
Headlines detract from the real impact of Huntington’s disease 

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

The HD gene has a section 
where three letters of the 
DNA code are repeated. We 
have known for some time 
that people who inherit the 
DNA CAG 36-39 repeats do 
not always develop HD. 

We currently think that CAG 
repeats in this range are 
more commonly associated 
with late onset HD and it is 
therefore possible that we 
might begin to see increasing 
numbers of older people 
(65+) with symptoms of HD 
as the population overall ages. 
There is a risk, where there is 

no family history of the condition, that accurate diagnosis may not be 
given.

It is well know that this gene exhibits the phenomenon of 
anticipation and can therefore increase or decrease when it is passed 
from parent to child. This means that the children of those individuals 
who have an intermediate CAG repeat are at risk of inheriting an 
expanded copy of the gene in the forty plus range. We are certain 
that, in this range, people always develop Huntington’s disease.

This study is a significant finding, but it is important that we do not 
rush to anticipate a doomsday Huntington’s scenario. While it seems 
the genetic change is more common than previously ascertained, 
1:400 is still not a common disease. More importantly, one 
interpretation of the data might be that the likelihood that people 
who have an intermediate CAG repeat who will develop Huntington’s 
disease, is less than was previously believed.

It is important however, to raise awareness among health and social 
care staff and in particular among those who work with older adults 
so that the possibility of HD is considered when neurological changes 
consistent with the illness are identified.

No one wants to see an increase in the numbers of people living with 
this devastating neurological disorder, but the study does provide an 
important opportunity to raise awareness. The 10,000 people in the 
UK who already live with the condition deserve far greater recognition 
of the extraordinary impact of this disease. Awareness becomes an 
even greater issue for those with an intermediate CAG count and their 
children who don’t yet know.

Scottish Huntington’s Association and the Huntington’s Disease 
Association of England and Wales have both recently reported an 
increase in the number of referrals; 55% and 51% respectively. It 
is impossible to construe a direct relationship between that data 
and the study. Increasing awareness of the condition and improved 
support and services are likely to also be factors. It is increasingly clear 
however, that in order to support the numbers of people living with 
HD in a way that is comparable to other conditions: heart disease, 
cancer, stroke, far greater resources than currently allocated are 
needed.

The journey towards finding treatments for HD is gathering pace and 
important clinical trials are now underway which everyone hopes 
will alter the progression of this condition and improve symptom 
management. The significance of this study is that, across the UK, 
we must support the European and International Partnerships 
conducting clinical trials.

The NHS has a key role in helping clinicians and Research and 
Development Departments to participate in these trials. If the number 
of people with HD does rise, we will all be glad that investment was 
made now.

John Eden, CEO   
Scottish Huntington’s Association

SHAre
Summer 2016

ISSUE NO. 78

News that 1:400 people may now be at risk of the degenerative brain condition Huntington’s disease (HD) made some alarmist media 
headlines recently.

The study was carried out by the University of Aberdeen working with colleagues from the University of British Columbia and the 
Coriell Institute for Medical Research. It was the first study to ascertain the numbers of people with the genetic change that causes HD 
in the general population, which surprised researchers.

But what does this actually mean for your average person?



National Care Framework for HD taking shape
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John Eden, Chief Executive Officer...

So, we all woke up on Friday 24th June to 
discover that we will, at least if   
Theresa May is right, leave the European 
Union at some point in the next two 
to three years. What will this mean for 
people living with Huntington’s disease 
in Scotland? I am not an economist, but 
there are few that disagree that there are 
many potential negative consequences for 
the British economy and only uncertain 
opportunities. 

Having already lived through eight years 
of austerity and witnessed the greatest 
shrinkage in public services in my lifetime, the 
concern has to be that a poorly performing 
economy could lead to further cuts in public 
spending.  55% of SHA funding comes from 
the NHS and Local Authorities and pressure 
on those budgets could lead to reduced levels 
of funding. While austerity has been in effect, 
the charity has fared relatively well, sustaining 
almost all of our statutory funding, but it is 
clear that we would need to continue to work 
extremely hard to preserve this position. 

Over the last five years we have increased our 
self-generated income from 8% to 30%.  We 
may have to become even more self-reliant 
in order to preserve the lifeline services we 
provide.

What about clinical trials? Immediately after 
the result, I contacted European Huntington’s 
Disease Network (EHDN).  I didn’t expect 
there to be a problem, but it was good to 
get reassurance.  EHDN is funded by Cure 
Huntington’s Disease Initiative (CHDI) 
in America and so their status and their 
relationship with the UK is unchanged. 

What is uncertain though is the change to 
regulatory frameworks. Approval of new 
drugs is currently carried out at a European 
level and the UK will need to establish a new 
framework; something that may take time. 
The current concern is whether this will deter 
pharmaceutical companies from running 
clinical trials here. It’s something that we’ll 
need to keep an eye on, but in the meantime 
important studies like Enroll-HD will be 
unaffected and neither will existing clinical 
trials taking place in Aberdeen and Glasgow.

We know the current Government has 
expressed an intent to scrap the Human 
Rights Legislation; something that should be 
of huge concern to everyone.  It is likely to be 

replaced by 
some sort 
of British Bill 
of Human 
Rights and 
it will be crucial that 
SHA works with other charities to make sure 
that the rights of Citizens are not eroded by 
the new legislation.

Also, in the realm of legislation, we will 
need to keep abreast of any changes to 
employment law. SHA employs nearly fifty 
staff now and so changes to employment 
rights will have a significant effect on the 
organisation and I for one believe that the 
protections that employees have been given 
as a result of our membership of Europe are 
worth fighting for.

The short term impact of Brexit is likely to 
be negligible and there is currently so little 
concrete detail about our new relationship 
with Europe, that we can only speculate 
about many areas. It is clear however, if we 
do leave Europe, a great deal of fundamental 
change will require careful consideration 
to ensure that the charity meets the new 
challenges and opportunities that will come.

John Eden

The Scottish Huntington’s Association’s work to develop a 
National Care Framework for HD continues apace.

As reported in the last edition the charity has appointed a National 
Care Framework Lead, Alistair Haw, whose initial focus was to pull 
together a core group of experts to develop a draft framework. The 
group - which includes representatives of HD families and carers 
in addition to a wide range of senior health, social care, academic 
and charity professionals - is now in place and has made significant 
progress. Key themes on the purpose and format of the framework 
have been agreed, and the group is in the final stages of completing 
a draft to go out to wider consultation in September, with a view to 
publishing early in 2017.

Dr Stuart Ritchie, Consultant Psychiatrist and Clinical Lead for HD 
in NHS Greater Glasgow & Clyde, 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 gave ourselves a real chance of significantly 
improving the care and support offered to families affected by 
HD. All the signs are that this is exactly where we are taking this 
great opportunity, and I look forward to working with fellow 
members of the development group to finalise an innovative 
tool that both guides health and social care staff and empowers 
HD families.”

 The charity’s work has also been 
given a boost at Holyrood, where 
a motion backing the Care 
Framework has been signed by 
over 50 MSPs from across the 
SNP, Conservative, Labour, Lib 
Dem and Green benches. The 
development ensures that, 
in addition to having formal 
backing from the Scottish 
Government, the work also 
has the support of all parties 
represented within the 
Scottish Parliament.

Further details and updates 
on the Care Framework, 
including how to feed your 
thoughts into the process, 
can be found on the SHA 
website: www.hdscotland.org 
Alternatively contact National Care Framework Lead  
Alistair Haw directly on 07736 457247 or at  
alistair.haw@hdscotland.org



The Adult Clinical Services Team ( ACST) continue to strive to provide the very best advice and support across 
the country and fortunately are now working at almost full capacity. Linda Lucas, Senior HD Specialist Lanarkshire  
has a very important date pending and has now stopped for maternity leave.  We’ll keep you posted. We are fortunate in that Alan McGill, 
Senior HD Specialist Ayrshire is able to work an extra 2.5 days each week to help cover the Lanarkshire service and has had a very thorough 
handover from Linda.

We welcome Shona Cumming as the new administration assitant in Lothian who started at the end of August and wish her well in her new post.

Karen and Liz facilitated an event in June to provide information about our SHArp accreditation scheme for nursing homes. There was a good 
turnout and at least four care homes expressed an interest in taking this forward. This is really good news as families will feel more confident about 
their loved ones being in a care home who have demonstrated commitment and expertise in looking after individuals with HD.

Meanwhile Karen has been filming all staff to produce a DVD about ‘a day in the life of’ each staff member in order to raise awareness within the 
charity of everyone’s respective roles.

Liz McConnell, Assistant Operations Manager, Adult Clinical Services 
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SHA News

Online support for HD Carers 
Regular readers of SHAre will know that we have developed 
and successfully piloted a new form of support for carers - an 
online confidential support forum.  Following on from the pilot in 
Lanarkshire, we are now beginning to roll out the forum across the 
country.  Highland region has been identified as the next stage in 
this expansion and many HD carers in this area have already been 
in contact about using such. 

We will be holding mini-roadshows demonstrating how easy the 
forum is to use with even just a smart mobile phone or tablet and 
how it doesn't require fast broadband speeds to use.

The easy-to-use online forum allows confidential, secure and 
anonymised discussions between carers, allowing experiences to 
be shared and mutual support offered.  It also allows interaction 
with other SHA services 
such as Peer Support 
etc.

If you are the carer 
of a person affected 
by HD and have not 
yet been contacted 
by me regarding the 
forum, then please 
contact me directly and 
confidentially   
Bob Bogle:   
0141 848 0308
bob.bogle@hdscotland.org

Financial Wellbeing Service
The SHA Financial Wellbeing Service is happy to report financial gains 
have just reached £800,000 for families across Scotland. A core part of 
the FWS is to offer a Financial Healthcheck to all HD families and as such 
the service has started contacting families by letter to offer advice and 
support on a range of financial issues. In time the service aims to deliver 
this project to every HD 
family who wishes such 
support and feedback so far 
has been very encouraging. 
We look forward to meeting 
further new families in the 
coming months!  Please get in 
touch to discuss any financial 
issues you may have at  
iain.thomson@hdscotland.org  
or call 07903 840524

In May we launched our new user friendly website, 
with added functionality for mobile devices.  Our 
current work in progress is to add a factsheet 
library resource which will help users to find 
appropriate information easily.  

In June SHA launched the Writing out of the HD 
Shadow flash fiction competition,   
www.hdscotland.org/writing-out-of-the-hd-
shadow/, which has gathered a lot of interest on 

social media and creative writing groups.  It is fantastic to see the site being 
used more by the public, the hope is that every visitor learns a bit about HD.  

Other areas being worked on are better social media integration and 
keeping the site fully up to date with news, fundraising events as well as 
correct and up to date information.  It is a strong resource and when utilised 
well it can be an excellent way to inform people about HD and spread the 
word about the fantastic work that SHA is doing to help.   

Craig Kennedy,  
Online Services Development Officer

Family Conference 2016
Invitations have gone out for this year’s family conference.  The 
theme this year is  ‘WE are family’ – we have a presentation from 
Ian Welsh, CEO, Health and Social Care Alliance Scotland, a talk 
from Alistair Haw, the HD Framework National Lead and the Wilson 
family will share their HD journey through a video presentation.  

More News from SHA
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Kirsten Walker, Senior Specialist
Youth Advisor reports on this 
year’s summer camp

SHAyp

The Festival focus this year was HD: A Crystal Maze as it was SHAyp’s  
15th Anniversary. Teams of young people aged 1st year and above 
visited different zones and learned about HD in a fun and exciting 
manner. The different zones looked at the HD symptoms of mood, 
mind, movement and then more generally on SHAYP. They enjoyed 
the opportunity to discuss HD with their 

peers, whilst increasing 
their knowledge around 
the symptoms of HD and 
relished the opportunity 
to compete and work in 
teams. Sarah Winckless, MBE, 
rounded off the festival 

with a motivational 
speech relating to 
her experiences of 
never giving up.

In total, 35 young 
people enjoyed 
the varied daytime 
activities at Lagganlia 

this year, which ranged from tree climbing, gorge walking, ski-ing, 
snowboarding and sailing, and then in the evening experienced 
a games night, Treezone in Aviemore, Swimming at Hilton 
Coylumbridge and finally celebrated their last evening with our ever 
infamous HD’s Got Talent and Party Night with additional inflatables 
fun! 

Thank you to all the staff, volunteers and most importantly young 
people for making the camp a success. Here’s to camp 2017 which is 
booked from 10th-14th July 2017.  

In August, SHAyp accompanied three young people from the service to attend 
HDYO's Euro HD Camp at Grosvenor Hall, Kent. This camp brought young 
people together from Scotland, England & Wales, Northern Ireland, Germany, 
Sweden, Norway, Belgium and the Republic of Ireland.  We have asked them to 
share with you a little bit about their experiences during the 8 day long camp.  

Getting together with other young people from across Europe really 
highlights what great support we receive here through SHAyp.  The 

camp allowed us to discuss interesting and difficult topics - yes, there were 
tears (lots, both sad and happy ones!!) but there was a lot of fun and laughter 
too!!   

Towards the end of the week we were very lucky to have two great speakers 
Charles Sabine and Dr. Ed Wild to talk about the future of HD and where the 
current research is heading.  These talks helped to end the week on a positive 
note and offered us hope and optimism for the future.  Charles spoke about his 
personal relationship with HD, how it affected his father, his brother and is now 
affecting him.  Dr. Wild was amazing to listen to, a greatly positive talk about the 
different research going on in HD around the world. Dr. Wild also spoke about 
how we can all contribute to HD research through HD Enroll – even those who 
have tested negative or aren't even at risk of the illness!

Scottish Young Carers’ 
Festival 2016 
This August, four girls from SHAyp took part in the Scottish 
Young Carers’ Festival.  The festival is a 2-night residential 
event, held in the Scottish Borders and over 500 young 
carers attended from all over the country. 

The girls had a fantastic time, participating in fun activities 
such as giant inflatables, tie-dying, outdoor challenges 
and dancing at the ceilidh and silent disco. A couple of 
highlights for the girls were winning the quiz and meeting 
Colin Cloud, Forensic Mind Reader, who performed at the 
festival’s opening ceremony.  The weather was not the best, 
but it did not dampen the girls’  enjoyment of the whole 
festival.

I like coming to camp because we meet 
new people and we meet others who are 
living in the same situation

I think it’s fun and caring for everyone. 
Have a go at it

Lisa, Chloe, 
Cara, Tiffany 
pictured with 
Colin Cloud

News just in that we have received £18,000 from Shared Care 
Creative Breaks Fund toward summer camp 2017.

You can have fun & relax and make a 
bunch of new friends - Tiffany 

HDYO’s

Euro Camp 2016, Cameron, Donatella and

Zoe pictured opposite with Dr Ed Wild 
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Dr. Stuart Ritchie, 
Consultant Psychiatrist, at 
Leverndale Hospital and 
Catherine Deith, Senior 
Research Nurse at the 
Clinical Research Facility, 

Queen Elizabeth University Hospital (QEUH) lead the Enroll-HD study 
for the Glasgow site. Enroll-HD is a development of the Registry 
European project. Enroll-HD is a worldwide observational study for 
Huntington’s disease. It will monitor how the disease appears and 
changes over time in different people.

Anyone at risk or affected by HD can assist the global research effort 
by volunteering to take part in this study. We also require control 
subjects – so spouses/partners of HD patients can also contribute to 
this study. The visits involve a range of assessments looking at motor, 
cognitive and functional ability and a blood sample. Everyone in 
the study is given a yearly assessment. Glasgow currently has 35 
subjects enrolled but wish to increase participation in this study and 
aim for greater than 100.  

The information collected 
is held in an anonymous 
form on a database which 
is available to researchers 
with appropriate ethical 
approval. This database 
also allows rapid identification of subjects for other studies. The 
image below shows the regions of the world where patient data is 
being collected for Enroll-HD.

Glasgow Site for Enroll-HD

HD Clarity 
Glasgow has just been selected as a site for this new study 
which aims to collect samples of cerebrospinal fluid (CSF) from 
patients who are both pre-symptomatic and affected by HD. A 
control group will also be included. The Chief Investigator of this 
study is Dr Ed Wild of Huntington’s disease Centre, UCL, Institute 
of Neurology in London. You may have heard his name from 
HDBuzz. The primary objective of this study is to generate a high 
quality CSF sample collection for evaluation of biomarkers and 
pathways that will enable the development of novel treatments 
for Huntington’s disease. Subjects will be recruited from multiple 
sites across UK, Europe, North America and Australasia. 

People participating in this study have to be in the Enroll-HD 
study as the databases are linked. CSF is the fluid which 
surrounds the brain and spinal column. CSF is collected through 
a lumbar puncture or “spinal tap” by passing a fine needle into 
the spinal canal in the lower back. 

Dina De Sousa, family member, who has taken part in the 
study, comments, “The procedure was invasive but not 
any more than giving blood. My husband and I were 
very happy to participate. Progress in defeating 
this devastating disease will not happen without 
involvement of volunteers. 

The potential of these studies to track HD and delay 
its onset is beyond amazing. I’m usually not that 

optimistic but it’s 
hard not to be 
with this”.

Dina, is pictured 
here with her 
husband Paul, 
taking part in 
the study

Glasgow participated in this study and surpassed our recruitment 
target. We were initially asked to recruit 6 subjects but we managed 
to screen 13 and enrol 10 HD patients into this study. Glasgow site has 
been one of the top enrollers for Europe. The first part of the Amaryllis 
study was a double blind, placebo controlled study meaning neither 
the research staff nor the subjects knew if they were receiving active 
drug or placebo. The second part was an “open label extension” 
meaning all subjects were invited to continue the study but knowing 
they would receive the active medication. The study is looking to see 
if this will improve voluntary movement and other symptoms in HD. 

Dr Ritchie commented 
I am very grateful to the HD community in 
Glasgow and Clyde and never fail to be amazed 

by the willingness of HD patients and families to give 
their time and effort to the various studies. Having 
a large HD population and excellent engagement 
with the HD clinic has contributed to our excellent 
recruitment into trials. By demonstrating our 
successful recruitment to current studies we are 
more likely to be invited for future studies.

Catherine Deith 
We have excellent purpose built facilities at the 
new Queen Elizabeth University Hospital and 

this allows us to be part of some of the more complex 
studies and trials that are available.
I feel that I have been given an opportunity to 
make a difference, no matter how small.

Study
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Summer Fundraising Fun at SHA  

Virgin London Marathon
Dionne, Julie Ann and Alison 
raised nearly £12,000

I would walk 500 miles...
Running for a number of the years the Kiltwalk has raised millions of 
pounds to support Scotland’s children through various charities. This 
year SHAyp  was included as one of these charities and we are delighted 
to have walkers across Scotland taking part. And the best part? Everyone 
had an amazing time with comments like, “it was so exciting walking 
with that many people.” And “my legs hurt but it was sooo worth it!” 
We’re ‘sooo’ glad you enjoyed it! Thanks to everyone involved.

Catherine Deith, HD Research 
Nurse, Glasgow raised over £300

Alloa Marathon,
Rachel & David Duff raised 
£612.00

Pictured above are Ginny, Dougie, Sally and David taken on the 23 July at SOAR@INTU Braehead.  £132.95 was raised and we have another collection on 19 November at Glasgow Airport! Please contact David on  
david.mcniven@hdscotland.org or 0141 848 0308 if you have a few hours to spare. 

Bucket Collection atINTU Braehead

Lewisham to Berlin Cycle
Willie Peddie raised over £2,000

SHAre tea for HD tea party forNepal  
Margaret & Barbie Shortraised £442.10 towards Marie Short’s Nepal Trekin November

Conic Hill Climb
Barclays Bank, Glasgow staff organised  
a walk up Conic Hill and raised 
£1,828.75
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Kenny Train 85 miles. 5 days. £2,135.50 Wow! 
At head office we’re always impressed at the amazing feats people are undertaking 

in the name of charity. Kenny Train ran from Inverness to Skye in five days picking 

up lots of donations and attention from the media along the way. 

Featuring in the Edinburgh Evening News,  Midlothian Advertiser, and Enviva Care 

Blog he has done a fantastic job of raising both funds and awareness of HD! Thanks 

Kenny!

Lomond Hills, Walk of Hope
raised over £2,000

Glasgow Zipslide 
raised nearly £2,000
Elke Maclean is pictured here taking part

Skydive
raised over £10,000

Fitathon for SHA 
Carol Dick, (pictured with the Ayrshire Carer Group) 

who organised a Fitathon for SHA in the Grand Hall 

in Kilmarnock in February and raised £3,300
Aidan McCallum, Sam Duzinkewycz, Archie Downie and Lewis 

Small won the Youth Philanthropy Initiative at their school, 

Auchmuty High, Glenrothes and raised £3,000

Conic Hill Climb
Barclays Bank, Glasgow staff organised 
a walk up Conic Hill and raised 
£1,828.75

Thank you - Fabulous SHA Fundraisers
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Writing out of the HD Shadow   
Our flash fiction competition closed at the end of August and to date we are delighted to have 
had over 141 entries!

The many wonderful entries we have received will now be marked by our panel of judges, and a 
shortlist of 20 finalists passed on to our celebrity judges; writers Michael Malone and  
Alan Bissett. The winners will be announced at the end of October, with a special reception 
where they will receive their prize from our authors. 

Fundraising Continued...

A recent visit to the Huntington’s Disease 
Association England & Wales (HDA) in 
Liverpool by John Eden, CEO, Dougie 
Peddie, Fundraising Manager and Sally 
Brewer, Fundraising Officer, proved to be 
very successful and a number of partnership 
ideas will be developed over the next twelve 
months.

Sally Brewer has volunteered to be the SHA link with our colleagues 
south of the border to promote a national SHINE a LIGHT scheme 
during next year’s HD Awareness Week. The plan is to identify key 
architectural buildings across the UK which would light up for HD 

Awareness Week, 5 - 11 June 2017. If you have any suggestions of 
buildings in your area Sally could approach, please do get in touch.
Linda Winters, Fundraising Officer, has kindly agreed to be our 
representative at next year’s Virgin Marathon in London. Linda will 
welcome SHA runners to a reception the night before the marathon 
at the Thistle Euston, where hopefully Tony Hadley from Spandau 
Ballet, and our own Patron, Sarah Winckless, MBE, who has kindly 
accepted the challenge to run the marathon, will give a motivational 
and uplifting presentation.  

Further partner work with the HDA will include national funding 
applications, joint corporate approaches and investigating the 
possibilities of funding from European trusts and foundations.

Gemma Powell, Community Fundraiser
“Alone we are a drop of water, Together we are an ocean”
We’re not exaggerating when we say our volunteers keep the charity going. Fundraising counts for over a 
third of the charity’s income meaning it’s essential for services to run. Which is why we’re super grateful to all 
our fundraisers in the community for all they do year in, year out to help us raise  funds. And believe us, we 
know how much work goes into these events and activities! Which is why we’re setting up fundraising teams 
open to support anyone interested in fundraising. And whether you are getting involved to gain work  
experience, as a social activity or a personal mission everyone is welcome!

Get in touch to find out about teams in your local area.

Christmas Tree Appeal 2016
Would you believe someone in the office still has a Christmas tree decorating their desk? It’s almost, nearly, 
more or less, close to that time of year again (sorry, we know!) where we will be asking you to save up all your £2 
coins to fill our Christmas trees. For every Christmas tree returned to us your name will be entered into a prize 
draw to win a luxury Christmas hamper so it’s worth pestering your neighbours, friends, family and colleagues 
to take part - if they win they might share with you!

Have you checked your work’s policy on 
charitable giving? 
Working with a business is a great way we can reach a captive audience to increase awareness and  
understanding of HD. We’re only one of many great causes appealing to the same business’s though 
which is why it’s super helpful to know someone on the inside. We recently received support from 
Scottish Widows after runner Scott Nisbet put our name forward for support.  Scott took charge on the 
day running a collection which was then match funded to raise £1600 in total! Our HD Routes project 
has also been made possible thanks  to Laura Wilson helping us secure £4,500 funding from The Schuh 
Trust. 
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Choosing a nursing home

What makes a good nursing home and what should you take into consideration when you are 
considering one? Here are ten questions you should ask.

All nursing homes are inspected by the Care Inspectorate who publish reports about their independent findings, including scores for 
Quality of Care, Quality of Environment, Quality of Staffing and Quality of Management (scores range between 1 (poor) and six (excellent).

Don’t be afraid to ask the nursing home for their scores and you can also get the information and read a more detailed report by going to 
http://www.careinspectorate.com/index.php/member-of-the-public 

Find out how good the nursing home is at making care individual. This is more important than how much they know about Huntington’s 
disease because nursing homes that  invest in understanding the person’s unique needs are much more likely to take the time to find out 
about the condition.

A good question to ask is, can you give me some examples of how you personalise care for people that live here?

How much experience do they have of caring for people with Huntington’s disease and how much training about the condition do staff 
have?

There is no doubt that the more specialist knowledge staff have, the better they will respond to a person’s needs and a good sign is whether 
the nursing home has regular contact with SHA Specialist Advisors. Another good sign is that at least some of their staff have undertaken 
the Continuous Professional Development Module at Stirling University. Ask if they have.

Where does the nursing home get its clinical support from? What links do they have to GPs, Specialist Consultants, Dieticians, Speech and 
Language Therapists and Physios?

What’s the accommodation like? Is it suitable for someone with Huntington’s disease? Does it feel right? Everyone with HD is an individual 
and there are no rights or wrongs but is the nursing home comfortable? Are the rooms spacious and do they have ensuite toilets? Is it clean 
and free from unpleasant smells?

Ask about providing and replacing specialist equipment. An indication of a good nursing home is that they will understand how important 
equipment can be as the person’s condition changes and what their responsibilities are (broadly to provide all standard equipment the 
person needs) and how to get any specialist equipment (broadly provided by Local Authority Social Work Departments and Primary Care 
Teams).

Ask about the money side of things. What’s the fee level and is there anything on top that people living in the nursing home are expected to 
pay for?

What support is there to ensure that someone remains part of their community and is able to pursue their interests or that they have 
enough stimulation?

What about smoking? This can be really important to someone that smokes so make sure the nursing home has facilities to enable someone 
who wishes to smoke to do so safely.

What arrangements does the home have for meeting the dietary needs of the person with HD? Is there a cook that will learn the person’s 
individual preferences? Does the nursing home have a good understanding of the extra calorie needs people with HD may have and are the 
able to present food well, even when it’s been liquidised?

For more information about choosing a nursing home you can visit the SHA web site, http://hdscotland.org/moving-to-long-term-care/. 
Our HD Specialists are always happy to give advice about choosing a nursing home and Social Work Departments will also assist. SHA is 
developing an accreditation program to support nursing homes to better meet the needs of people living with HD and we will keep you 
posted as this goes forward.
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Fife branch slightly later this year, and in conjunction with the local
Farmer’s Market, Culross Fayre took place on Sunday 21 August.  Organised 
by Nicola, Susan F and Sue, the Tombola stall raised a brilliant £537.74!  A 
raffle donated by MGM Timber, Glenrothes, brought in £170 which gave an 
impressive total of £707.74 which will go to the Fife Family Branch to help 
local families with HD.

A huge thank you to everyone who donated items and to Tina, Susan, 
Gemma and Hannah who helped make the day another success. 

Forth Valley Family and Friends has, sadly, disbanded.
It was first set up nearly nine years ago and was predominantly run by family member Linda Birnie, in Dunipace. The group has been a huge 
champion for HD and SHA in organising Fundraising Events and Raising Awareness. They campaigned hugely alongside SHA for an HD Specialist 
nurse for Forth Valley and in 2013 met with Dr Christian Neumann, Consultant Neurologist, Malcolm Macleod, Professor of Neurology & 
Translational Neuroscience, from NHS Forth Valley Health Board, and other professionals who were involved in the care of families in Forth Valley 
living with Huntington’s disease, to put forward their case. The outcome was that they agreed to have a Neurology Nurse (David Thomson is 

currently in post) who works solely with HD patients one day per week.  

Group membership has dwindled over the last couple of years and it is with a heavy 
heart that they felt that ‘they have come to the end of the road’ with the branch. 

Thanks to Linda Birnie, Duncan Short and all branch members who did a tremendous 
job making the Forth Valley Family and Friends branch the success that it was. 

David Thomson, Neurology nurse for Forth Valley is contactable on  
dthomson1@nhs.net  Or telephone ; 01324 566230

Forth Valley is a large area in Scotland. Some family members feel there remains a need 
for a support group, and we are working towards getting a group re-established in the 
near future.

Glasgow branch  is continuing well at the Wedge in Pollok.  All family and friends are welcome there on 4th Tuesday of the month from
6-8pm.

Lothian Branch went on a boat trip along the canal from Edinburgh, which they have enjoyed for the last couple of years. Some of the 
group had an enjoyable weekend away at the Bay Hotel in Fife recently. The group have a full schedule organised for the coming year.  At their 
first meeting in September they will be joined by a local storyteller, Millie Gray.  

Tayside Branch  had another great success with their Pop-up Shop. 
Thanks to the many helpers and hard graft that makes it so successful!! The 
1st week they raised £3,645 for SHA and the 2nd week - £2,900 which was 
shared with Tayside Kidney Patients’ Association (TKPA), bringing the total for 
SHA to a fantastic £4,645.  Our next fundraiser organised so far is a craft fair 
and Christmas coffee morning the last Saturday in October!! 

Congratulations to Mary Cunningham and Jessie Smith, pictured, who were 
invited to this year’s Royal Garden Party at Holyrood Palace in Edinburgh for 
their services to charity.  

Family Branch/Support Group
Isobel Darroch - Branch/Support Development Officer
Most of our support groups have had a summer break and are now geared to start their meetings again. SHA 
family branches are; Fife, Glasgow, Lothian and Tayside.  Please call me on 0141 848 0308 for more information
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Support Group Information
There are many support groups running throughout Scotland, meetings are less formal than the branches and their dates vary, please contact 
me on 0141 848 0308 for more information. 

Current groups are, Angus Carers; Angus & Tayside Symptomatic ; Ayrshire Carers; East Dunbartonshire ; Fife Early Symptomatic; Fife 
Carer; Grampian; Highland; Glasgow East ; Renfrewshire & Surrounding Area ; South Lanarkshire Carers ; Tayside Carers;  West 
Dunbartonshire. 

Renfrewshire & Surrounding Area Group enjoyed a day
out at Paisley Abbey in May and had a Fundraising walk along the Clyde on Saturday 10 
September.  

Fife Early Symptomatic Group Every month, the SHAdow Group 
continues to meet in Fife.  Made up of 6 early symptomatic members, their annual 
programme incorporates information sessions, social events and physical activity.  The 
large gym in Whyteman’s Brae Hospital and newly refurbished coffee lounge in a local care 

home accommodates the group, free 
of charge.   

In July, the group met at the gym.  They thoroughly enjoyed playing badminton, football 
and basketball which is only a tiny sample of the activities they could have chosen to do, 
including table tennis, carpet bowls, skittles, treadmill, bike, softball and hula hoops!  Apart 
from helping to get people fit, the group felt that taking part in exercise will aid balance, 
co-ordination and boost their mental wellbeing.   

Their next meeting is on the 15 September in Adam House Care Home.  It is an information 
session and Brian Ritchie, Fife Fire Officer, is giving  a safety fire talk.
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Fife Carers group meets socially for supper on the 4th Monday of the Month. Please contact Fife Carers on 01592 647 993 for venue 
information.

Tom Lister, family member who took part in the Great Wilderness Challenge, says
“I live in Aultbea with my wife Helen, who has HD, on the West Coast south of Ullapool – one of the most scenic parts of Scotland. 
Every August the local community hosts the Great Wilderness Challenge, a charity walk/run through the hills and moors that 
surround us, with everything from a 25 mile run to a 1.4 mile walk for older and disabled participants. The GWC was started over 
25 years ago to raise funds for the Highland Hospice, but they also allow people to raise funds for 
other charities provided that there is a medical aspect and a local 
connection to that charity. Last year my brother Philip ran 
the 25 mile route and raised £1,500, and this year the GWC 
kindly reserved 8 places for anyone who wanted to participate 
on behalf of SHA.  I persuaded another brother, Stephen, to 
enter and as he was bringing his 6 year old grandson Jacob we 
entered for the 7 mile walk.

The organisation by the GWC is first class, with regular 
checkpoints and feeding stations, and even helicopters on 
standby and Pipe Bands to see you off and to welcome you  
back! It does seem that involving children in fundraising is a 
good idea, as Jacob has raised over £1100 on his own, and so far 
the three of us have raised over £2,300 with some arms yet to be 
twisted. If anyone wants more information about the GWC their 
website is:  
http://www.greatwildernesschallenge.info/  and the walk we did 
is well described here:  
http://www.walkhighlands.co.uk/torridon/lochkernsary.shtml

Family Branch/Support Group

Photographed are the two Brians enjoying a game of
Badminton



SHA snapshot

SHA supporter Katherine 
Grainger. The former team 
mate and friend of our 
patron Sarah Winckless, 
MBE, is now the most 
successful GB female 
Olympian ever after her Rio 
double sculls silver medal.
http://www.bbc.co.uk/
sport/olympics/36687039

Kelpies Light Up
SHA took part on Wednesday 18 May for “Light Up for HD”,  
a worldwide event which was held throughout May, when a 
number of well-
known public 
landmarks, including 
Niagara Falls were lit 
up in purple and blue. 

Thanks to everyone 
who joined us in this 
exciting event in 
raising awareness for 
HD.

We had an excellent piece of 
awareness raising on STV news on 
Tuesday 26 July, John Eden and 
Marie Short, SHA trustee were 
interviewed about the Study 
of Huntington’s disease in the 
general population (see front 
page.)

There was an interesting 
discussion on Jenni 
Murray’s Woman’s Hour, 
BBC Radio 4 on 15 July 
about the ethics of sharing 
genetic information. She 
was joined by Dr Ed Wild, 
both pictured opposite. 

SHA Thanks to Corporate Supporters
Since the last edition of SHAre the following Corporate Donors have supported the work of Scottish Huntington’s Association, for which we 
are truly grateful:-  Marks and Spencer, Freefall Event Photo Scotland, the Kitchin Restaurant Limited,  ABC Minicoach Hire Yard, the 
Weather Lottery, Blackbaud and Retronix Ltd

STV News coverage on HD

Congratulations to Katherine 
Grainger

Trusts and Grants News
The 
ScottishPower 
Foundation 
has just 
released 

the second £25k award which will fund the 
Volunteer Wellbeing Service this year. An 
application to the Foundation has already 
been submitted to the Foundation for next 
year to develop the Carers’ Fora across the 
country, following a successful pilot project in 
the Lanarkshire area. So watch this space to 
find out if we have been successful. 

 A recent 
funding 
application 
to the 

Robertson Trust to support the development 
of the Volunteer Wellbeing Service in the 
north and east of the country has not 
progressed. However, the good news is that 
the Trust is keen to work with us to develop 
a larger project to benefit families living with 
Huntington’s disease. A grants officer from 
the Robertson Trust has met with John Eden, 
CEO, to explore how the Trust can assist us to 

develop the work which is so valuable to the 
HD community.

 A new award from the 
Garfield Weston Foundation 
totalling £10,000 was 
received recently to help 

fund our HD network of specialist services 
across Scotland. 

 We were delighted to receive 
the great news that the Ardoch 
Foundation has once again 
offered the use of their centre 

in Gartocharn for the purpose of holding the 
annual SHAyp over-18s residential weekend. 
The gift in kind has a value of £1,500, so the 
young people involved in the activity are 
truly grateful for the continued sponsorship 
from the Ardoch Foundation.

Helped fund SHA Specialist HD Service 
in the Highlands.  Crerar Hotels Trust 
has thrown its support behind Scottish 

Huntington’s Association to help provide care 
and support to people with Huntington’s 
disease, their carers and families. A £2,500 
donation was made to the charity which will 
help fund their Highland HD Specialist Service 
located at Raigmore Hospital, Inverness. 

Pictured at Golf View Hotel & Spa, Nairn is 
Gordon Bogan, HD Specialist receiving the 
£2,500  cheque from, Crerar Hotel Trust’s 
representative Iain Watson, General Manager of 
Golf View Hotel & Spa, with his hotel team left 
to right: Hayleigh Reid, Kelly Box, Jade Bremner, 
Carol Simpson, Amy Watson and Shona Calder.


