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Family member Jim Fitzsimmons from Ayrshire had 
a Royal surprise when he attended one of his regular 
activity sessions at Ayrshire Hospice.
 
Prince Charles had a planned Christmas visit to the hospice 
and whilst there joined in an art therapy class where Jim was 
painting a sunflower on a ceramic tile.  Jim had the pleasure 
of meeting with the Prince who told the class it was the first 
time in months he had picked up a paint brush.

Jim said: “He did very well and we’ve all seen his 
landscapes, so we knew he could paint.

He told us he’s trying to be more bold in his painting 
these days and was giving us good tips.”
 
Before leaving, Charles unveiled a plaque marking his visit.

He said: “This is a splendid hospice and having 
met some of you I can tell you that I’m so full of 
admiration for the love and care in this place.

It clearly makes a huge difference to so many and I 
hope it goes from strength to strength.”

SHA has had a long relationship with the hospice, borne out 
of the development of the Ayrshire Care Pathway eight years 
ago. 

They have a day care facility called Solas, offering 
Occupational Therapy, Physiotherapy, Art therapy, Nursing 
input, Clinical input, good food and peer support.  Four 
people with HD in Ayrshire have been attending the resource 
for almost five years on a weekly basis. 

It’s a safe environment for Ayrshire clients to attend whilst 
receiving therapeutic input, as well as assessment for future 
needs; possibly respite and end of life care.  They also offer 
carer support in the form of alternative therapies such as 
aromatherapy, reiki and meditation/relaxation.
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Royal approval for Jim’s artwork
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As I sit here in February 2017, I am drawn 
to look backwards and forward at the 
milestones gone and those on the horizon. 

Forwards, I am very much hoping to run the 
Virgin London Marathon for SHA in April. If 
you’d have asked me 6 weeks ago, I would have 
told you it was all going well. I was upping the 
mileage and dealing well with the aches and 
pains. Then a ‘lower limb’ injury struck, which 
needed two weeks complete offload (as you 
can see here). A week in the swimming pool; 
building up walking; cross training and yesterday 
my first running steps. I often talk about doing as 
much as I can for as long as I can, and modifying 
where necessary, so my commitment is to see if 
I can build up the running this week, and then 
look at how I am going to complete the 26 miles 
on the charity’s behalf. Gulp!

Looking back, I’ve had a brilliant year. The 
highlight as ever was summer camp, which I 
squeezed in between becoming the first ever 
female umpire at Henley Royal Regatta and 
spending 6 weeks in Rio, working for Team GB, 
and doing my small bit to support the athletes 
competing. It was an amazing experience and 
I managed to get to watch a few of the medals, 
including the rowing. I was delighted to  
watch my friend and SHA supporter,  
Katherine Grainger, win her 5th Olympic medal 
- more tears from me! I couldn’t be more proud 
of her after what has been a very difficult year, 
and in January it was fitting to see her awarded 

for both her sporting excellence and work for 
charity to be honoured with a Damehood. 

As the dust settled on Rio my attention shifted 
to my main roll for the next two years, Chef de 
Mission of Team England for the Commonwealth 
Games. It seems strange that I will be leading a 
team that will be competing against Scotland, 
however, I am looking forward to the rivalry and 
respect that will inevitably ensue! Look out for 
the Commonwealth Youth Games in July. 

I look forward to seeing some of you at the 
marathon in April and again later this year at the 
family conference.

 

Sarah Winckless MBE, SHA Patron  

We are really excited to partner with the Huntington ’s Disease Association of 
England & Wales for this year’s Virgin London Marathon.

Participants and supporters will join us for a meet and greet on Saturday 22 April 
at the Thistle Euston Hotel, Cardington St, London, NW1 2LP from 5.30pm until 
7.30pm. Drinks and canapes will be provided. We are delighted that our 
patron, Sarah Winckless  MBE will be one of our 7 runners, and Sarah will 
be joining us at the Thistle hotel to meet everyone

On Sunday, the day of the marathon, we will be welcoming our 
participants afterwards at the finish line (next to the Horse Guards 
building under letter S) where photographs will be taken with their 
well-earned medals.  We will try throughout the day to try and  
grab a glimpse of our runners in action. #sybilontour will be joining 
us and raising awareness of Huntington’s disease. We  
are ever so hopeful she will grab the attention of the media…

We wish Team SHA the very best of luck and can’t wait to join 
them on this monumental weekend. Go Team SHA!
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Helping to raise awareness of Huntington’s Disease 

Linda Winters, Community Fundraiser comments on this 
year’s Virgin London Marathon.

Sarah at the Henley Royal 
Regatta with Dame Diana Ellis

Sarah indisposed with her lower limb injury
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Running a small national charity comes 
with many challenges, but few weigh 
on me as much as the individuals and 
families living with Huntington’s disease 
in areas of Scotland where there are no 
specialist services. In particular Moray 
Council, Dumfries and Galloway region, 
Borders region and the Island regions. 
In these last few weeks, we have been 
contacted by people from these areas, 
who are feeling the full impact of 
Huntington’s disease and desperately 
seeking support; often we are very 
limited in what we can do to help.

It’s not all bad news; some of our services 
do provide national coverage. Our Youth 
Service and Financial Wellbeing Service 
are available to everyone in Scotland and 
support groups run almost everywhere. Yet 

without our HD Specialists, or an equivalent, 
we cannot provide the right help.

There is, however, much that we can do to 
tackle this national problem. This year, we 
will launch the first National Care Framework 
for Huntington’s disease, which establishes 
a model and standard of care that should be 
available to everyone, regardless of where 
they live. We have invested in building a 
powerful coalition of support that includes 
the Scottish Government, MSPs, Health and 
Social Care partnerships, NHS Boards, Local 
Authorities, Professional bodies (like the 
Royal College of Physicians) and hundreds 
of health and social care staff from across 
the country; it is a foundation from which 
we want to build bridges to the areas of 
Scotland least well served.

The next steps will see us engaging with 
each area of the country, asking them 
to work in partnership with us to use 
the framework to improve the way they 
support individuals and families or, in the 
areas where there is no or limited support 
to address this. We are embarking on this 
journey at a difficult time, when public 
services are stretched more than at any 
other time I can remember and doubtless 
there will be barriers to overcome and 
challenges to surmount.

If you live in one of the areas where there 
is no specialist support, you can play an 
important role. There is nothing stronger 

than the first person voice of people who 
are living with Huntington’s disease. You 
too can use the National Care Framework to 
ask for improvements in support by writing 
directly to your local Health and Social Care 
partnership, NHS or MSP. The charity is keen 
to hear your story because it is powerful 
evidence of the need for specialist support 
and when we engage with each area, the 
more examples of what happens when the 
right help is unavailable, the better.

In the last two weeks I have met with 
Brian Whittle, MSP for Scotland South, 
and asked for his support to address the 
lack of specialist support in Borders and 
Dumfries and Galloway. I have also written 
to the Head of Adult Health and Social Care 
in Moray who has offered to meet with 
the charity and NHS colleagues from the 
Department of Genetics, in Aberdeen Royal 
Infirmary. It is a starting place for a dialogue.

Our direction is clear and we have worked 
hard to engage as much support as possible. 
The Framework is now recognised as an 
exemplar of what care for people with a 
complex neurological condition need. The 
voice of people with HD is stronger than 
ever and I believe we will see a day when 
there is universal access to specialist support 
in Scotland. 

John Eden

SHA Conference Dates 2017
Carers’ Conference  
Invites have gone out for this year’s Carers’ Conference,  
which is being held at Inchyra MacDonald Hotel, near  
Polmont on 24/25 May.  We have an exciting programme  
marked for the event. Relaxation sessions are on offer on Wednesday afternoon, followed by a dinner and quiz.   
The full day programme on Thursday will include small group workshops on: making decisions about nutrition/PEG feeding; talking  
with children; relationships and intimacy; planning care options for the future and Power of Attorney/Guardianship.  If you haven’t received 
an invite yet, please contact Kim Kemp; email - kim.kemp@hdscotland.org  or telephone 0141 848 0308.

Family Conference   
The Family Conference is planned for Saturday 28 October 2017 at the Crown Plaza Hotel in Glasgow.  This will be a one day event and 
notification will be sent out in due course. We have an exciting programme for this year. We will be joined by our patron Sarah Winckless, MBE, 
Ed Wild, Consultant Neurologist at the National Hospital for Neurology and Neurosurgery in London’s Queen Square, and  
Charles Sabine, a television journalist who worked for NBC News for 26 years, before becoming a spokesman for patients and families 
suffering from Huntington’s disease. They will be telling personal stories and the impact that research has had on them.  

Reaching out for support...

John Eden, Chief Executive Officer...



SHAre
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The Adult Clinical Services 
have been going through a tough time 
over the last few months with many of 
the staff hit by winter viruses.  However, 
services continued, without too much 
impact on the families we serve. There 
has also been a great deal of uncertainty 
due to the unknown effects of the Health 
and social Care integration going on 
between NHS Health Boards and Local 
Authorities all across the country.  It is 
too early to tell how things will develop.  
However there is a great deal of work 
going on in all services and our staff are 
at the helm in moving things forward to 
improve the quality of care management 
for all our HD families, which is further 
enhanced now that the first stage of the 
development of the HD National Care 
Framework has been completed. 

Ayrshire were saddened to hear 
that Dr Nitu, who has facilitated the 
Huntington’s Disease Management 
Clinic (HDMC)  for almost four  years, had 
resigned to take up post as a Consultant in 
Lanarkshire. We wish him well in his new 
post.  However the good news is he will 
continue to work in Ayrshire facilitating 
the HDMC until the autumn. The clinic will 
now be held on a Friday to accommodate 
this.  The team has established a very 
good working partnership with the newly 
named Neuro Rehabilitation and Managed 
Clinical Network Group based mainly in 
the Douglas Grant Rehabilitation centre, 
resulting in direct access for HD clients 
to their rehabilitation ward. A huge step 
forward.

Glasgow has been invited to meet 
with the “Early onset dementia service” to 
assess the possibility of them providing 
assessment for HD clients, which is a great 
joint working opportunity. 

We welcomed Jessica Muscatt to the team 
in January, replacing Beverley Fox. She is 
already proving herself to be a great asset. 
Another HD Specialist, Dougie Johnstone 
has recently left SHA to take up a new post 
with Renfrewshire Council. The post is 
currently advertised.

Lanarkshire HD Specialist  
Corinne Payne and Admin/Resource worker, 
Marta Agnew  have been working extremely 
hard to keep the service going whilst  
Linda Lucas is on Maternity leave, providing 
a high level of support for our Lanarkshire 
families with the support of Dr Gordon, 
who continues to facilitate the HDMC every 
Tuesday, providing valuable support to all 
our clients and the Lanarkshire team.  Marta 
reached her 10th anniversary with the SHA 
on the March.

Lothian hosted the first HDMC on 
21 February since Dr Wong resigned in 
November 2015 which was facilitated by 
Dr Richard Davenport, Consultant 
Neurologist. They are building good 
networks across Lothian with Community 
Mental Health Team and Carer support 
agencies. They have been busy providing 
many training sessions to their Health 
& Social Care colleagues. The team are 
committed to the ongoing work to 
develop Lothian Care Pathway developing 
it alongside SHA’s HD National Care 
Framework

North East has been more stable 
but the usual challenges persist, given the 
geographical complexities. Following on 
from a letter written by Katrina Lovie to Mr 
Richard Lionhead the MSP for Moray, we 
are in the process of arranging a meeting to 
discuss the inequity of care experienced by 
HD families in Moray.

Highland service has been very busy 
with new families in Skye and the good 
news there is that the multi-professional 
working is superb.

Fife has seen the retirement of  
Dr Thomas from his HD work.  He has been 
replaced by Dr Michael Armanyeous, also a 
consultant psychiatrist. He has been most 
supportive of the service.  

Grampian client numbers are very 
high, resulting in frustration for Liz Fraser, as 
she has to prioritise the most urgent need 
when planning visits.

Tayside has gained little progress in 
securing a lead psychiatrist for the service, 
but Paula McFadyen has now made strong 
links with a consultant neurologist who has 
been most supportive.

An increasing amount of the HD Specialist 
time is being spent supporting care home 
staff and John Eden is at the very early 
stages of considering a specialist team who 
will focus entirely on the support of clients 
(and their families) who are being cared for 
in care homes.

We would like to highlight the absolute 
sterling work carried out by our resource/ 
admin staff, without whom we would not 
be able to offer the service that we do. They 
all go above and beyond duty each and 
every working week.

And finally, we are delighted to inform 
you our award winning Stirling University 
Module: Huntington’s disease – An enabling 
approach to supporting families will be 
running again this year, commencing on  
4 September and running for 14 weeks. For 
more details go to SHA website on  
www.hdscotland.org To request an 
application contact Stirling University on 
01786 467 744 or email DempPG@sti.ar.uk

Karen Sutherland,  
Operations Manager, Adult Clinical Services 

HD Adult Clinical Services



The Scottish Huntington’s Association stands on the brink of 
publishing a Government endorsed National Care Framework 
for HD - a document that seeks to help families affected by the 
condition to access the best possible care, information and support 
regardless of where they live in Scotland. 

The interactive online Framework was pulled together over the course 
of 2016 by a multi-disciplinary development group, and has been 
updated in light of an extensive public consultation that attracted 
responses from expert contributors throughout Scotland and beyond. 
The latest version has been presented to the Scottish Government, 
which was extremely positive about it - both for HD care and as a 
potential model to be used for other conditions. 

Dr Stuart Ritchie, a Consultant Psychiatrist and former HD Clinical Lead 
for NHS Greater Glasgow & Clyde, is one of hundreds of influential 
contacts to be impressed by the Framework. 

Dr Ritchie said: “My view was that – if we took the time to learn the 
lessons of similar work done for other conditions and create a 
genuinely flexible and interactive care framework – we had a real 
chance of producing something that could significantly improve 
the care and support provided to families affected by HD. All the 

signs are that this 
is exactly where 
we have taken this 
great opportunity, 
resulting in what 
I believe to be an 
innovative tool that 
can guide health and social care professionals and empower HD 
families for years to come.” 

The Framework is in the process of being formally signed off by the 
Scottish Government. Once completed SHA’s next focus will be to work 
with NHS Boards and Health & Social Care Partnerships to develop 
localised Frameworks, and to ensure these are implemented to the 
benefit of HD families throughout the country. 

The National Care Framework for HD can be viewed online now at: 
http://care.hdscotland.org. More detailed localised versions of 
the Framework are expected to be in place by the beginning of 
2019. 
Our HD Specialists have been increasingly involved with clients in care 
homes across the country in order to ensure that their care is of the 
highest possible quality.

A National Care Framework for HD, - we’re nearly there!  
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New post for Jo Baldock 
Jo Baldock is now SHA’s Senior Financial Wellbeing Officer, taking 
over from Iain Thompson, who left SHA at the end of last year.   
Jo said:
 “It’s been a busy couple of months since I started my new role 
as Senior Financial Wellbeing Officer in January.  I am enjoying 
the role, as well as all the new challenges that it brings. I’m 
glad to be able to continue to support families in the South 
East of Scotland, whilst now having more involvement with 
our project on a National level. This has therefore given 

me the opportunity to work more closely with the whole SHA team, and HD 
community. I’ve been especially happy to be able to welcome Melissa Higgins to 
our team, and I know that the families and HD specialists based in the South West 
of Scotland will be relieved that full financial wellbeing support in this area will 
soon be back in place. I look forward to leading our team through the next phase 
of our project and the various challenges and opportunities ahead.”

Melissa Higgins 
started her new role as 
Financial Wellbeing Officer 
in February; she will be 
covering the South/West of 
Scotland.  Melissa said : 
“I have been shadowing 
HD specialists, support 
groups and gaining 

knowledge about HD and all of our families. I am 
looking forward to getting out and about, to start 
visiting families and supporting them on their 
journey“. Contact Melissa at 
melissa.higgins@hdscotland.org or telephone 
 0141 848 0308.

Writing Out of 
the HD Shadow 
Last year’s flash fiction 
competition, Writing Out 
of the HD Shadow, proved 
hugely successful with 
nearly 150 entries. The 
stories we read made us 

smile, made us cry and inspired us every single time. 
And in 2017 we’re going to do it all again!

This year, the theme of the Writing Out of the HD 
Shadow writing competition will be poetry. We’re 
hoping to persuade you all to put pen to paper and 
practice your iambic pentameter, haikus, sonnets and 
rhyming couplets: or to put it simpler, using poetry as 
your way of talking about Huntington’s disease. The 
competition will open in September 2017, and we will 
announce the winner at the start of December, with a 
special awards ceremony before Christmas. 

We can’t wait to read more incredible HD stories from 
you all. Are you ready? We are!

David McNiven has 
now taken up a 
new appointment 
at SHA   
“In October last 
year I took up 
a new position 
within SHA 
as Database 
Administrator. 

My goal for the coming year is to 
rework our processes for sending out 
communications such as SHAre. I’ll also 
be updating records to make sure we 
have everyone’s records up-to-date. 
This is a very exciting opportunity for 
me, which is more in line with my skill-
set, and I look forward to continuing 
to promote Scottish Huntington’s 
Association in new and different ways. 
Please contact me at  
david.mcniven@hdscotland.org if 
you have any queries about receiving 
information on forthcoming events and 
newsletters.”

Jock McKechnie is now the Lead 
Volunteer for our SHA@eBay online 
store.   Having a successful history in 
retail management, Jock brings with 
him a broad and detailed knowledge of 
commercial retailing with specialisms 
in video games, multi-media formats 
and toys.   Always looking out to get 
the best deal for SHA, Jock has been 
instrumental in continuing to expand 
our range of commercial operations to 
Gumtree, car boot sales and specialist 
auctions.   If you live in the West of 
Scotland and would like to join his 
team, contact SHA National Office on 
0141 848 0308. 



SHAre
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Fundraising Review               
The 2016/2017 financial year has yet again been a rewarding one 
for the Association. Individual Giving and Corporate support 
exceeded all targets, with Community Fundraising and Charitable 
Trust income close behind. Unfortunately our eBay operation 
didn’t meet expectations and the project co-ordinator’s post had 
to be made redundant earlier in the year, but the online store 
continues due to the sterling efforts of our volunteers.

The Lucky Lotto continues to provide a regular source of income 
alongside our Regular Donors and Individual Single Donations. 
Legacy and In Memorium donations continued to rise and the Talks 
Programme generated over £500 from hosts. Our Summer Prize Draw 
raised a fantastic £3k and Sally Brewer will be organising another 
fantastic draw this summer. If you can offer a prize for the draw, Sally 
would love to hear from you.

The most rewarding community fundraising activities during the 
year included the Falkirk Wheel Abseil which raised nearly £13k; The 
Great Scottish Swim and Overseas Challenge to Nepal both raising 
165% over their target. The two Skydives at Glenrothes Aerodrome, 

the Clyde Zipslide and the Virgin London Marathon all exceeded their 
targets too, so thanks to everyone who took part and supported SHA 
with their sponsorship money. A special thank you to SHA Community 
Fundraisers, Linda Winters and Gemma Powell for all their hard work in 
organising such a varied programme of events across the country.

Income from Charitable Trusts is slightly down this year due to a 
combination of factors. Awards from the ScottishPower Foundation, 
Robertson Trust and R S Macdonald Trust all came to an end and 
unfortunately new sources of funding couldn’t be identified to replace 
these. On a positive note new funding was secured from the Garfield 
Weston Foundation (£10k), Jean for Genes (£5k) and the Shared Care 
Scotland Creative Breaks Fund supported the SHAyp 2017 Summer 
Camp with an award of £18k.

The fundraising team are working hard to make the 2017/2018 
financial year a great success for all those taking part and helping us to 
deliver a wide range of services to families impacted by Huntington’s 
disease. If you can help, just give the team a call on 0141 848 0308 
and we can work together on your fundraising ideas.

We had some good news in February, when the Hospital Saturday Fund (HSF) generously awarded SHA a grant of £3,000 
towards our Glasgow Service. Fundraising Officer Sally Brewer was on hand to collect the award at the stunning Glasgow 
City Chambers, with a great big SHA smile. 

The Hospital Saturday Fund was founded in 1873 to help the less well-off save for medicine. Every Saturday, on pay day, 
the fund’s supporters would pay a penny into the fund which would later see them through hard times. With the advent 
of the NHS this all changed, and now the Hospital Saturday Fund runs the HSF health fund, to complement the NHS, 
but remembers its roots by donating all profits made by the health fund to medical charities throughout the UK and the 
Republic of Ireland. Scottish Huntington’s Association is delighted to be working with the Fund to help fight HD. 

SHA Summer Raffle - can you help?
It’s that time of year again, and we’re looking for help collecting prizes for our spectacular SHA Summer Raffle! Last year we were able to 
offer a lovely free weekend in the gorgeous MacDonald Inchyra Hotel for one lucky winner and a paintballing expedition for another, as 
a few examples. Can you help us top that in 2017? If you have a caravan or holiday cottage, we’d be thrilled if you could share it with one 
of our winners for a weekend. Maybe you work for a hotel who could offer free bed and breakfast? Or perhaps you’re someone who could 
offer one of our winners a great experience; if you’re a musician, you could play at a party for them? Or perhaps if you’ve got green fingers, 
you could offer a day helping them get their garden looking nice? We also welcome any nice small prizes, like whiskey, or bath products. 

                                                                  If you can help, please call Sally on 0141 848 0308 or email sally.brewer@hdscotland.org

Linda Winters, Community Fundraising Officer on hike with 
the Nepal Divas
In my role, I support, advise and help people looking 
to get involved in SHA fundraising.  I often feel very 
inspired by all of our events and decided last year 
to do my own challenge and take up the Himalaya 
climb in Nepal. Our trip was self-funded and all 
sponsored donations received were donated to the 
teams chosen charities. The event received media 
coverage, raised awareness of the cause and the 
work of the SHA charity and raised an overwhelming 
£7,000 for the Association.  

It was an amazing experience in a stunning part 
of the world surrounded by beautiful people and 
breath-taking scenery.  As a country, we could learn 
so much from the Nepalese community spirt and 
togetherness.

Anyone looking to organise an overseas trek can 
contact me on 0141 848 0308 or email  
linda.winters@hdscotland.org and I’d be happy to 
share hints and tips.

Up, up, down, up, down, up, up. NEVER FLAT! Ending up an 8 day hike from the nearest road. A 'different' world just doesn't 
capture it. The weather was perfect, no rain and clear as a bell every day to see the stunning 8000+ mountain peaks.  
Lots of snow up on the tops.

So humbled by the mountain people, often only able to live off what is in their immediate vicinity, where you can get to  
on foot, what you can grow and harvest. Sometimes a chicken, goat, water buffalo. Drying herbs, spices and grains.  
Daal and bhat twice a day, every day, every week, every month. Forever. Lentils and rice. And hopefully any vegetables  
and pickles available.  A wonderful, unforgettable experience.

Marie Short, SHA trustee, sums up her experience of Nepal  

Donation from the Hospital Saturday Fund



Loch Ness

Glasgow

Edinburgh

Robert Burns

Skydive, Fife Airport, 
Glenrothes on Saturday 17 June 

Fly high for a great cause and join our team of 

tandem skydivers. 
We want to make this annual event our biggest 

yet and only have a few places 

left. All we ask is that you raise a 

minimum sponsorship of £499

We are looking for 30 enthusiasts to join us this year. Last 

year’s event was a massive success, raising over £13k 

to support people impacted with Huntington’s disease 

through a network of specialist services.

Abseil off the Falkirk Wheel
Abseil 135ft off the Falkirk Wheel on 

Saturday 2 September

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

Falkirk

Baxter’s Loch Ness  
Marathon - 24 September  

www.lochnessmarathon.com 

The Baxters Loch Ness Marathon is 

quite possibly one of the most stunning 

marathons in the world. With spectacular 

scenery, fantastic atmosphere  

and a truly memorable experience - 

definitely one for the 2017 bucket list!

The Helix, Falkirk - 7 May 

http://bikeeventsscotland.com/venue/

the-helix/  

Color me Rad - 13 May  

www.colormerad.co.uk/race/glasgow

Edinburgh Night Ride  
17 June  
www.edinburgh-nightride.com

Pedal for Scotland - 10 September  

http://pedalforscotland.org

By getting involved, your support will help raise 
awareness and promote a positive message about 
Huntington’s disease (HD) in your community. This 
will improve the quality of life for people impacted by 
Huntington’s disease and help others recognise the 
symptoms of the condition.

If you are interested in any of our events or fancy planning your own, 
please contact Linda or Gemma on 0141 848 0308 or by emailing 
fundraising@hdscotland.org

7

Instead of running FROM something, get ready to run 

FOR something at this year's Glasgow Color Me Rad. 

5K that fires off in a blaze of colour bombs, colour 

cannons, colour mortars, and multi-toned courses.  

Be part of it...

The Wee Jaunt® Falkirk provides a fantastic 

route, taking in 7.5 miles of The Helix, 

Falkirk. This is a circular route with the start 

and finish-line next to the Lagoon in the 

middle of the park. Oh…. nearly forgot, 

you’ll also cycle past The Kelpies.

Discover the thrill of night 

riding and join hundreds of 

other cyclists, of all abilities and 

ages, for a night to remember 

on Edinburgh Night Ride – 

Edinburgh’s 
most iconic 
charity bike 
ride!

Returning for it’s 19th year on 10th 

September 2017. Pedal for Scotland’s main 

event day will feature the 45 mile Classic 

Challenge from Glasgow to Edinburgh 

and the colossal 110 mile Big Belter from 

Glasgow to Edinburgh via the stunning 

Southern Uplands. Don’t miss out.. 
Bike & Hike on Arran, Saturday 2  
and Sunday 3 September
We are planning to take a team of bikers and hikers 
on the ferry to Arran for the weekend. You 
will cycle 43miles on the Saturday with 
an overnight stay in the Lochranza Youth 
Hostel, all snacks and meals provided. On 
the Sunday you will cycle 18 miles and then 
a hike up Goat Fell followed by dinner and 
return ferry home.

This is our first Arran Bike and Hike event 
and we need you to get involved. All we ask is that 
you raise a minimum sponsorship of £500 (which 
includes the cost of the event). The demand has 
been astounding, so hurry as we only have a few 
places available. 

Get on your Bike!

Big Fun Run is a series of 5k 

untimed runs staged within scenic 

settings. Run for fitness, run for 

charity, run for fun…just run! It’s all about getting 

involved, having fun and enjoying the whole 

experience of the day.

BIG Fun Run Event - 
Glasgow 29 July  
https://www.bigfunrun.com/
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Inspirational HD Family Testimonials

My name is Kieran Downey.  My wife and 
children have been dealing with Huntington's disease 
for many years. The faulty gene lives within my wife's 
side of the family and has therefore been passed on to 
my wife, leaving my four children in the high risk category.

To that end; I have decided to take on the challenge of the Virgin London 
Marathon in 2018. After lots of training and a combined weight loss of five stone, 
due to ill health, I have had to defer my place for 2017. Not all is lost as my friend 
John Gardner will still take part this year and has decided to join me again in 
2018.

To raise funds for Scottish Huntington's Association, we decided to put on a race 
night which took place on Saturday 4 March.  The event was a huge success with 
160 guests attending. This helped us raise the funds required for entry to the 
London Marathon.

The help and generosity of everyone involved with the event has meant the 
world to me and my family, and I would like to personally thank everyone for 
their support, which proves to me that there truly is some wonderful people in 
the world and from the bottom of my heart, I thank them all.

My name is Ron. We have a friend called Colin who 
suffers from Huntington’s disease.  In recognition of Colin 
we are organising an HD Scotland fundraising weekend 
on 12 - 14 May. On Friday 12 there will be a night of live 
music in The Green Room, Perth and a further event in the 
Salutation Hotel on 14 May. 

He has confronted his illness with great stoicism and never 
complains. He has recently spent 5 months (some in Perth 
Royal Infirmary (PRI) and some in Louisebrae Nursing 
Home, in Perth) as a result of his illness.

Colin and his family have had great support and assistance 
from Paula McFadyen, Tayside senior HD Specialist. Now 
living back in his own flat, anyone who knows him will tell 
you he is a man of an independent mind.

We are also releasing a CD of music from a band that Colin 
was a member of in the 70’s and the remaining members 
are happy to have the proceeds (after costs) go to Scottish 
Huntington’s Association.

Wilma and Aidan MaCallum – for us, fundraising is important, 
because it helps raise awareness of Huntington’s disease (HD).  Opening 
up about the difficulties of living with someone with HD; encouraging 
help from others; and simply by understanding the effects of the illness.  
Isolation is very common, so getting involved in fundraising brings 
people together and helps to socialise the person with HD too. 

Aidan’s artwork gives him a personal escape. He can also sell his amazing 
work to help his own financial future and the charity.  He has achieved 
this by raffling and auctioning many framed prints.  Fundraising is 
important as it helps to fund a non-profit organisation that is SHA. 
Which gives us a huge amount of support and guidance.

Do you know a local business we could approach to ask for support or it could be your employer?  Our 
idea is to have car stickers printed with our charity details and the website of the business.  This would be a 
great piece of work for a Scottish business to raise their profile working alongside a Scottish based charity.

We are looking for a business who would like to sponsor the cost of the car stickers or offer to design and 
print them.

Please contact Linda on 0141 848 0308 or by emailing linda.winters@hdscotland.org to find out more.

Business Sponsors 

Kieran (left) and John
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Supporters tell their story...

We have successfully secured Saturday 22 April with all three Co-op stores on Skye to hold a can collection.  
We are looking for volunteers who can offer an hour or so to help collect and raise awareness of Huntington’s disease.  
Please contact Linda on 0141 848 0308 or by emailing linda.winters@hdscotland.org if you can help out.

A lot of collecting to be done on Skye...

Well done and thank you to our amazing fundraisers

Lorna Mitchell - Hair 
Shaving Event 
raised over £1,000 by shaving  

off her beautiful head of hair  

(Fife)

Linda Harling 
Held a fancy dress themed party 

for her 60th and raised over £1,000  

(Falkirk)

Kelly Philips 
family and friends - raised over 

£3,400 by hosting a charity 

night in their local community 

(Lanarkshire)

Glass by Kathryn 
raised over £50 in our 

collection can and is 
running a raffle of one of her 

beautiful glass pieces during 

April (Falkland)



Kirsten Walker, Senior Specialist Youth Advisor 
gives an update on SHAYP  
(Scottish Huntington’s Association Young People)

On Saturday 14 January our annual Christmas activity was held (albeit a bit late) 
with a group of 25 young people attending the Irn Bru Carnival at SEC and enjoying the 
thrills of the funfair rides. The young people tried lots of different rides, with the dodgems 
being a firm favourite with the group. One of the highlights for the young people was 
watching some of the staff try out the spiral slide without getting stuck! Prior to the Carnival 
the group enjoyed some gourmet world buffet food and catching up with their friends over 
the lunch table. A fabulous day was had by all!

Throughout 2016 SHAYP enjoyed another exciting year which encompassed group work, Summer Camp, Euro Camp, Young 
Carer’s Festival, 8-12 residential, 13+ residential, one to one work and fun days out! Throughout 2017 SHAYP is planning 
even more developments and can’t wait for you to be a part of it!

On Saturday 11 February 20+ young people joined together with SHAYP staff to 
attend the 8-12 group and 13+ group. Throughout 2016 the groups had been looking at Life 
Skills and Living in an HD Family. However for 2017, the groups asked to ‘get back to basics’ 
and learn more about HD itself. The 8-12 group were looking at the history of HD and learned 
about George Huntington, who identified the Huntingtin gene and the development of SHAYP 
services. The 13+ group looked at the symptoms of HD- mood, mind and movement - and then 
developed a poster to explain HD to their peers. 

After the group work the young people enjoyed some delicious ice cream, chatted and played 
games! It was lovely to see so many new faces at the group and we look forward to seeing you 
all again!

SHAYP prides itself on being a fun, inclusive service to support young people through their Huntington’s 
journey. We recommend that you/your child join SHAYP as early as possible to maximise the benefits of the 
support we can offer. 

For an informal, confidential chat, please contact me at kirsten.walker@hdscotland.org or telephone;  
0141 556 2136, mobile; 07983 724201.

If you are new to SHA and unaware of the support SHAYP offers, please don’t 
hesitate to get in touch. SHAYP supports families impacted by Huntington’s 
disease through:

• Providing one to one support to young people aged 8-25
• Supporting parents/families with children aged 0-25
• Supporting families with initial disclosure of HD, and ongoing 

conversations
• Group work for ages 8-12, 13-17 and 18+
• Residentials for ages 8-12, 13-17 and 18+
• 5 day Summer Camp for ages 8-25
• Fun Days out
• Ongoing Advice, Information and Support for Professionals
• Facebook Page

April 3 - 5    8-12 residential   
April 6                  13+ group
July 10 - 14    Summer Camp  
August 1 - 3          Young Carer’s Festival (tbc)

SHAYP diary 2017
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Sept 29 -1 Oct         18+ residential
Oct  9                          8-12 group  
Oct 13 -15                 13 residential
Dec 9 (tbc)           Christmas Activity
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This year we are working with the other HD, UK and Ireland charities to raise awareness about 
Huntington’s disease. This means that Awareness Week is a little earlier and begins on 15 May. You 
may remember last year we also joined with other International Huntington’s Disease Associations in the LighUp4HD campaign. To kick 
off this year’s awareness week, we will be lighting up the Kelpies in the international HD colours on Monday 15 May at 9.00pm. We would 
love you to come and join us at this famous Scottish landmark and celebrate the start of HD Awareness Week. 

Parliamentary Reception 18 May 2017  
On Thursday 18 May we are holding a reception at the Scottish Parliament from 5.30pm, to celebrate Awareness Week and the newly launched National 
Care Framework. We are delighted that the Cabinet Secretary for Public Health, Aileen Campbell, will join us and both family members and health and 
social care staff who support them are warmly welcome to join us as we take the next important steps to implementing the Framework. For further 
information on the Kelpies and Scottish Parliament event, please contact Colin Wilson on: sha-admin@hdscotland.org or telephone 0141 848 0308

Kingdom FM teamed up with Gym 64 in December to 
grant people their Christmas wish by asking them to 
write in to the radio station telling them what their wish 
was.  

Wilma McCallum from Markinch wrote in telling them 
of their family’s dream to go to the Christmas market in 
Geneva.  She wrote about her husband Brian having HD 
and the struggles he faces now that he no longer is able 
to work and how that her son Aidan, who cares for his dad 
along with Wilma, has been using artwork to help him with 
the stresses of life. 

They were interviewed at home by Dave and Vanessa from 
Kindgom FM Breakfast Show and given the surprise that 
their wish had been granted. Unfortunately Brian was 
unable to go, but Wilma and Aidan headed to a 5* hotel 
in Geneva for their 3 day trip with £500 spending money, 
which was part of their prize. They had a wonderful time 
and were also taken to Montreaux Christmas market. 

Wilma said:
“This was a wonderful surprise. A huge thank you to 
Kingdom FM and Gym 64 for granting us this wish.

We are so proud of Aidan. He has helped Brian and 
I cope with his illness and it brings us joy to see him 
succeed with his artwork which he uses to raise 
awareness of HD as well as fundraising at every 
opportunity for the Association.”

Nicola Johns, HD Specialist was also at the 
family’s home when they were granted their 

wish. Nicola said:
“I was so overcome with emotion. The 
Fife team are so proud of Aidan and 
the way he has embraced his artwork 
and the work that he does for SHA with 

total compassion.  Huge congratulations 
to the McCallum family from everyone at 

the Fife team.”

Kingdom FM Christmas Wish 

A couple of the members of the 
Highland support group are involved 
in a personal way of raising 
awareness of HD
The Highland support group is a mixed group of 
symptomatic and carers.  They meet four times a 
year in Inverness on a Friday afternoon.  The group 
has been running for five years. Two of their founder 
members, Tom Lister and his wife Helen are great 
supporters of the group and travel through from Altbea. 
Helen is symptomatic and goes for respite four times a year to 
Fairburn House care home in Urray.  Tom explains:  

“At the last SHA Family conference, I showed John Eden a folder which I had 
compiled for my wife Helen to take with her when she goes into respite - Helen 
refers to it as her “Guide to Servicing and Maintenance!” It has information 
about Helen which helps that her carers can be kept up to date with her needs, likes 
and wishes.  John liked the idea, and I understand he is now hoping to produce 
a template to put on the SHA website for others who may wish to do something 
similar.

I feel it is important that the people who look after Helen see her as complete 
person, and not just as someone with HD.  So I start with a detailed biography of her 
and include some pictures of her at various ages, and of our family. I talk about the 
facts of her life, and also about her hopes, ambitions, interests and hobbies. I then 
describe how Huntington's has affected her, what she can and can't do. Next is an 
overview of a typical day, then, in more detail, her meals and her needs surrounding 
eating and drinking. The last sections are an overview of her medications; food 
supplements and thickeners; bath routine, and what she likes to wear.

When I collected her from her last visit a new carer said: “I have been able to use 
the information in Helen's biography as the basis for a long chat with her, 
which got Helen talking about her early life, including Helen's story of how she 
met Tom.  It has been so useful for me to have this knowledge and know that 
Helen benefited from our conversation”.

Until a Template is available to download, Helen and I are happy to share her Guide 
with anyone who might find it helpful - email me at lister651@btinternet.com 

John (Jock) Savage is another ardent supporter of the Highland 
group and avid SHA fundraiser.  Jock’s wife Meg has Huntington’s 
disease and is now in nursing care.  Jock hit upon the idea of 
speaking to some of the carers and nurses about Meg’s life  
before she became symptomatic.  The picture he painted 
was one of a happy childhood on a farm; becoming a regular 
churchgoer and subsequent Sunday school teacher; meeting 
Jock at the dancing; getting married and having a family. They 
both enjoyed travelling extensively and were so glad to have the 
opportunity to visit wonderful places worldwide before Meg became ill. 

Jock has now given his talk to the nursing home a few times. Staff are greatly 
encouraged by this and he is only too happy to answer questions.  Jock said:  “I 
had no idea these talks would have taken off the way they have.  It really 
gives me peace of mind to know that the staff want to know about Meg’s life 
and can then talk to her about the things she loved and enjoyed.  I am so glad 
I do these talks and will continue as long as they want me to.”

15 - 19 May 2017  



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

It’s been a quiet couple of months as most 
branch and support groups take a break over 

the Christmas period through to February, but 
now we are into spring again, the HD groups are busy up and 
around the country. If you would like information on your local 
branch or support group, please call me on 0141 848 0308 or 
email isobel.darroch@hdscotland.org

Support Groups are less formal than family branches and meeting 
dates vary from monthly to a few times a year. This last year has 
seen a decline in some of the support groups. Some of the group 
numbers have fallen and if this trend continues it will unfortunately 
be necessary to close them, as we need at least six attending a 
support group for people to engage with each other and make them 
enjoyable, informative and worthwhile.

Last year I had set up meetings in Inverclyde, Edinburgh City and 
Glasgow East, with a view to develop carer groups there. 

HD Carer numbers in Edinburgh City and Glasgow East are high, 
but unfortunately this didn’t reflect on the turnout to the meetings. 
I plan to send out a questionnaire to these areas to find out if we 
are meeting the needs of carers by holding local support groups 
meetings.

Renfrewshire and the Surrounding Area support group has been 
running for nearly five years with the continued support of a few 
of the founder members. Margaret Moncrieff, whose idea it was to 
run the group, has tried various ways to encourage attendance from 
families and friends in the area. Margaret now feels that the group 
numbers are too low to sustain and therefore, sadly, it too will close 
at the end of the year. Others around the country are continuing well, 
so if you would like more information on a support group near you, 
please call me at the above telephone/email address. I would love to 
hear any feedback and suggestions from you.

1111

Family branches
Fife held their Christmas outing at the Tipsy Nipper at Fife Airport.  
In between enjoying the lovely dinner they held a raffle, which branch 
members had donated to and raised a fabulous £133.  The branch 
welcome anyone in the Fife area along to their monthly meetings. 

Glasgow is continuing well at the Wedge in Pollok.  All family and 
friends are welcome there on 2nd Tuesday of the month from 6-8pm 
to join in the camaraderie and support. 

Lothian enjoyed a Christmas choir rendition from Octave choir and 
would like to thank them for lifting their spirits and getting them into 
the Christmas mood. The branch all went for lunch at Gigi’s restaurant 
in Bonnyrigg on 21 January and were delighted with the turnout of 22 
family members attending.  
 
Tayside held a bingo night in Perth which Jessie Smyth and Mary 
Cunningham organised.   They also held another pop up charity shop 

in March and raised over £3,000 for families living with HD in 
Tayside.  A huge thanks you and congratulations to everyone 
involved.

Are you a Carer in Fife?
Bandrum Nursing home in Dunfermline has recently opened Brightside Community Café within 
the grounds of the nursing home, which is open to the public as well as the residents, their families 
and staff and is a place for everyone to meet, make friends and enjoy sampling the food on offer. 

Manager Michelle Graham and a group of volunteers set up the café as a 
social enterprise, offering a lovely calm environment each Friday and 
Saturday between 10 - 3pm. It is also available for hire on these dates, 
and is somewhere that HD carers could take advantage of to meet 
socially with other carers, or take an opportunity to have some 
alternative therapy in the beauty room, providing hairdressing, 
massage and nail appointments.  A pricelist is available on 
request.  

If you would like further information on using the venue or want to know more about volunteering 
opportunities at the Brightside Community Café, then please get in touch with Michelle Graham, 
Manager  Email: info@brightsidecommunitycafe.org.uk,  
Call: 07869581599 or see https://www.facebook.com/BrightsideCommunityCafe/ 

Fife Symptomatic 

Tayside’s pop up charity shop raised over £3,000!!

Fife SHAdow early symptomatic group are seen here enjoying a Christmas lunch at the 
Gilvenbank Hotel in Glenrothes with Isobel Darroch and Nicola Johns.
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Follow us on Facebook scottishhuntingtonsassociation  
on Instagram scottishhuntingtons 
on Twitter @scottishhd

Over the past 24 years, the number of clients supported by the 
Lothian team has grown significantly and its service offering has 
evolved to reflect a family-centred approach to working with HD 
clients, their family members and carers.   

Whilst the biggest single challenge for SHA Lothian is the on-going 
change in health and social care legislation, the team’s structure 
puts it in a very strong position to manage both the practical 
and emotional aspects of living with HD and uniquely, to provide 
specialist financial knowledge and dedicated support to young 
people in HD families.

This cohesive approach draws on the collective expertise of team 
leader and Senior HD Specialists Annette Brown, HD Specialist 
Trevor Law, Jo Baldock, Senior Financial Wellbeing Officer and Pete 
Carruthers, Specialist Youth Advisor, who work collaboratively to 
improve the quality of lives of those living with HD - or their families, 
at the right time.

Three of the team - Annette, Trevor, and Shona Cumming, the 
Administrator - are based in Edinburgh’s Western General Hospital, 
which brings important tangible benefits, such as access to office 
space, IT systems and equipment; however, being part of the wider 
Genetics family enables the team to consistently raise awareness of 
SHA and the challenges the team face through its very close direct 
relationships with key NHS professionals across Lothian’s network 
of hospitals and clinics.  Jo is based at the Citizens Advice Bureau in 
Leith and Pete’s office base is Whyteman’s Brae Hospital in Fife, but 
the whole team come together regularly at the Western General to 
ensure there is a joined up approach to working with clients and 
their families.

Of special significance is the firm bond with Professor Mary Porteous, 
Consultant of Clinical Genetics, who has been a constant source 
of expert knowledge and counsel since the Lothian team was 
established in 1992. Together with Dr Audrey Matthews, Clinical 
Psychologist, Mary shares a deep understanding of HD and a genuine 
interest in how SHA is supporting clients and their families.

This close partnership with NHS Lothian’s staff has paved the way for 
the introduction of HD Clinics in February this year, run by  
Dr Richard Davenport, Consultant Neurologist, in conjunction with 
HD Specialists Annette Brown and Trevor Law.  This collaboration 
marks a milestone in the care that the team can offer clients and, 
Dr Davenport’s commitment is recognition of the vital need for 
neurological support for Lothian’s HD clients.  The clinics are run 
bi-monthly at the Royal Infirmary of Edinburgh, with three or four 
clients being seen at each.  In between clinic dates, Annette and 
Trevor meet with Dr Davenport to discuss client cases and identify 
those who will benefit most from attending an appointment. 

The Lothian team also relies heavily on the support of the extended 
Partnership Group comprising other NHS specialists, Local 
Authorities and the Lanfine Unit at the Astley Ainslie Hospital in 
Edinburgh.  Chaired by Dr Alasdair Fitzpatrick, these key partners 
play a vital role in helping to bridge the gaps laid out in the Care 
Pathway (2013) which aims to have a coordinated multi-disciplinary 
approach to caring for people living with Huntington’s disease.  
As part of this, the Partnership Group and SHA Lothian are also 
exploring the possibility of providing a more specialised care home 
facility for people with HD.  SHA Lothian has made it clear this is 
a gap in the Lothian HD services and will be an important part of 
supporting people with HD and their families in the future.

For more information, please contact the SHA Lothian team at 
their office at 0131 537 1058, or directly:

SHA Lothian Adult Clinical Team

Based in the city’s Western General Hospital, the SHA Lothian Adult Clinical team is in the unique position of 
being hosted by NHS Lothian’s Genetics Department.

Annette Brown, Senior HD Specialist: who leads the team, which has clients spanning 
Edinburgh, Midlothian, East Lothian and West Lothian. 07944 274 521  
email: annette.e.brown@nhslothian.scot.nhs.uk
 
Trevor Law, HD Specialist: who, together with Annette, works with individuals, families and carers 
to improve the lives of those living with, or affected by HD.  07957 374 417   
email:  trevor.law@nhslothian.scot.nhs.uk 

Jo Baldock, Senior Financial Wellbeing Officer: who provides specialist welfare rights advice 
including benefit checks, money (debt) advice and financial guidance such as planning for the 
future. 07710 391 622 email:  joanne.baldock@hdscotland.org 

Pete Carruthers, Specialist Youth Advisor: who works with children and young people  
aged 8-25, living in families with HD.  Pete offers flexible supporting depending on the  
needs, from one-to-one counselling, to group work and befriending. 07538 951 425   
email: peter.carruthers@hdscotland.org 

Shona Cumming, Administrator: who supports the SHA Lothian team by managing  
all administrative activities. 0131 537 1058 email: shona.cumming@hdscotland.org


