
44 family members, SHA staff and a mixed group 
of health and social care staff came together on 28 
November to discuss the accredited training module in the 
management of Huntington’s disease which the charity 
is developing with Stirling University. The event was 
organised by a small team of SHA staff led by Sue Beevers.

Planned to run for the first 
time in September 2014, 
the course will comprise 
120 hours of study and will 
include teaching sessions at 
the university and distance 
learning, making it flexible 
for everyone. John Eden, 
CEO said, “Many of the 
staff we want to reach 
with this course are 
in full time work and 
are also juggling other 
commitments, so it 
makes sense to offer 
it in a way that’s as 
accessible as possible.” 
 
 

Stirling University senior lecturer, Louise McCabe said, “We are 
excited to be working with the charity on this project.  The 
Centre for Dementia Studies has developed a range of 
courses for health and social care staff working with adults, 
but we currently do not offer any courses for early onset 
conditions like Huntington’s disease”.

This course will be the first of its kind anywhere in the world and 
SHA has been keen to ensure its impact reaches wider than Scotland. 
To that end the charity is partnering with the Huntington’s disease 
Association of England and Wales. Cath Stanley, the HDA’s general 
manager said, “We are delighted to see this happening and 
it’s a fantastic opportunity to work with our colleagues at 
SHA.” 

Our initial aim is to have thirty students on the first cohort next year 
and the course will run annually thereafter. John Eden said, “Our 
intention is that this course will improve the standard of 
care for people living with Huntington’s disease and it will 
be useful for professional staff, regardless of whether they 
are working in the nursing home sector or a community 
setting.” 

The course will also provide a new opportunity to raise the profile of 
Huntington’s disease as a condition which can only support our long-
term aim of reducing the stigma that surrounds HD.
                          

Stirling University Collaboration

Follow us on Facebook and Twitter @scottishhd

Get Involved
If you would like to get 

involved and help us make a 

difference, then give us a call 

on 0141 848 0308 or email 

sha-admin@hdscotland.org
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Matters from the Chair
Philip Fox - Chairperson

WWhere were you on 25 and 
26 October? If you weren’t in 
Aviemore at the time then you 

certainly missed a marvellous event! The 
occasion was, of course, the SHA Annual 
Family Conference preceded by the AGM 
and a wonderful meal and Ceilidh. The 
venue was excellent as was the food 
and accommodation (special thanks 
to Macdonald Hotels and Sue Beevers/
Christine Malhan/Lindsay Buchanan/for 
their organisational efforts)

For me the conference always displays the heart-stirring qualities of the 
Association and its members.  In a real way the presence and participation of 
family members (over 130 delegates this time – the largest number at any of 
our conferences) in powerful presentations from dedicated experts epitomising 
so much of what we represent, share and hope for. There is always a sense of 
positiveness and lively involvement in what’s going on and on offer. The wider 
lives of the Association are effectively brought into focus in 2 days, allowing all 
present to see a linked perspective. This is important for everyone but especially 
for our hardworking and visionary CEO, staff members who may be present, and 
board members, whose deliberations need to be as well-informed as possible if 
they’re to be meaningful and effective.

Our last board meeting on 7 September therefore included reviewing the latest 
‘Roon the Kitchen Table’ events that had just happened, being updated on 
the latest exciting activities of the SHAyp and starting to think how we should 
celebrate our Jubilee next year. All this and more will doubtless be continued at 
our next meeting in December. 

My message at this time of year is that you will be blessed this Christmas when it 
comes, and that Blessing will stay with you well into the New Year!

Philip 
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SHAis 
delighted to be 
celebrating our 
25th Anniversary 
in 2014.  SHA was 
first established 
by families living 
with Huntington’s 
disease in 1989 and the 
organisation pursued the goal of setting up 
specialist family support services, which has 
ultimately developed into our current extensive 
network of 9 specialist services.  

Throughout the year we will be celebrating this 
important milestone.  It is also an opportunity 
for everyone associated with SHA to maximise 
awareness raising that the anniversary will bring.   
 
There will be events involving families as well 
as many new fundraising ideas. We urge every 
reader to get involved in the many events, large 
or small thus helping us achieve our aim of 
continually campaigning in any way we can for 
Huntington’s disease and families in Scotland 
who live with it.

Congratulations to 
our Patron Sarah 
Winckless   

Sarah Winckless, SHA 
Patron, was honoured at 
the Sportswoman of the 
year Awards, with the 
Helen Rollanson Award for 
Inspiration in recognition of 
her work on behalf of people 
living with Huntington’s 
disease. We are so proud of 
you Sarah!
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One of the things I most enjoy 
about my role in the charity is 
the opportunity to meet face to 

face with families. I always leave those 
encounters feeling grounded, reminded 
of the purpose of the charity and often 
inspired by the day-to-day support that 
goes on in the charity. We really have 
created a vibrant network. That was very 
much in evidence at this year’s ‘Roon the 
Kitchen Table’ events which took place 
around Scotland. Reviewing all of the work 
that was captured by talented cartoonist 
Graham Ogilvie I was struck by a number 
of things. Firstly there is a good sense 
of a two way dialogue between family 
members and trustees and this was 
backed by a strong feeling that this is 
YOUR charity and it is fundamentally 

important that the strategic direction of 
the charity is shaped by family members.

RTKT has helped shape twelve core themes 
for our work and informs all of the planning 
we undertake in the charity. A full list is 
available in our annual report or in the RTKT 
report from this year which you can obtain 
from head office.

One interesting message that came through 
from this year’s events was the perception 
that our adult and youth services and indeed 
our branch services operate very separately 
from one another. There was a call for family 
events that bring everyone together and 
it’s something I thought had real merit and 
an issue that we will explore at future board 
meetings.

It also emerged that 
members would like 
us to do more work on 

using technology and producing literature. 
This is something I feel very strongly needs 
some attention. If we package together things 
like the web site, literature, Facebook and 
Twitter what we really need is a fresh look at 
our whole information strategy and that is 
something I hope to tackle in 2014.

It almost goes without saying that awareness 
raising remains a high priority for everyone 
and I am pleased to say that next year we will 
have a public relations intern working with 
us for six months from January to June and 
they will work on a specific awareness project 
during that time. We will also be celebrating 
our Jubilee next year and the board of 
Trustees are currently deciding what events 
we will run.

I would like to thank everyone that 
participated in RTKT this year, your time, ideas 
and insights are always greatly appreciated.

One of the world’s leading HD researchers is urging Scots 
affected by the condition to get involved in a global rare 
disease project.   Speaking at our annual family conference 

in Aviemore, Professor Bernhard Landwehrmeyer CEO of European 
Huntington’s Disease Network , said they are looking for 25,000 
people across the globe impacted in some way by HD to sign up for 
a new research project, Enroll-HD. 

“We are looking for people to get involved in all aspects of HD 
research. These volunteers can get involved as much or a little 
as they want, but what we need to do is pull together a pool of 
people willing to get involved, not at the stage clinical studies, but 
behavioural and social research”, he said.

Praising the work of the SHA to improve care and raise awareness of HD, 
Professor Landwehrmeyer added:   
“The more we know about how HD impacts on all aspects of daily 
life the closer we will be to finding more effective treatments 
and eventually a cure. The HD community in Scotland is very 
well organised, so is an ideal recruitment ground for volunteers; 
anyone touched by the condition, whether friends and family, care 
professionals or clinicians are all welcome to get involved”.

What is Enroll-HD?   
It is a global observational study of Huntington’s disease which collects a 
common set of data for all participants across all sites around the world. 
It will also collect blood samples for DNA and cell lines.  The Enroll-HD 
project is being run by US based foundation CHDI which is investing 
millions into finding effective treatments for HD. It will be the largest rare 
disease research project in the world.  

All data and samples will be available to share with researchers to answer 
important questions about HD.  When it comes to studying a disease 
that progresses slowly, like HD, there is strength in numbers. Studying 
many patients repeatedly over several years can give powerful insights 
that can’t be gained through other research techniques. That’s why two 
of the largest observational studies, COHORT and REGISTRY are joining 
forces to form ENROLL-HD.  The new study, ENROLL-HD, is a merger 
of COHORT and REGISTRY, and will result in an even larger database of 
information for scientists to study. 

Enroll-HD will help the research community by: 
Providing clinical data and biologic samples to help better understand 
the human biology of Huntington’s disease and determining what 
interventions work to improve the care of people with HD.  This will 
enable them to develop better, smarter clinical trials and recruit clinical 
trial participants.

The Goals of Enroll-HD is to:
Enable clinical research; achieve a better understanding of 
Huntington’s disease; and improve clinical care.

If you are interested in taking part in this study, please get in touch 
with Sue Beevers N/E or Karen Sutherland S/W or your local service 
can advise also on details of the nearest study site.

Professor Bernhard Landwehrmeyer

John Eden, Chief Executive writes...
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An extremely exciting and productive 
time for the North East team with major 
achievements which have included the 
progression of our registered providers’ 
scheme to site audit stage. Our pilot 
provider has been Bridgeview, the HD 

unit which is part of Linlathen in Broughty Ferry. I look forward 
to bringing you more news in the near future on the outcome. 
Another achievement has been to progress to the launch of our 
partnership with Stirling University to develop a degree module 
in HD. 

Local news includes;
Highlands: Hosting the very successful family conference in 
Aviemore has been the main focus of the last quarter, well worth all 
the hard work. It was great to see so many of you there.
 

Grampian: Thank you to everyone who has taken the time to 
complete and return our family questionnaire for the service. The 
findings support our continued funding appeals as well as providing 
invaluable feedback for service developments.
 
Angus and Tayside Services: Alison, Paula and Lindsey 
organised this year’s staff team event which takes place every year. 
They were able to source some excellent speakers to facilitate 
essential learning and updates to meet the team’s training needs.

Lothian: The service locally has been successfully awarded £20,000 
from a short beaks fund so there will soon be the opportunity for 
families in the area to apply for a holiday next year. Work on an HD 
care pathway for Lothian has progressed to its final stage. Thank you 
to everyone for their support.  

Fife: Another tremendous period of support from families and the 
team in helping to raise awareness of the illness. The service has had 
a particular focus on developing further support groups. 

Please contact Sue Beevers for more information on the work of 
the North East services - telephone 019755 62186 or email  
sue.beevers@hdscotland.org

Sue Beevers HD Service Development Manager North/East

Ayrshire: Eileen and Julie have been 
busy keeping the service going whilst Dr 
Johnston was off on long term sick leave.  
Roberta is also back fit and healthy after a 
three month period of planned sick leave.  
The patient satisfaction study is well under 
way and is hoped to be completed by 
March 2014. 

It looks like the service is on the move again.  Negotiations are currently 
ongoing and they may be moving back to Ayrshire Central Hospital 
early in the New Year. The last training session of the year took place in 
November and was attended by 32 professionals.

Glasgow: Exciting news:  the Glasgow service welcomed three new 
staff to the team on the 18th of November.  Sally Woolvine as Senior 
HD Specialist, Liz McConnell HD Specialist and Yvonne Walker HD 
Specialist, which means we are now in the position to cover Glasgow 
City and Clyde. This was a huge aspiration which has taken a long time 
to achieve. 

Other good news is that 
thanks to Annie Mackenzie, 
family member, following 
a successful meeting 
with Councillor David 
McDonald he subsequently 
agreed to raise a motion 
in Glasgow City Chambers 
in September requesting 
support from all members 
of the GCC to raise awareness 
of HD and the impact it has 
on families whose lives are affected by HD. Annie and other family 
members were invited to the event, which was very well received.

Councillor McDonald then contacted Sandra McDermott, Head of 
Service Development, Macmillan Programme Manager. She invited 
Teresa and myself to a meeting, then later offered us to be part of the 
Long term Condition & Macmillan partnership service to help develop 
care pathways within the city for people affected by HD their families 
and carers. 

Sad News Teresa Mullen Senior HD Specialist for Glasgow has now 
left SHA to move to Holland. Teresa has managed the Glasgow team for 
over 5 years. She will be sorely missed by all. We wish her all the very 
best. 

Lanarkshire: The Lanarkshire service has settled well into their 
new accommodation at Atholl House. It is great to have Marta back 
after having her hip replacement in August .The service continues 
to receive new referrals at an alarming rate taking the total number 
of people supported in Lanarkshire to 131. 76 are Symptomatic and 
are supported by Dr Gordon and Linda.  Linda has been involved in 
matching the Wellbeing volunteers, five of whom are now successfully 
supporting her clients.   

Linda has also been busy leading the SHA new assessment 
documentation group, the work has just been completed and staffing 
has now commenced using the new documentation.  The pilot period 
evaluated well.  

Forth Valley NHS have just recruited  David Thomson to  the new 
generic neurology  nurse post,   Seven hours of his working week has 
been committed to working with people with HD.  

On behalf of the South West Team I would like to take this 
opportunity to wish you all a Merry Christmas and a very Happy 
New Year.

Karen Sutherland HD Service Development Manager, South/West

Management Report

l-r Caithlin and Annie Mackenzie,  
Cnllr David McDonald, front row, Sadie Clark,  
Jan McMenemy and Karen Sutherland 
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Scotland is part of a worldwide 
HD family!  
Our 2013 family conference 

celebrated the amazing work that is 
happening across the globe. We were 
joined this year by an international group 
of speakers from Germany, Belgium, 
Sweden, USA, and England. Professor 
Bernhard Landwhermyer, CEO of the 
European Huntington’s Disease Network 
opened the day by explaining how the 
REGISTRY study is evolving into ENROL 
and now includes South America, China 
and Russia.  
(Please see article on Enroll-HD on page 3).
 
Bernhard shared the exciting news that 
phase one clinical trial for gene silencing 
therapy will commence in 2014 and also that 
a new type of drug called phosphodiesterase 
inhibitors will also go into phase one trials. It 
was evident from everything he shared how 
much progress is being made and how well 
coordinated the research effort is. 

The conference then shifted focus to 
international work with young people and 
we were delighted to be joined by Mathew 
Ellison from the Huntington’s disease 

Youth Organisation, a new charity that has 
established a multi-language web site for 
young people living with HD. The web site is 
run solely by young people for young people 
and is a fantastic resource. Carina Hvalstedt, 
from Sweden, told the conference about the 
international summer camp which is now 
attended by young people from Germany, 
Poland, Scotland, Ireland, England, Sweden 
and Denmark. This year’s camp took place 
in Spain and was hosted by the European 
Huntington’s Association.  Our own Catherine 
Martin then shared some of the experiences 
young people had enjoyed (including 
operating on jelly brains!) as they learned 
about how future treatments might work. 

Bea Deschepper gave a moving account 
of her forty year life with HD and told the 
conference of the work in Belgium where the 
lay association has succeeded in persuading 
government to fund specialist social workers 
and how the association has funded two 
special nursing homes, one named after 
Marjory Guthrie. Jimmy Pollard shared 
the stage with Bea and created a living 
metaphor by inviting family members and 
representatives of the HD community to join 
together in the fight against HD. 

On the run up (no pun intended) to lunch 
our Patron and Olympian, Sarah Winckless, 
shared lessons she has learned from her 
journey towards World Gold and Olympic 
bronze success. Sarah contrasted hope and 
intention declaring that while hope was 
positive it was the belief and determination 
behind intention that created the drive 
towards success. Sarah exhorted delegates to 
apply this to their day-to-day lives.

The afternoon of the conference was 
given over to Ed Wild who built on the 
information Bernhard had given in the 
morning. We learned about HD in Space! This 
is an exciting project to take the Huntingtin 
protein into space in order to crystallise it, 
fly it back to Earth and fire a laser through it 
in order to map its molecular structure. Ed 

also explained how the delivery methods 
for the new gene silencing drugs are being 
developed. Ed said,  

“The drugs are coming! 
We know that people are 
frustrated with the wait, but 
we need to ensure that when 
we find effective treatments 
we don’t also cause other 
problems. There have been 
examples in the history 
of medicine where a ‘cure’ 
ended up causing more harm 
– we don’t want to repeat 
that!” 

Ed’s hopeful message was underscored by 
the news that several major pharmaceutical 
companies are now involved in the 
development of treatments; Roche, Glaxo 
Smith Klein and Pfizer to name three. They 
bring the technological expertise and 
financial resources that will ultimately be 
needed to bring treatments to the point they 
are available to people living with HD. Ed told 
us that the CHDI alone spent $100 million 
last year. The Conference was left with the 
palpable sense that treatments are very much 
closer than they ever have been. 

John concluded “This was a 
conference full of hope and 
optimism and one in which 
we were left in no doubt of 
our part in the global HD 
community”.

Annual Family Conference
Macdonald Aviemore Resort, 25 & 26 October 2013

 Family 
Conference

Macdonald Aviemore Resort PH22 1PN 

25th & 26th October 2013

Scottish Huntington’s Association
St James Business Centre    

Linwood Rd Paisley   PA3 3AT

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

www.hdscotland.org
 

Registered in Scotland: 121496    
Scottish Charity No: SC010985 
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Family Branch/Support Group update

Rounding up the Year
Looking back over this year, each family branch has been very 
productive. Our thanks to all branch committee members and 
branch members who do a fantastic job.   
 
Fife branch do a tremendous amount of fundraising. Their annual 
events are always a winner. 

 

Forth Valley Family and Friends; good news from Forth 
Valley, neurology nurse, David Thomson is commening post at Forth 
Valley Royal Hospital. He will work one day per week for HD, two for 
research, and the rest for other conditions.  

Glasgow are delighted with their new venue in Pollok and plans are 
well underway for their trip to Portpatrick next year. 

Lothian started the season in August with a Fish and Chip night and 
catch up. In October they had a visit from Professor Porteous who is 
based at Genetics Dept, Western General Hospital. Professor Porteous 
gave an update on the latest research into HD. Vocal (Voice of Carers 
Across Lothian) came along to their November meeting and finally to 
round off the year, a Christmas party was held December.  Please note; 
they have moved to a new venue: Melrose Building, Duke Street 
URC Church, 108A Duke Street, Leith, EH6 8HL. They continue to 
meet on the last Wednesday of the month.   

Tayside branch are continuing well and would love to see more 
family members joining them.  

Charity Shop success in Coupar Angus;  
Mary Cunningham and helpers raised a grand total of £4,518 by 
organising and running the Coupar Angus charity shop in August 
for a week.  A smiling Helen Hudson and Marie Bee can be seen here 
manning the shop.  Thanks to all, a fantastic effort for Tayside.   

The charity shop 
was so successful 
Mary is planning 
another for Brechin 
in March.  If you 
live near the area 
and would like 
to donate items, 
please contact 
Paula McFadyen on 
01382 425 549. 

North / East Support Groups
The Fife early symptomatic support group was set 
up in October 2011 after several clients expressed a wish to get 
together to share their stories in relation to their unique experience 
of Huntington’s disease.   Led and facilitated by Nicola Johns, HD 
Specialist, the group is ‘open’ until a maximum of six participants have 
joined.  After this the 
group will be ‘closed’.  
The group has recently 
produced their own 
local trifold leaflet 
explaining what the 
group is and who it 
is for.  Pictured here 
are the proud, current 
members showing 
off their information 
leaflet.  If you are 
interested in joining the 
group please contact 
the Fife office on  
01592 647993.

Fife also has a new Carers support group.  Their first meeting is 
being re-scheduled to the new year.  Please call Isobel on 0141 848 
0308 if you would like to join them. Grampian support group also 
held a session in December and are always keen for as many people in 
Grampian to come along and join them.  Highland support group is 
continuing to meet quarterly.  

They were delighted with the response to the raffle draw at the family 
conference and would like to thank everyone who bought tickets.  
Their next meeting is on 17 January at the Recreation Hall, Raigmore 
Hospital, Inverness from 2-4pm. All welcome. 

Tayside support groups are going to Babes in the Wood 
Pantomime in December, and the carer’s group will be meeting in the 
New Year.  

South / West Support Groups 
 
East Dunbartonshire are planning a fundraising event in April.  
Details will be on our Facebook page.  

Glasgow East meet in the Milnbank Housing Association.  This 
venue is free of charge and offer tea and coffee to group members.  
Please come along on the first Wednesday of the month to support 
them. East and West Dunbartonshire are continuing well. 

West Dunbartonshire support group continues to meet in Asda 
Community room each month, please contact Isobel for more details.

Isobel Darroch - Branch/Support Development Officer

Your numbers up! with the Fife Branch

Fife Symptomatic group.

Helen Hudson and Marie Bee 
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Renfrewshire; 
held another 
fundraising walk 
down by the River 
Clyde and raised 
over £2,000.  It was 
a glorious autumn 
morning and as you 
can see by the happy 
faces, they all had a 
lovely time. 

A grateful thanks to the group for their contribution towards the printing 
costs of the new Glasgow/Clyde Support Group leaflet.

Reaching Out with 
Family Branches;  In 
September, I planned a 
‘Reaching Out’ event for 
family branches to get-
together.  The aim was to discuss the role of the branches and identify 
their needs. Lothian Family Branch very kindly agreed for us to hold 
this event at their weekend retreat at Lowport in Linlithgow on Friday 
20 September. It was a very successful meeting with members from four 
of the five family branches attending.  Everyone was in agreement that 
it was very worthwhile and each had gained a huge insight into how 
other branches operate. It was a great opportunity to meet others and 
swop ideas. It concluded with a request to hold further events and early 
planning is underway for another get-together next year. Thanks also 
to Carrie Ho, HD Specialist, Lothian and the Lothian Family Branch for 
inviting us to stay for the evening barbecue and making us so welcome. 
It was greatly appreciated.   

fundraising walk down by the River Clyde

Lothian Family branch at Lowport in Linlithgow

 
You know two people get along really well when they both burst 
into song and are word perfect.

Cathy, who lives with HD, has been supported for a number of months 
now by Carol, one of our Wellbeing Volunteers. 

Cathy says
 “It’s been great - we’ve hit it off from the start.”   Even 
with close family, living on her own had presented 
Cathy with some difficulties, “See when you’re on 
your own it can be very lonely and isolated but Carol’s 
been great getting me out during the day and at 
night to my meetings.  The fact that it’s not just nine 
to five is totally different and very important.”

And what does this partnership mean to Carol?  “I work shifts as a 
nurse but can arrange things around these to spend time with Cathy.  
She’s bubbly and great company…and she loves the dancing!”

As a committed Wellbeing Volunteer, Carol has been touched by 
Cathy’s attitude - “She has an absolutely brilliant outlook 
on life and makes me laugh constantly.”

The flexibility of the Wellbeing Volunteer service is also demonstrated 
by what they do together.   Carol says, “If there’s anything Cathy 
wants to do, I’m open to all suggestions”.  The pair has also 
enjoyed trips into the country, tea and cakes in numerous cafés, as 
well as Carol helping Cathy access other services and equipment for 
home.

Cathy sums it up - 
 “I look forward to her coming – she brightens up my day 
and we make one another laugh…I’ve been told I have the 
spark back in my face!”

And the song they were singing?   “The Answer to Everything” by 
Christian McClure pictured below with Cathy.   The pair may not 
always be note perfect but their words definitely are.

Bob Bogle - National Volunteer Co-ordinator
Wellbeing Volunteers hit the right note!  

Carol   
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Euan MacDonald  
Creator of Euan’s Guide 

2 Minute Interview...

Where and when were you born?I’m Edinburgh born and am 38. 

What is your background?
I studied at St Andrews and Edinburgh University before moving down to London for 6 years where I worked in the financial services industry. In 2003, I noticed a loss of power in my thumb when trying to change gear on my bike. It seemed innocuous at the time but 2 months later I was diagnosed with Motor Neurone Disease. Since then I have moved back up to Edinburgh with my family and tried to fundraise for MND research, working closely with Edinburgh University. I now use a wheelchair and ventilator but my condition has progressed slowly. I am one of the lucky ones.  

Why have you created Euan’s Guide?Quite simply because I wanted to go out for a drink with some friends, I wanted to go somewhere new and I couldn’t find any information on accessible bars in Edinburgh. I had lots of information about local places with disabled access that I did visit however and thought that I would like to share my knowledge and figured that there must be thousands of people like me who have the same issues. Coincidentally my sister Kiki was thinking the same thing at the time and we decided to take this a step further and create a website that will benefit the whole disabled community. 

What does that mean to you?  (Why is that important?)
For me, a site like Euan’s Guide will remove the fear of the unknown. If I can read some reviews from people who have similar accessible issues I’m much more likely to trust them than a venue website which just displays a disabled badge. 

Euan’s Guide is designed to provide an accurate preview of the venue & should remove the element of surprise when you arrive somewhere.  It is really important to me that barriers such as these are removed so I can get on with leading my life.

What do you want to achieve with it? I want to create a resource to serve people with access requirements. I would love it to be a place where we can routinely help each other by recommending places to go or suggesting improvements to venues. I want Euan’s Guide to become a useful part of people’s lives... 

What is your experience with accessibility in Scotland? 
I’ve had some brilliant experiences… And some dreadful ones! The worst was a well-known venue in Glasgow (that shall remain anonymous but that should know better) that had sold me accessible tickets. When myself and my carer arrived, the manager offered to carry me up the stairs - when I politely refused I was offered £200 to go away! That was definitely a one off though, some of my best experiences have been the most surprising such as T in the Park which is absolutely amazing and some of the venues in Edinburgh that you think will be terrible as they are in old buildings but you find that although the physical accessibility isn’t great the staff more than make up for it. Rewarding these types of venues is another reason behind Euan’s Guide.

Euan has his own website at  www.euanmacdonaldcentre.com for more information on this remarkable man.

  
Euan MacDonald

I joined SHA at the end of September in the role of 
Trusts and Grants Fundraiser. Within this short time 
at the organisation I have learnt so much about 
Huntington’s disease, the issues families face and the 
role the charity has to play.  
 
My second day at SHA was spent at the team building 
event, this was a brilliant opportunity to meet everyone 
and hear more about the work of the charity. I was inspired 
by the dedication of the staff and I knew straight away that 
this would be a charity I would enjoy working for.  

I first got involved in fundraising during my time at 
university when I volunteered for Cancer Research UK. 
I most recently worked for CLIC Sargent, the children’s 
cancer charity, as a Trust Fundraiser before joining SHA. I 
gained some fantastic experience working for a large UK 
charity and I am looking forward to using this experience 
to develop the trust fundraising programme at SHA.’ 

Our new Trusts and Grants Fundraiser shares a few words;

Sarah Kernahan  
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If so, register for one of our Red- Hot Firewalks. 

No matter where you live in Scotland you can get involved in any of 
our firewalk events during the month of February.

Firewalk Forth Valley: Friday 7 February, 6pm at  Inchyra Hotel, 
Polmont. 
Contact person: Linda Byars on 0141 848 0308 or email  
linda.byars@hdscotland.org 

Firewalk Aberdeen: Friday 21st February, 6pm at Aberdeen 
University. 

Firewalk Inverness: Saturday 22nd February, 6pm Kingsmills Hotel.  
Contact person: Paddy Ryan on 07565 042831 or email  
paddy.ryan@hdscotland.org 

To take part, all we ask is that you pay a part sponsorship donation of 
£25 and commit to raising a further minimum sponsorship of £95.

Your support can help us make a real difference to the lives of those 
affected by HD. If you are interested in any of these firewalks, please 
contact Linda on 0141 848 0308 (Forth Valley) or Paddy on 07565 
042831 (Aberdeen & Inverness). 
Please help us make a difference! 

Do you fancy taking part in the world’s smallest 
sponsored walk?

SHAre tFor those of you who like tea parties, baking, and having a few 
friends over, you will love our first ever ‘SHAre tea for HD’.    

Throughout the month of February, we are asking people to organise 
a tea party in their own home, at a friend’s house, or in a local hall. 
You could organise a big Bake Off, or simply invite your friends and 
neighbours over and ask a donation for a cuppa.  Whatever size of Tea 
Party you organise does not matter.. we just want people to 

 ‘SHAre tea for HD’!!.   
 

Hosting a tea party is simple, great fun and you’ll be making a huge 
difference to those who really need our support.   Did you know by 
inviting people to ”SHAre tea for HD”you will:  

•	 Help reduce isolation 
•	 Increase knowledge in your community about HD 
•	 Raise awareness and much needed funds for families affected by 

HD throughout Scotland 

 To join the team of ‘SHAre tea for HD’, please contact Linda on 
0141 848 0308 or email linda.byars@hdscotland.org

SHAre tea for HD

Then join SHA’s biggest ever tea party!  

“Fancy a cuppa,     
  a slice of cake  
   and a good      
  ol’ laugh”?! 
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Huntington’s 
Highlanders 
Fundraising Coordinator 
Paddy Ryan was 
delighted to collect 
£3,647.49 raised by the 
24 strong Huntington’s 
Highlanders. The group 
raised the fantastic 
amount during the 
Baxter’s Festival of 
Running in Inverness 
earlier this year

Linda & Paddy 
received with thanks 
a cheque for £826 
from Gullane trainee 
firefighters.  The 
hospitality of the trainee 
firefighters at Gullane 
was amazing. Keep up 
the good work! 

Great Scottish Run 
6 October Thank you to 
Eddie Fisher who raised £300 
by taking part in the Great 
Scottish Run. 

Calmac Ferry 
Bucket Collection 
Thank you to our team of 
sailors who collected funds 
on the Largs to Millport 
ferry and raised £344.75 

 
Christmas Toy Fayre  
If sailing the Clyde wasn’t 
enough. Our Fundraisers got 
together and organised a 
Christmas Toy Fayre, adding a 
further £402 making a grand 
total of £746.75 – Well done 
Brenda!

Pedal Girl Power   
Marie Short and her 
friends got on their bikes 
and peddled the Coast 
to Coast path through 
Cumbria, the Pennines 
and County Durham 
and raised £722.50. A 
huge thanks to the girls 
and Mark Sweeney for 
his technical and moral 
support along the way, 
and to all their families 
who put up with the 
training and time out! 

Grant Walker
our brave and hardy 
Specialist Youth Advisor, 
took part in Pedal for 
Scotland with his friend, 
Rob Elliot, and cycled the 
50 miles from Glasgow 
to Edinburgh to raise 
a magnificent £389.19 
for SHA’s Youth Service. 
What a great challenge, 
and what great cyclists!! 

Many thanks   
to Kenneth Winters who 
raised £188 by taking 
part in the Junior Great 
North Run & 10k. 

=Gordon Shields  a family member who is a local to the Fiddlers 
Bar, Glasgow was delighted when the pub offered to hold an all-day 
fundraiser for SHA in the pub.  A total of £308.84 was raised.  A grateful 
thanks to all customers. 

Thanks to Jean and Jim Gray for sending a cheque for 
£110. They recently celebrated their Golden Wedding anniversary and 
instead of receiving gifts at their recent party, they asked guests to give a 
donation to SHA. 
 
A thank you for the £250 cheque received from friends and family 
of Paul Campbell.  Paul was a keen footballer in his early years and they 
decided to hold a memorial football match along with team mates he 
played against.  They held a collection during the match and have kindly 
donated £250 to SHA. Many thanks.
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Brenda & Hannah

Brenda & friends

Marie & friends

Eddie Fisher

Huntington’s Highlanders

Grant Walker

Linda & Paddy with the Firefighters

Kenneth Winters with Linda
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A group of 
fearless climbers 
tackled the wind and 
rain to climb Ben 
Lomond (3,196ft) and 
raised £822.50. Huge 
thanks to everyone who 
took part and supported 
the event. Your 
efforts are very much 
appreciated.  

De Sousa family 
(pictured) completed a 
very challenging mountain, 
Machu Picchu in Peru 
(7,970ft) and raised a grand 
total of £2,644.95. The De 
Sousa family have asked to 
divide the fundraising 50/50 
between SHA and HDYO. 
Thank you all so much. 

Another brave 
team of eight 
walkers took up the 
weekend challenge 
of tackling Ben 
Nevis. These hardy 
fundraisers faced 
all weather from 
rain to hail to reach 
the summit of the 
highest mountain 
in the British Isles 
(4,409ft) raising 
£8,000. The sheer 
determination of this team not only involved walking for 8 hours but 
stopping to pose for their picture all wearing the SHA t-Shirt. Well done 
guys, what another great team! 

Mount Toubkal - Our 
fundraisers just keep getting 
more and more adventurous. 
Pictured is Michelle Murray at 
the summit of Mount Toubkal, 
North Africa’s highest peak 
(14,671ft).  Michelle managed 
to raise a total of £1,830.93. If 
that wasn’t fantastic enough 
her employer Morgan Stanley 
agreed to donate a further 
£500 making a grand total 
of £2,330.93. Thank you so 
much. 

Zip Slide funds  
still being donated  
but expect to raise close 
to £2,000 – Thank you to 
everyone who made this 
event a great success. 

 
SHA 
Fundraiser 
Paddy Ryan 
and his wife 
Caroline peddled 
80 miles from Fort 
William to Inverness 
Castle to complete 

the Great Glen Cycle Challenge and raise over £1,000. Caroline says 
“Come on you lot, GET ON YOUR BIKES! Would love to do this again as a 
group. How about it for 2014?” 

Many thanks to 
Waitrose in Edinburgh 
who presented Annette 
Brown with a cheque 
for £440 from their 
Community Matters 
Incentive. 

 
 
A big thank you goes to 
Freddie Blair who took part in 
the Glasgow Half Marathon and 
raised a fantastic amount of 
£1,110.

Joan Littlejohn, SHA Fundraising Manager says 
“Throughout 2013, we have been amazed at the support we 
have received from so many of our friends, family members 
and supporters.  It has been heart-warming to hear the 
stories of how you have raised such wonderful amounts, and 
we want to thank each person who has contributed in any 
way to making this year such fun! It is only with your support 
that this is possible so a sincere Christmas thank you from us 
all!”
 
We would also like to thank all our SHA staff for their ongoing 
dedicated support at various fundraising events throughout this 
year. Our overall goal within fundraising is more achieveable with 
the help of our  wonderful staff members. 

Our climbers

Michelle Murray at the summit

De Sousa family

Our Zip Sliders

Annette Brown with cheque 

Freddie Blair

Our climbers

Paddy & Caroline
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Research

Could a new “jaw-dropping” breakthrough help 
treat Huntington’s Disease?  
There has been a torrent of news stories recently about a new 
technology, called CRISPR, which has been described as having 
potential application in Huntington’s disease. Is this new technique 
as good as it sounds? Possibly -  but, as always, the truth is more 
complicated than the headlines suggest.

Gene Silencing vs. editing
Very recently scientists have started stealing genetic tricks from 
microscopic bacteria. These bugs are constantly at war with one 
another, and have developed efficient DNA-cutting tricks as weapons 
in that bacterial warfare. Scientists discovered that we can ‘borrow’ 
these bacterial weapons to cut any DNA sequence they like in the lab. 
The bottom line is that they can all be used to cut DNA at a specific 
target sequence. The newest and currently most talked about DNA 
editing technology is called Clustered Regularly Interspaced Short 
Palindromic Repeats CRISPR. Using the CRISPR approach, scientists 
can steer a cutting complex anywhere in a person’s DNA and make a 
very precise snip.

In the case of Huntington’s disease, they would cut out some of the 
extra copies of the C-A-G repeat that cause the disease. Another 
possibility is to use the editing tools to snip out part of the mutant HD 
gene, rending it gibberish that is never turned into a protein.

Another exciting possible application of this technology would be 
to treat the brains of adult HD mutation carriers with something like 
CRISPR, targeting their mutant HD gene for correction. This use is the 
one which has caused so much speculation in the press - could we 
use these new genome editing tools to correct the actual defect that 
causes genetic diseases, like HD?

What’s hope and what’s hype?
The type of therapy that involves the delivery of a gene to patients 
tissues is called gene therapy. Any gene therapy for HD will require 
brain surgery to get the virus into the brain, and then will only spread 
to a small patch of brain tissue, at least using existing technology.  
While the newer CRISPR technique might make things somewhat 
easier and more precise, it doesn’t come close to solving the delivery 
problem.

For Huntington’s disease patients, these new technologies remain 
an interesting lab technique, but until someone demonstrates that 
they can cover enough of the brain to make a difference, they won’t 
make the leap to human use. However, repairing the genomes of 
people with genetic diseases may well become a standard treatment 
sometime in the future, and it’s very exciting to see the first steps 
down that long path.  

By Dr Jeff Carroll; Edited by Dr Ed Wild 13/11/13 www.HDBuzz.net
Further editing, Isobel Darroch

Having Children - Including Prenatal 
Testing
Knowing that you are at risk may affect your decisions about 
having a family of your own. Some people decide never to have 
children at all, whilst others go ahead on the grounds that the 
children are likely to have many years of normal life before 
developing the disease (if they get it at all).

Couples at risk to Huntington’s disease are not usually allowed to 
adopt although they may be able to undertake fostering. IVF (in vitro 
fertilisation) and AID (artificial insemination by donor) may also be 
considered.

Your decision to have children may depend upon the results of 
genetic testing. If testing shows that you don’t have the 

faulty gene, then you can’t pass it on to your children. If 
you do have the faulty gene then your unborn children 

can be tested to see if they have inherited it. 

If you do not know if you have the faulty gene, and do not 
want to take the test yourself there is a different type of 

prenatal test which can be performed using linkage analysis. 
It was used before the gene was found and direct testing was 

available so it is not as accurate but it does not alter your risk.

Preimplantation Genetic Diagnosis 
(PGD) offers another alternative 
to testing for HD in a pregnancy 
(prenatal testing) and at present it is 
available to those couples who have 
received a positive presymptomatic 
HD result. (This test is now available 
at Guy’s Hospital in London without 
having to disclose the parent’s 
HD status) PGD gives a couple the 
chance of conceiving a pregnancy 
that should be unaffected by 
HD. PGD involves the couple 
undergoing IVF treatment (fertility
treatment) even if they are a 
normally fertile couple. These embryos are then tested for HD before 
they are implanted in the woman’s womb. Only embryos without the 
HD mutation are suitable for replacement. The hope is then that the 
couple will be successfully pregnant with a baby that is not at risk of 
inheriting the HD gene.

If you are considering this option please contact your nearest Genetic 
Clinic or call Isobel on 0141 848 0308 for their telephone number and 
address.

HUNTINGTON’S DISEASE RESEARCH 
Dundee University has joined forces with pharmaceutical company
GlaxoSmithKline to further the work of local scientists.
Would you like to know more?Monday 29th January 2014 at 7pm
in Medical Seminar Rooms at Ninewells Hospital
refreshments will be served 
RSVP   Paula McFadyen – 01382 425549 or Alison Tonner – 0141 437 247
              sha.tayside@nhs.net                     sha.angus@hotmail.co.uk


