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In this issue we are reflecting on the successes of the charity 
over the last twenty-five years, but what will the next twenty-
five years bring? There is no doubt in my mind that within the 
next ten years we will see the first effective treatments for 

Huntington’s disease and it looks likely that the focus will be on 
delaying the onset of HD, slowing its progress and enabling people 
living with it to have a significantly better quality of life; hopefully 
longer, healthier lives too. When that happens it will change 
everything for people living with HD and the whole journey from 
testing through to onset of symptoms will be transformed and 
HD will become like many other long-term conditions where the 
goal is to manage the disease and enable people to live relatively 
normal lives. The role of the charity will change too and our HD 
Specialists will be the vanguard of that change, taking on the role 
of managing treatments as part of their work, while making sure 
that the expertise they have in supporting people who are already 
symptomatic remains intact.

Over the last few years the HD community has really begun to tackle 
the issue of stigma and lack of awareness about the condition and 
there are many new champions challenging the ignorance about HD. 
Our national youth service, SHAyp and its sister organisation HDYO 
provide one of the strongest examples of how attitudes are changing 
and I believe we will see increasing levels of awareness and continued 
change in attitudes both among families living with HD and the 

general public. The days of secrecy 
and shame that have been so much a 
part of the legacy of HD are slowly fading, even though the sometimes 
painful memories of growing up in the shadow of the condition linger. 
In twenty-five years, as I mentioned earlier, I think HD will be seen as a 
long-term condition like any other and this charity will have played a 
major role in enabling that to happen.

HD undoubtedly has a higher profile in public services than at any 
other time, but I think there is still some way to go before it fully 
receives the recognition (and funding) it needs and I think this is 
something that will change significantly over the next few years. Given 
the relative rarity and geographical spread of people living with HD 
there must be a Scotland wide focus on how support and services are 
provided so that there is greater consistency of care and that means 
further engagement with the Scottish Government. I also want to 
see a national HD planning group that tackles the current inequality 
in services and ensures that HD is fully considered within local and 
national plans.

What won’t change over the next twenty-five years is the charity’s 
unswerving commitment to changing the landscape of care for 
families who must live with the condition and every day to improving 
quality of life and ensuring that people are better connected to the 
support and services they need.

Follow us on Facebook @scottishhuntingtonsassociation  
and on Twitter @scottishhd
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Matters from the Chair
Philip Fox - Chairperson

Coming to the end of our 25th 
anniversary celebratory year, there is 
an understandably warm glow which 
we should all be proud of feeling. 

The uniqueness of SHA in world terms, 
with its unparalleled specialist services, 
particularly within the youth sector. Its focus 
on training, its engagement with the media, 
development of volunteer and family groups 
and financial operations all project images 
of the worthiest of organisations. None of 
this has been achieved without vision and 
hard work.  Here are some of the few events 
illustrating this since the last editon of SHAre:

The new training module at Stirling University 
is now established. Well done to Sue Beevers 
and Alison Tonner.  I was able to meet 
the participants myself at the beginning 
of the course and am delighted to 
receive great reports of its progress. Sue 
in particular must be delighted with the 
achievement as she leaves for her new 
job. Immense thanks to her for all her 
dedicated service to SHA, we wish her 
every blessing in the future.  

The family conference was as good 
as ever with the focus on ‘Resilience’, 
something which was very evident 
throughout the weekend, from the 
AGM, through the dinner, ceilidh dance 
and on to the informative revelations 

of the conference, finishing with a great 
production of the Steamie and Les Miserables.

New staff are always welcome, I am so glad 
that an additional HD specialist is joining the 
hard-pressed HD Specialist, Linda Lucas, in 
Lanarkshire.  

Three other new prospects must be noted, 
new premises for Head Office,  affording 
better integration of resources; new exciting 
visions portrayed in the latest Business Plan 
and finally; new SHA Chairperson shortly 
taking over!  “Having been Chair for 12 
years I feel a change is necessary (not to say 
deserved!) and as intimated at our AGM, I will 
be handing over to family member, Catherine 

Martin at the end of the fiscal year (April 
2015). It has been an incredible, amazing 
experience and a little humbling to be at the 
helm for so long and I feel so grateful for it.

As a family member and recipient of the 
services SHA provided when Cathy, my 1st 
wife was alive, experiencing through the years 
how a diverse organisation can flourish and 
grow in the face of many different opinions 
and viewpoints, and aspects of HD. I saw 
harmonious working together, be it staff, 
carers, family members. I have witnessed how 
problems have been treated as potentials 
for successful growth and development. I 
will not forget the focus and dedication of 

a succession of board and staff 
members and in particular current 
ones, led by John Eden, our 
visionary CEO. Above all, I will not 
forget you, the family members 
whose positive attitudes and 
actions remain the key inspiration 
for the SHA! 

Thank you to you all, - may you 
be richly blessed and increase in 
stature in the future!

Philip Fox
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A huge thank you to everyone who attended and assisted with 
our 25th Anniversary Family Conference held at the Glynhill 
Hotel in Renfrew on the 31st Oct & 1st November. 

Kris King our guest speaker on Friday evening was a great inspiration 
to everyone as was Aiden McCallum who also gave a short speech and 
he did a fantastic job in raising well over £300 by auctioning one of 
his prints and selling some of his art work at the conference. Everyone 
enjoyed the speakers who all gave very inspiring and motivating 
presentations.  
 
Some quotes from our evaluations 

“Fab information coming together from all walks of 
life”

“Very inspiring young man. (Jamie)  What a pleasure it 
was to listen to him”

“Inspirational, positive attitude with added humour”

“This was our 1st conference and we are looking 
forward to many more to come.  I was very nervous 
this morning coming in but by the 1st interval I was 
completely relaxed.  Wonderful friendly people”

“Best Conference ever (honest)”

25th Anniversary Family Conference



SHAre

Following from the achievement of the 
national Volunteer Friendly Award, the 
Wellbeing Volunteer Service has been 
continuing to change lives.

 
Pictured below are Carol, one of our Wellbeing 
Volunteers (on the left) with Cathie whom 
she supports - both celebrating Cathie’s 60th 

birthday and from what we hear a fabulous 
time was had by all!   In no small part thanks to 
Carol’s enthusiastic and committed support, 
Cathie has been able to continue enjoying 
many of the things she has always loved doing.

On a wider scale, the Wellbeing Volunteer 
Service has been operating for over a year 

now and we have carried out an extensive 
evaluation of the benefits received by HD 
families as well as the volunteers’ own 
experiences.

The results have been extremely positive 
overall with 75% of those HD family members 
experiencing an increase in their own general 
health and wellbeing, 67% feeling that the 
help has improved their financial situation 
- 81% of HD family members say that they 
simply couldn’t have afforded to pay for 
this support.   A whopping 92% reported an 
increased sense of trust in others with 84% 
enjoying more access to leisure activities.

The Wellbeing Volunteers have also benefited 
with a huge 96% declaring increased potential 
earning power – many of our volunteers have 
already seen their careers elsewhere improve 
due to their volunteering with us and with 
almost all of those continuing to volunteer 
with us.   

Interestingly, almost three quarters of our 
Wellbeing Volunteers report that their own 
general health and wellbeing has improved 
during their volunteering.

As we strive to further expand and develop the 
Wellbeing Volunteer Service, we are delighted 

to announce that the service has just been 
awarded £25,000 from the Scottish Power 
Foundation for 2015 – thanks to them and 
to our own Sarah Kernahan, Trust & Grants 
Fundraiser.

Bob says;

Finally, a huge thank you to all our 
Wellbeing Volunteers this year. Elish is pictured 
here on our ‘Spirit of Scotland’ Silver Jubilee 
celebration atop ‘Crocodile Rock’ in Millport 
on the Isle of Cumbrae - a place well known to 
many of our friends from Fife! I wish them all 
and you a very Happy Season. 
 

Bob Bogle: - National Volunteer Co-ordinator  
Tel: 0141 848 0308  
email: bob.bogle@hdscotland.org 

Bob Bogle - National Volunteer Co-ordinator

Wellbeing Volunteer Update
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Reflections from family members 
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There was no known 
history of Huntington’s 

in Helen’s family, so our journey 
to discover the reason for her 
developing symptoms was long 
and stressful. 

When she was finally given the 
results of her test, the doctor at the same time gave her the number of 
the SHA Highland HD Specialist, Gordon Bogan.  

He came to see us almost straight away and was a huge support, 
giving us invaluable information, putting us in touch with the Health 
Professionals we needed to deal with, and being available with help and 
advice. 

We now enjoy on-going help and support from the Highland Family 
Support group – having Huntington’s is no easy thing but the 
SHA has made the journey much easier to make.   

Tom & Helen  
Lister, Highland

I was one of nearly 
100 SHA family members 

who attended the debate at 
the Scottish Parliament in 2009. 
Along with other MSPs, Nicola 
Sturgeon, the then Cabinet 
Secretary for Health and 
Wellbeing was present.    

I had an opportunity to speak with her at the family conference 
in October that year when she was the keynote speaker and 
expressed to her that HD families in Scotland had to travel to 
England to receive the Pre-implantation programme, (PGD) 
and this was very costly.  She thanked me for bringing it to her 
attention and noted my concerns. 

At this year’s family conference, I was sitting at a table and there 
was a woman with her baby daughter. We got chatting and I 
related my story to her and the others at the table.   She came 
round the table and hugged me and brought the baby round 
for me to see.  She said her daughter had successfully been 
conceived through this process and she was able to receive 
the treatment in Scotland.  We were all absolutely delighted for 
them.  

It was a huge happy story to share with everyone.

Gloria Thomson, 
Angus

My father, Bill 
McKechnie and I were two of the first 
members at the inaugural Combat 
meeting in 1989. (See Brian Smith’s article, 
page 5). I continued going to these 
meetings regularly in Edinburgh and from 
there I went to Tayside to form a family 
group. At that time there were only groups 

in Edinburgh, Aberdeen and Glasgow.  I became the first chairperson of 
the Tayside family branch and in 1996 subsequently moved from there 
and set up a Fife family branch, where I have remained as chairperson.
 
My father was instrumental in setting up the Ayrshire family branch. 
Initially he was the contact person to whom family members could call 
and over time the family branch evolved.  During his time there he was 
a tremendous support to the family members and to SHA. Both Fife and 
Ayrshire branches held joint annual outings to Millport. The friendship, 
fun, and camaraderie on these days was memorable for families, some 
of whom travelled a great distance every year to be part of this unique 
get-together. The group remained lively and active for many years, but 
unfortunately dissolved in 2012.  
 
Sadly my father passed away at the beginning of September, peacefully 
at home, after a long illness.
 
I am continuing my role with a very vibrant family branch, who, as well 
as enjoying various social activities, do a fantastic amount of fundraising 
and local awareness raising for HD and SHA. I would like to thank them 
for all their support and look forward to the continuation of this 
very close group. 

Brian McKechnie, Fife

Jan McMenemy,  
Glasgow

1994 was the year 
that changed my life.  I 

found out that HD was in my 
family.  As well as becoming a 
carer, I was also diagnosed with 
HD.  But what was HD?  There was 
very little information or help. 

Eventually we found SHA, which was still in its infancy and we 
got the help we so needed.  I was part of the first Glasgow family 
branch when it was established.  We raised money at every 
opportunity, but more importantly, we raised awareness!!!  

The current branch continues to support each other, and is 
always there for each other - even just a phone call away. 

Just to talk helps.  For me things have changed a lot over the last 
20 years, thank God.  Sometimes you may get up and feel you 
need  support. Remember, we have the best Association, 
because they do listen to us!  
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Brian Smith, First Staff Member

Brian, Genetic Associate, 
who was the first staff member 
says:-

I have no doubt that  
the ‘older’ HD family 

members amongst you will 
remember Dr Heather May, Dr 
Jean Bolt and the very active 

Huntington’s Disease group 
members, Bob Fulton and 
Robert McDougall, all of whom 
worked tirelessly with the UK-
wide lay group ‘COMBAT’ and 
their Director Shirley Dalby, 
to establish the first ever ‘HD’ 
advisor post in Scotland. Their 
hard work led eventually in 1987 
to the post of ‘Family Care Officer’ 
being established and I was 
exceedingly lucky to be chosen 
as the successful applicant and 
get the job.

Two years later, Scotland broke 
away from the main UK group to 
form the Scottish Huntington’s 
Association and I then proudly 
became their first ever employee.

As you can imagine, those early 
years were rather busy, extremely 
exciting, enormously rewarding 
and, probably, should best be 
described overall as hectic! At 
that time, I was the only HD-
specific lay group employee 
in the whole of Scotland and 
was receiving literally dozens 
of referrals week on week. I still 
remember though, with great 
affection, the very first family I 
ever met. A lovely old lady and 
her son.  We spent many hours 
working together -  just trying to 
make things a little better. And 
now, some 27 years later, I am 
exceedingly privileged to still be 
working with the with the direct 
descendants of her family. 

I would like to take this 
opportunity to say that I am 
absolutely delighted at the 
enormous success of the SHA 
and I hope they continue to go 
from strength to strength with 
their wonderful work of reaching 
out to all the HD family members 
throughout the country.

Very best wishes and hopes for 
the future.

Billy and I married in 1959 - both young and ready to take on the world!  In 
time we had two children, Philip and Clare. During this period sadly Billy’s father 

died as a result of Huntington’s disease. Paul was born 2 years later. In time Billy was 
having small accidents at work. 

This easy going man was now short tempered, missing days at work, moody, increasingly 
irritable. We had another new baby, Ruth. I did not know where to turn to! Eventually his 
mother persuaded him to see the GP, resulting in a diagnosis – Huntington’s chorea! Within 
a short time he had to give up work. His condition worsened, and he passed away aged 
49 in 1982. During this period, Billy’s sister Delia was showing signs of the disease, and she 
succumbed to HD within the next three years. 

I was determined, as the children grew up, they would know the ramifications of this 
terrible disease.  I joined SHA a few years after it was formed. It was encouraging keeping 
up to date with on-going research, and a family branch group to support me. Our HD 

Advisor in Lothian was also a tremendous support to the family. 

After 12 years, my son Paul began to show signs of HD. We visited Professor Mary Porteous, who confirmed he too had HD. Philip dealt with 
the news very well and said that his brother, two sisters and many pals were very supportive, and continued to take him to football matches, 
local clubs and pubs. They also did a huge amount of SHA fundraising.  

When Philip started to deteriorate, he was admitted into Erskine Home, Edinburgh, and got the kindest care - we lost him in April 2010 at 47. 
Ruth, 10 years younger was showing signs of HD in her early 20s, but, would not discuss it! She also met the news ’head on’ continuing living 
life to the full! She loved fun and laughed a lot!   We had many holidays together. Sadly the condition moved rapidly. We lost her in April 2012 
at 42.

There are no words to describe the pain of losing one’s children - the memories of their young lives will be with me and family, always.

Mary Ross, Lothian
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2014 Where we are now...

Scotland is the only country in the world to have a national 
youth service that serves every part of the country (there 
are six specialist youth workers in the world and four are 
located in Scotland).  We are now firmly funded for the next 
five years and endeavour to reach more young people and 
parents, which stands at 210 to date. 

Supporting young people

We have built highly valued 
networks across Scotland, offering 
family members opportunities to 
get together.  These are through 
family branch respite weekends, 
annual family conference, annual 
carer conference, family branches 
and support groups.

Building Strong 
Networks 

Our Wellbeing Volunteers service has 
been effectively piloted in Lanarkshire, 
Greater Glasgow and Clyde and Ayrshire.  
This growing vibrant volunteer network 
is one of the key elements to the future 
of SHA.

Wellbeing Volunteers

Political Activity
We have held two receptions at the Scottish 
Parliament.  The first was in 2010 and was 
supported by thirty six members of parliament. A 
further event held in January 2013 (entitled HD: 
The Children’s story), was attended by 12 MSPs 
and Aileen Campbell, Minister for Children and 
Young People.  We have also communicated with 
the Department of Works and Pensions (DWP) 
regarding awareness and received a commitment 
from the Minister for Employment.

Research
Although SHA’s focus is on care, we acknowledge research 
and the search for a treatment for HD is a number one priority 
for every family in Scotland.  SHA is currently involved in five 
research centres in Scotland and will continue to participate in 
future clinical trials.  Over the last few years we have developed 
a good relationship with HDBUZZ who have supported several 
conferences. We are also currently developing a partnership 
with the Chief Scientists Office that will create a Scottish 
research post.

Web Site 
Our web site;  
www.hdscotland.org  
is the first line 
of reference for 
information, which is 
continually updated 
with the latest HD and 
SHA material.

SHA enabled HD families throughout Scotland to have access 
to the day-to-day ‘lifeline’ support they need. Regardless of 
where they live, HD Specialist support or equivalent Single 
Gene Complex Needs (SGCN) service cover, is available to 
everyone. We currently support 965 adults.  
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Launched on the 8 September 2014, SHA has created the first accredited training 
course in the management of HD and currently the only such course in the world. We 
aim to train 30 health and social care professionals every year, raising the standard of 
care for people with HD across many settings and improving the profile of HD.

SHA’s HD Specialists also deliver around 150 training sessions every year.

Improving Care Through Education 
and Training
  

Supporting Family Communication
SHA Youth advisors provide one-to-one support to young 
people and parents.   The ‘Out in the Open’ video is instrumental 
for parents considering talking to their children about HD. The 
new Youth Road Map, HD Routes, is an interactive resource 
designed by Scottish Huntington’s Association’s Youth Project 
(SHAYP) which aims to improve the lives of young people who 
live in families affected by Huntington’s disease (HD).

Out of Hours 
Support 
In 2010 we developed an ‘Out of 
Hours’ partnership with Breathing 
Space Scotland. It offers a friendly 
voice to talk to outwith SHA 
working hours during the week and 
24 hour cover at weekends. 

Information
Families identified they 
needed a guide following 
diagnosis that would 
help them on their first 
steps of the Huntington’s 
journey. The Road 
Map has been widely 
acclaimed internationally. 
It is an excellent and easy 
reference for families 
seeking information.

Respite & Long Term 
Care
The SHARP (Scottish Huntington’s Association 
Registered Providers Scheme) has been successfully 
piloted with Linlathen Nursing home. St Olaf Care 
Home in Nairn is presently working through the 
scheme. The scheme is an excellent means of 
improving standards of care for people living with  
HD in a nursing home.

Print &  
Publishing
We have an on-going campaign 
of work with print media, 
publishing over 50 articles over 
the current year. 
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Raising Awareness
Our patron, Sarah Winckless has been an exceptional 
ambassador for HD and for SHA, which was exemplified 
by her speech at the sportswoman of the year award last 
year. 
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Farewell to Sue Beevers who has recently 
left SHA to continue her career in the nursing 
home sector.  

Sue has worked with SHA for eight years, doing 
some significant work during her time with the 
charity. We are sad to see her leave, but also 
wish her well in her new role. 

Farewell to Sue...

News in Brief

8

Our new youth advisor, Peter Carruthers, has 
started in his post, thanks to SHA securing 
funding from Children in Need. Peter covers 
the Fife and Lothian area, and says 

I have a background in Community 
Education and Young Carers and in the 

short time I have been working with SHAyp, 
I’ve been amazed at the positive work that takes place.  I have been 
warmly welcomed by families and look forward to working 
with the many inspiring people I’ve met.

New Youth Advisor...

Trevor Law is our new Huntington’s 
disease Specialist in Lothian working 
alongside Annette Brown and Graham 
Sutherland-Lockhart, based in the Genetics 
Clinic in the Edinburgh Western General.  

Trevor says
 I am a qualified Social Worker and 

my last job was within the Adult 
Wellbeing Team in East Lothian Council.  I live in Portobello with 
my wife Claire and two children.  I have had a fantastic welcome 
from everyone in SHA and look forward to working with 
everyone in the future.

New HD Specialist...
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We are currently recruiting three new staff members for the new 
financial wellbeing service, which commences in January.

We Have Moved...
Our National Office has moved to Business First, Linwood Point, 
Paisley, PA1 2FB.  Our telephone number and all email addresses 
remain the same.   
 
Although these are new premises, it offers greatly reduced rent for the 
organisation and a better telephone and broadband service.  

Thanks to Rose Heath for sharing her story with the Sunday Mail.  It 
was a brilliant piece of awareness raising for HD and the SHA.  

Thanks to Rose... 

Sheila Duncan, SHA trustee, works as the Human Resources Director 
at Scottish Power. She and her husband, Colin, pictured here with the 
Iberdrola flag (owners of Scottish Power) faced one of their biggest 
personal challenges yet when they climbed the highest trekking 
mountain in the Indian Himalayas, Stok Kangri at 6,153m to raise 
money for SHA.

Sheila said,  
It was a real 
endurance 
test, but 

hugely rewarding. 
The motivation to 
keep going was down 
to the generous 
sponsorship, donated 
predominantly from 

friends and colleagues at Iberdrola and ScottishPower. I’d like to thank 
everybody for their support. So far we have raised over £2,000.

Well Done Sheila...

Recruitment...

We have recruited a new Huntington’s Disease Specialist in 
Lanarkshire and look forward to welcoming Corrine Payne into the 
service on the 5th of January. 

Fantastic News...

Welcome Jamie 
Welcome also to Jamie Lee Downey, who has joined us for six 
months through the  SCVO Community Jobs Scotland Fund.  
Jamie Lee is working as a Fundraising Assistant. So look out for her  
at future fundraising activities.
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New  Quick  Response (QR) 
Code for Scottish Huntington’s 
Association.
In an ever changing world of new technology, Scottish Huntington’s 
Association is keeping up the pace by introducing its new QR Code on 
Publications, Newsletters, Leaflets and other public relations materials. 
You’ll even find the new QR code on the back cover of this newsletter.  
So what’s a QR code?

A QR code is the trademark for a type of matrix barcode first designed for the automotive industry in 
Japan. A barcode is a machine-readable optical label that contains information about the item to which it 
is attached. 
So how do you read a QR code?...

If you have a SMART phone or tablet device, you can download a free QR Code Reader from the App Store. 
Once you have installed the software on your device, all you need to do is hover your device over the QR 
code and it will automatically take you to Scottish Huntington’s Association Home Page on the web. It’s 
that easy. No more typing in long website addresses.  Go ahead and try it. You’ll be amazed.  The QR code is 
on the back page of SHAre. .
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WIN A TWO WEEK ROVER TICKET TO EXPLORE THE WEST COAST NEXT SUMMER.

We have teamed up with Scotland’s 
main ferry operator, CalMac, to give a 
family the chance to win a two week 

Rover ticket to explore the west coast next 
summer.

Calmac have been serving the communities of 
the west coast for 160 years form their base at 
Gourock. The company provide a lifeline service 
to isolated communities as well as ferrying 
hundreds of thousands of visitors to experience 
some of the most scenic landscapes and best 
beaches the country has to offer.

The Rover ticket gives unlimited access on all 
routes for a family of four and a car worth up to 
(£715) for a two week period in summer 2015. 
So whether you want to potter around the 
Firth of Clyde visiting Arran, Bute and Cumbrae, 
the inner Hebridean jewels of Islay, Mull and 

Colonsay or venture further afield to the rugged 
splendour of the Lewis and Harris this is the 
ticket for you.

All you have to do is answer this simple 
question

Where is Calmac’s main office?
•	 Stornaway
•	 Gourock
•	 Leith

HOWEVER, families must be prepared to keep 
a video diary of their trip and post regular 
updates from each location visited which 
will be then hosted on the CalMac and SHA 
websites.

This will be the ideal opportunity to raise 
awareness about HD and the impact it has, we 

are looking for real ambassadors to spread the 
word about what affect HD has on people's 
lives. So any other ideas the family can come 
up with to do this through social media will be 
considered, get your thinking caps on.

We will take you through the detail of how this 
will work before you embark on your trip.

You would also need to be willing to take part 
in associated PR opportunities in local media.

Please email responses to  
Calmac@hdscotland.org  or by post to  
SHA (Calmac Competition), Business First, 
Linwood Point, Paisley, PA1 2FB

Full terms and conditions on our website at  
www.hdscotland.org/competition

Fundraising Concert
In Aid of Scottish Huntington’s Association

“Music From The Movies”
In Association with Glasgow Wind Orchestra

on Friday 13 March 2015
In the Blythswood Hall

260 Bath Street, Glasgow G2 4HZ
(just opposite the King’s Theatre)

19:30 – 21:30 Hours

Complimentary Interval Refreshments

Grand Prize Draw plus Other Fun 
Competitions

Tickets £10 and £5 Concessions 

Call 0141 848 0308 for more information.
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Fundraising...

WALK

We are looking for YOU to take part in our New Year Firewalk being held 
at the Glynhill Hotel on Friday 23 January.

To join this exciting event, all you need to do is register by making a part 
sponsorship donation of £30 and commit to raising a further minimum 
of £100.

If you want to get involved and help make a difference, please call Linda 
on 0141 848 0308 or email linda.byars@hdscotland.org to receive your 
fundraising pack.

Get Fired up for SHA...

February 2014 saw the launch of our first ever SHAre tea for HD event, 
raising over £3,000.  Next year we want SHA Fundraisers to help us beat 
that target for February 2015. 

Hosting a tea party or coffee morning is simple, great fun and you’ll be 
making a huge difference to those who really need our support. 

To get involved, please call Linda and she will send you a “SHAre tea for 
HD” information pack with everything you need to have a successful Tea 
Party. Alternatively please email linda.byars@hdscotland.org

SHApe-Up With Winckless

Kick start your New Year’s resolution and SHApe-Up With 
Winckless this January! No matter what your fitness level, 
why not take on a challenge to improve your health and 

fitness alongside Olympic Medallist and Scottish Huntington’s 
Association Patron, Sarah Winckless. 

In January, Sarah will be taking on her own sponsored fitness 
challenge at her local gym, which will aim to improve her 
balance, coordination and bodyweight; all of which are affected 
by HD. Through our challenge-specific Facebook page, Sarah will 
keep us all up-to-date on her progress and will be encouraging 
others to take on their own sponsored fitness challenge in the 
New Year. The page will also act as a platform where people 
can share their ideas, progress and seek encouragement and 
motivation! 

Your challenge can focus on anything that you wish to achieve, 
from eating healthier to dusting off your running shoes and 
getting back on the treadmill. Whatever your New Year’s 
resolution, spread the word, get sponsored and raise some 
much-needed funds for SHA! We need to raise a massive £50K so 
we need you to get involved! 

All you have to do is ‘Like’ our Facebook page, download a 
sponsor form and commit!  See you in the New Year!                   

        Facebook.com/shapeupwithwinckless

SHAre tea for HD
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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.

Tam & Stephen ……Raised over £400. Shelly Waterson & Group, Walk of Hope, 
raised over £700.

Fife Service Staff,  HD Pie in the Eye. 

Jackie Barnes and her team of 37, 
Walk of Hope round Chatelherault 
Park, raised  over £2,000.

Brenda McCann, Walk of Hope, raised 
£2,384.25.

Renfrewshire Support Group and Friends, 
Walk of Hope, raised £2,200.

Francis Barnes, Sponsored Cycle, raised 
£150.

Brian Wilma & Aidan McCallum,  
Walk of Hope, raised £450.

SSE Rodeo Volunteers, SSE Rodeo, 
raised £500.

Yvonne Shirkie, Pedal for Scotland, 
raised £250.

Michelle Schofield, Baxters 10K, raised 
£200.

Layna McKechnie, Great Scottish Run 
Half Marathon, raised over £2,000.

Kenny Train, Great North 
Run, raised £1,320.

13 year old Joey Brown, Junior 
Great North Run, raised £1000.

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...

Pedal for Scotland and James 
Park raised £935 pictured 
with Elizabeth Wood

Mary Cunningham  and the Coupar 
Angus Fundraising team raised 
£13,000 by organising a variety of 
events.
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You still have time to book your place on the 
overseas challenge and join Sarah Winckless 
on the Paris to Geneva Cycle - 6 September to 
11 September 2015.

This 6 day cycle will take you from the 
famous landmarks of Paris to quiet lakeside 
Geneva. Surrounded by breath taking 
mountains, this is a wonderful cycle 
challenge, linking two very different cities.

The registration fee is £149 with a further 
£1650 to be raised in sponsorship. You have 

less than a year to raise funds and this can be 
done in a variety of fundraising ways. 

If you want to secure your place or find out 
more, please call Linda on 0141 848 0308 or 
email linda.byars@hdscotland.org

You can also book by your place now by 
following the link below...
https://secure.discoveradventure.
com/booking/book/?scheduled_
trip=1741&client=1530

Paris to Geneva Cycle September 2015

Fundraising...

Shake, Rattle 
and Roll
In the first six months of 
this financial year, Scottish 
Huntington’s Association has 
raised over £900 from our green 
collecting cans. So well done to 
everyone who has made a cash 
donation in this way so far... 
However, we need to get more 
cans out there - in local shops, 
petrol stations and workplaces 
etc.

Would you be able to help us exceed this year’s amount? 
Please contact the Fundraising Team on 0141 848 0308 and 
we’ll post one out to you. Don’t worry; we’ll arrange to have 
the can collected once it’s full!

Please help us claim gift aid on you 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! 

Bag Packing

We are pleased to announce that The SHA Lucky Lotto is now fully operational! Replacing 
the 500 Plus Club, The SHA Lucky Lotto offers you the chance to win fantastic cash prizes 
each month, whilst actively supporting the work of SHA. 

Tickets are only £6 per month and, each month, you get the chance to win £200, £50 and 
£25 for 1st, 2nd and 3rd place respectively!

To get involved all you have to do is visit www.hdscotland.org/lotto and click 
‘Subscribe’. Alternatively, call Jim on 0141 848 0308 for a subscription form.

Thank you to our Fundraising Volunteers who helped us raise £1,100 at our 
December Marks & Spencer bag packing weekend.  This is a simple but effective 
activity, so why not ask your local supermarket for a bag packing date next year? 

You can then ask your family and friends to help out and we will send you the 
buckets and t-shirts.
Please call Linda on 0141 848 0308.


