection of data in an effort to 
improve the understanding and treatment of the disease.  To date, 38 
people are participating in this observational study.   Each person is seen 
once a year and are taken through a battery of assessments to determine 
how well they are functioning.  They can then opt whether or not to have 

a comparison feedback letter which tracks changes and allows them to 
see ‘year on year’ how they are doing.

Fife support groups are Family Branch (meet second Monday of the 
month), Carers’ (meet 4-6 weekly), Early Symptomatic called SHAdow 
(meet 4-6 weekly), Young People (summer camp & various activities 
throughout the year).   
  
Going from strength to strength, and from having only two team 
members, the Fife team now has seven members.  They are:

Dr Gareth Thomas, Consultant Psychiatrist  
Old Age Psychiatrist with special interest in HD.  
Informally involved with team from 1994 and 
then secured two sessions per week formally from 
2000.  Bachelor of Medicine, Bachelor of Surgery 
(MBChB), Edinburgh University.  Member of the 
Royal College of Psychiatrists. 

Jillian Foster, Senior HD Specialist
Started with SHA in 2000.  Previously worked in 
Stratheden Hospital for 16 years as a Mental Health 
Nurse (RMN).  Bachelor of Nursing Degree.

Nicola Johns, HD Specialist
Joined the SHA in 2004 after working with 
Kingdom Housing as a Projects Manager. 
Registered Nurse in Learning Disabilities (RNLD).  
Bachelor of Nursing Degree in Palliative Care, 
Postgraduate Diploma in Management. 

Fife Service Update

Two families who have successfully completed the PGD programme
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“Well run 
Conference.  
Really enjoyed 
it.  A lot of good 
information.  Well 
done!”  

Peter Carruthers, Youth Specialist Advisor 
(covering Lothian also) 
Worked with Young Carers before commencing 
with SHA in 2014.  Degree in Community 
Education and has completed the Stirling 
University module on HD: An enabling approach 
to supporting families. 

Debbie Pitcaithly, Clinical Psychologist 
Clinical Psychologist since 1996, providing 
psychological input for people with neurological 
conditions since 2005.  Psychology degree, 
postgraduate degree in Clinical Psychology & 
postgraduate Diploma in Clinical Neuropsychology.  
Working within team since 2014.

Peter Brockie, Phlebotomist 
Nursing auxiliary for 27 years.  Trained as a 
phlebotomist/ECG technician 11 years ago and then 
joined the team approx 8 years ago to take blood 
samples at the weekly clinic for Enroll-HD.

Jean Davies, Administration
The longest serving member of the team with just 
over 20 years’ experience within the SHA.  Since the 
age of 18 Jean has been employed within many 
secretarial and administrative roles.  As one of the 
first people to take a word processing exam, Jean 
achieved distinction in Grades 1, 2 & 3
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Iain Douglas (60) was given a positive test 
result for HD in 1995.  Although this was 
devastating for him, here we are, 20 years 
later and Iain is still leading a very fulfilled 
life.  As drummer of a three piece blues/rock 
band named KWAK, Iain says that the love 
of his music, playing gigs across the country 
and doing a lot of voluntary work has 
helped him stay focused. 
He has also secured funding for the last few 

years to purchase and maintain hanging baskets in his neighbourhood.  

Iain said, “Volunteering is a good option because you get support 
in your place of work and it gives structure to your day”.  Prior to 
commencing voluntary work Iain experienced many difficulties in the 
workplace due to cognitive changes and not having the same ability to 
carry out his job.  Two employers did not renew his contract, therefore, 
this left him unemployed and striving for new opportunities.  Now 
doing voluntary work with the Credit Union and starting with CARF 
(Citizens Advice & Rights Fife) in November, Iain feels a sense of purpose 
in his life and wants to keep going for as long as possible.  He recognises 
that tasks take him so much longer now as he has noticeably slowed 
down and, sometimes, requires encouragement to do certain things.  He 
remains very positive and is willing to try anything new.

The Fife HD Specialist Service offer support and have regular contact 
with Iain.  He takes on board any advice offered to him and will talk 
openly about his views and opinions.  Being a participant on Enroll-HD, 
Iain is keen to see a cure for HD in the next few years. 

For anyone interested in KWAK’s progress or want to see if they will be 
playing a gig near you please visit www.kwakstuff.co.uk   

KWAK on! 

“Gets better every year.  So 
nice to meet up with old 
friends”

“All presentations 
revealed love 
of meeting the 
challenges.  All very 
interesting”

Focus on Fife cont’d...

Fife Family Member’s story
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Fundraising this year so far

The nine months, April to December 2015, have been a resounding success for the Fundraising Department 
with fundraising activity ahead of budget. The new volunteer community fundraising strategy has exceeded 
all expectations, returning a month on month increase in fundraising activities by an army of community 
supporters ranging from a Showaddywaddy Concert in Dumfries, Halloween Events across the country, sales of 
2016 Calendars in Turiff and a pop up craft fair in Angus and many more, which are too numerous to mention 
here.

Income from Trusts and Grants is performing exceptionally well and we all hope we can sustain the sterling work 
completed by Sarah Kernahan, who is now on maternity leave. Sarah’s baby is due on 2 January 2016 and we wish her 

all the best. Sarah plans to return to work to take up the reigns - no pun intended!

Income from individual and regular donors has remained constant, although we have noticed an increase in donations through life celebration 
giving. The Lucky Lotto continues to provide the Association with a constant and regular income. 

And finally, our three 
fundraising volunteers who work 
at National Office; Margaret 
Moncrieff, Alan Cossar and Paul 
Dorrington, support the work of 
the Fundraising Department and 
are considered to be very much 
part of the Team. Each brings their 
own unique contribution to the 
work of the fundraising team. 

Dougie Peddie Fundraising Manager says...

Our eBay on-line store started trading 
in April 2015 and the income generated 
so far has been in excess of £5k. We 
have seen some exciting successes 
so far. One of which was a signed 
Doctor Who DVD from David Tennant, 

(pictured) which was auctioned off at the amazing price of £155! 

There have also been 2 
donations of furniture and 
household items from home 
and storage unit clearances, 
which has raised in excess 
of £1,200. With all of your 
continued support we hope 
to exceed this next year’s 
generated funds, so please 
get in touch.  No item is too 
small! Please contact David 
McNiven on  
david.mcnivenhdscotland.org  

Handover for Huntington’s  
is a campaign designed to get people donating their unwanted goods 
to raise money for HD, in doctor’s surgeries, schools, offices and church 
halls. 

The brainchild of David McNiven, our 
eBay online shop Project Co-ordinator, 
we are now in the process of drop-
ping off these eye catching boxes, 
and to date almost forty people have 
requested the huts. It’s a great start, 
and we can’t wait for quality goods to 
start pouring in. If you would like one, 
please get in touch with  

david.mcniven@hdscotland.org 

Sally Brewer, Fundraising Officer, says, “This is only one of our great 
new initiatives, so following quick on the heels of the huts, I’ve also 
set up two new SHA events, under the new ‘SHA presents…’ ban-
ner. 29 November 2015 saw the first SHA Evening of Scottish Song 
& Story celebrating St Andrew’s Day, and a Christmas Carol Concert 
to get us all in the seasonal mood on 11 December.  For those who 
like to keep up to date with the fundraising and events team, we’ve 
now got a brand new monthly e-newsletter. If you currently aren’t 
receiving the e-newsletter but would like to, just email me at  
sally.brewer@hdscotland.org I look forward to hearing from you.”

Gemma Powell, our newest Fundraising Officer, started with us 
in October and has already made a big impact. Watch out for some new 
SHAvengers events and activities taking place near you. 

During HD Awareness Week in June 2016, Gemma will be organising 
and delivering another SHA Big Business Breakfast, hopefully in a venue 
in Edinburgh. Gemma is working with Linda to grow our community 
fundraising programme and already has dozens of students from 
Glasgow and Edinburgh signed up to help with fundraising activities 
and hopefully lots of donations to support the work of SHA.

Erin McCarthy joined the department as our newest recruit 
in the role of Fundraising Assistant. However, Erin has quickly  
demonstrated her range of skills in Graphic Art by designing posters, 
logos, tickets, brochure graphics and much, much more.
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Christmas Tree Appeal                    

Gemma is also delighted to launch our new Christmas appeal and says  “Last 
year we were delighted with how many people supported our Christmas 
appeal, so this year we are launching a Christmas Tree Appeal. You can get 
your family and friends involved too by contacting us and we’ll send you 
a cardboard Christmas tree with holes in it large enough for £2 coins. You 
decorate the tree by filling the holes with the £2 coins and send it back to 
us using the free postage envelope we’ve sent you.”  

If you haven’t already received your Christmas Tree in the post or want more to hand out, please 
email gemma.powell@hdscotland.org 
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We are working on our calendar of events leaflet for 2016 and will 
be looking to distribute them in January to as many venues across 
Scotland as we can.

 If you can help circulate them in your local community, libraries, work 
place or anywhere else, please call Linda on 0141 848 0308.

Thank you to the students of Glasgow City College who invited us to talk about the work of SHA and what is HD. 
It was a worthwhile presentation as we now have meetings arranged with some of the students who are looking to get involved. 

Why not stir off those winter blues 
and host a ‘SHAre tea for HD’?   
 
Get together with friends, family, work colleagues and 
those special people in your life and have a “natter round 
a cuppa”, all in the name of a great cause.  

Let’s make next year the BIGGEST tea party ever! 

Please call Linda on 0141 848 0308 or alternatively email  
linda.byars@hdscotland.org to receive a fundraising pack. Thank you!

SHAre tea for HD

Calendar of events in 2016

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 can 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 kind support.

How do you get 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 S
upporters 

say:

Personal D
etails........

.................
.................

.

Title  ______________________________________

Name  _____________________________________

Address  ___________________________________

___________________________________________

Postcode  __________________________________

Telephone  _________________________________

Mobile  ____________________________________

Email   _____________________________________

Volunteering 

Making a donation

Organising a fundraising event

Request 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 o
n Facebook

 scottishh
untingtons

association
  

and on Tw
itter @scottishhd

Registered in Scotland: 121496 Scottish Charity No: SC010985

Part of the HDA

Family Worldwide

Fundraising Leaflet...

FRSB
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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.orgwww.hdscotland.org

Registered in Scotland: 121496 Scottish 
Charity No: SC010985Patron: 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 ConcertBlythswood 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 RunRegister at:  http://www.lochnessmarathon.com/event/2/
baxters-loch-ness-marathon/ 

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

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.

Could this be you..?  
Are you looking to try something new, meet new people, 
have fun or looking to develop your career prospects, the 
decision is yours, if so, we would love to hear from you?

We are looking for people in communities to get involved and 
help raise awareness and vital funds for families living with 
Huntington’s disease throughout Scotland.  It doesn’t matter, 
if you have little or no experience we have something for 
everyone and we can support you each step of the way. 

We are looking to develop our supporters in colleges, universities and the corporate world 
to widen our reach. Our aim is to work together in partnership, to develop blossoming 
relationships that will help us continue providing specialist services to the HD community. 

Sharing any contact details you have is invaluable to the team which we can follow up on, 
to further develop our supporters. 

Linda Byars, Community Fundraiser, would be delighted to meet up for a first date and 
coffee to chat about ways you can get involved. 

Dates for your  
Diary in 2016
Zipslide 
Glasgow in April, 

Skydive
Glenrothes in June, 

Abseil 
Falkirk Wheel in 
September
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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 so much SHA fundraisers, 
we love you all...

WOW!

Huge thanks to all our community fundraisers who have helped so 
far to raise an amazing £100k - it is only with your support that this has 
been possible - we send our heartfelt thanks and  look forward to working 
together and continuing this great success into 2016, to infinity and 
beyond...

Throughout 2015, we have been astounded at the 
support we have received from so many of our friends, 
family members and supporters. It has been wonderful to 
hear the stories of why you got involved and the many skills 
and creative ways used to raise such outstanding funds. 

The biggest difference has been raising awareness of Huntington’s 
disease and making positive changes to families living with HD.  
You should feel proud of your achievement.  We want to thank each 
person who has contributed in any way to making this an exceptionally 
successful year and the fun we have had working together with you. We 
wish you a wonderful time over the festive period!
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Fife branch Brian McKechnie, branch chairperson said “It was 
a great conference in Kinghorn in October, everyone at the branch 
had a great day and well 
done to the Fife team for 
organising the event”. 
The branch is looking 
forward to their December 
Christmas night out on 
Monday 14th at the Tipsy 
Nipper Restaurant at 
Glenrothes Airport.

Forth Valley Family and Friends held a meeting in 
Tesco, Alloa to boost branch numbers.  They put out an appeal for any 
family member in the 
Forth Valley area to come 
and support their local 
branch. A summer visit by 
some of the branch to the 
Kelpies proved to be a real 
treat, as can be seen here.

Glasgow branch  were joined at their last meeting by family 
member Annie McKenzie, a trustee from Live for Life Foundation, seen 
here giving the branch a £200 donation. Thanks also to Linda Clark, 
who donated £330 from 
her husband, John Clark’s 
funeral service. Her 
sister-in-law, Sadie Clark, 
branch treasurer said 
“A huge thank you for 
both donations, this has 
helped our branch funds 
tremendously”. 

Lothian Branch has had a good 
start to their meetings since August 
and have a busy schedule lined up until 
next summer. Five new members have 
attended a recent branch meeting and 
were warmly welcomed. A table sale was 
held at Duddingston Church Hall and 
raised just over £600. A huge thanks to 
everyone who helped. Lesley Wilson (pictured above right with Dina De 
Sousa and her mum, Sheila) organised a Christmas card sale at her work 
and raised £110. They are looking forward to Christmas and their annual 
duck race at the end of January.

Tayside Branch  Bill McLellan, branch 
chairperson wants to personally thank Mary 
Cunningham (pictured right)and all organisers of 
the Tayside charity shops this year, who worked 
so hard and raised a phenomenal amount of 
money. 

 
They also recently held a craft fair with the help of the Angus team in 
Scone on 17 October and raised £800! The branch meetings remain 
steady and they are looking forward to their Christmas night planned in 
December to the Discovery Quay. 

 

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

As ever, a busy year for our branch and support groups. A huge thanks to all our volunteers within the groups who 
do a tremendous job to ensure the much relied upon groups continue
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Rounding up the Year

North / East Support Groups 
 
Angus and Tayside carer groups continue to meet regularly. The symptomatic 
group had an outing at the Panto at the Whitehall Theatre on 16 December and 
had a great time. 
 
Fife Carers support group.  The group decided to have more social nights 
out and went to the theatre to see South Pacific in September, which they all 
enjoyed.  No further meetings are planned for the time being. 
 
Grampian support group meet quarterly and had a lovely lunch in December 
at the Salvation Army coffee shop in Aberdeen.  
 
Highland support group held a St Andrews themed lunch on 27 November 
thanks to a donation from group member Hugh Crout’s, family. Hugh sadly 
passed away in January this year. 

John Savage, family member, is 
pictured with the group handing 
over a cheque for £2,250 to SHA 
by taking part in a Zip Slide, 
Hairshaving and 18 mile cycle 
fundraising events.  A huge thanks 
to John for such a wonderful effort.

South / West Support Groups 
Ayrshire Carer Group meets every month at Asda in Ayr. They 
are supporting Carol Dick from Kilmarnock who is organising 
a ‘Fitathon’ event on Saturday 13 February 2016 at the Grand 
Hall, Kilmarnock. A Christmas lunch was also enjoyed by the 
group in December. 

East and West Dunbartonshire groups are continuing, but 
would welcome more support to their meetings. 

Glasgow symptomatic support group, who meet at 
Milnbank Housing Association every month, are looking 
forward to a trip to the People’s Palace in Glasgow in 
December to view the museum and the Billy Connolly 
exhibition. 

Renfrewshire; held another 
fundraising walk down by 
the River Clyde in September.   
This year the weather wasn’t 
kind, but they managed to 
soldier on and raised over 
£2,000 for their efforts. 
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Sandra was diagnosed in 
2002 with Huntington’s 
Disease and ovarian cancer 
was discovered  in June 
2015. She battled with 
both illnesses with great 
courage and inspired those 
around her.  She decided 
in June to make a huge 
"bucket list" and her 
family started to fulfil her 

dreams! She couldn't go 
abroad, however, she travelled over to Orkney with them, 

then journeyed the West Coast of Scotland from John O Groats in a 
campervan. Shows and pamper weekends followed.  

Along with her family, Sandra who was a champion swimmer, raised 
thousands of pounds for HD. Her family have swam with crocodiles, 
did the Great Wall of China walk, Santa runs, and a whole host of 
other fundraisers to raise funds and awareness for HD.  

Her biggest dream was to see her daughters Elaine and Emma get 
married.  Elaine was married in 2012 and her sister Emma planned 
her wedding in October in 3 days with 300 guests attending. Sadly 
Sandra passed away the following day.

Her daughter Elaine said “she was a wonderful person and 
mother, who had a great sense of humour and we all 
miss her dearly.  Truly - memories live longer than 
dreams.”

In Memorium - Sandra Strachan 

On 15 October, Trusts and Grants Fundraiser, Sarah Kernahan and Wellbeing Volunteer, Gaynor Smith 
attended the ScottishPower Foundation Awards held at the National Library of Wales in Aberystwyth, 
having been nominated in two categories. The Awards aimed to recognise and celebrate the 

achievements of the 28 charities and non-profit organisations, from across the UK that have received 
funding from the ScottishPower Foundation over the past year.

Scottish Huntington’s Association Wellbeing Volunteer Service was nominated in the Innovative Project Award category, which recognises the 
innovatively flexible role of the Wellbeing Volunteer.

Wellbeing Volunteer, Gaynor Smith was nominated in the Charity Champion Award Category, which recognises her dedication to supporting 
families affected by HD. As one of our longest-standing Wellbeing Volunteers, Gaynor personifies the ethos and aims of Scottish Huntington’s 
Association in holistically supporting families and she is extremely valued by the families that she supports.  One husband commented; “I am 
my wife’s main carer, but I’m also unwell. Having the Wellbeing Volunteer here allows me to rest with peace of mind.”

We were up against some strong competition and unfortunately we did not win an award. However we were delighted to have been 
acknowledged and we have built up a great partnership with the ScottishPower Foundation who currently provide funding to our Wellbeing 
Volunteer Service.

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

The 13+ SHAyp group 2-night residential trip to Aberfeldy
Peter Carruthers, Specialist Youth Advisor reports on the youth residential trip  
During the October school break, 15 young people and 4 SHAyp staff set off for 3 days of group 
work, activities and relaxation. On the first day, the group visited the Institute of Genetics & 
Molecular Medicine in Edinburgh, where they met with a consultant and a counsellor to discuss 
genetic risk and testing.  The group had plenty of questions to ask.  After a stop off in Perth for 
lunch, we arrived at the bunkhouse and continued with the theme of testing with some focused 
group work, with the young people providing great insight and thoughts. 

The next day we had abseiling and paintballing lined up for the group.  We had excellent weather and the young 
people enjoyed the activities, especially getting the chance to cover the members of staff with paintballs!  On our 
final day Sally Brewer, joined us from our Fundraising Team, to talk to the group about fundraising activities that they 
can be part off.  To round off the three day event, we looked at future group work ideas and activities”.

Comments from some young people;-
“If I had something on my mind the youth workers were able to tell and made sure I was ok and if I had 
anything to say they were happy to listen. Meeting friends that we rarely see helped me have more knowledge 
about testing. It was great to be able to talk about HD with someone other than family”

“I really enjoyed all the group games we played & I enjoyed abseiling a lot because I done it and never backed out. I also enjoyed the 
paintballing because we were helping each other”

Many thanks to Carers Trust/Comic Relief, Young Carers Can Fund who joint funded the three day residential trip.

ScottishPower Foundation Awards


