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Our fantastic supporters have been reaching for the skies. Full fundraising round-up: Pages 10 & 11

Financial Wellbeing Team delivers £3.2m impact for families
SHA’s Financial Wellbeing Service
(FWS) has been given the Scottish
Government stamp of approval for
supporting HD families to manage
household budgets, access benefit
entitlements, reduce debt and alleviate
financial stress.

The Financial Wellbeing Service covers
the whole of Scotland and is delivered by
a Senior Financial Wellbeing Officer and
two Financial Wellbeing Officers based
in Aberdeen Royal infirmary, Edinburgh
Citizen’s Advice in Leith and the National
Office in Paisley.

Minister for Community Safety,
Ash Denham MSP, has granted the
project with Scottish National Standards
for Advice and Information Providers
accreditation, which can only be achieved
by organisations that demonstrate a high
quality of service and advice.

The officers carry out home visits and
provide information and advice over the
phone to clients and HD specialists.

The endorsement comes as the SHA team
marks another significant milestone. Since
the project launched in 2015, more than
£3.2million in extra income has now been
secured for over 750 people affected by
HD across Scotland – that works out at
more than £2500 on average per client
every year.
Two-thirds of families affected by HD exist
on income below the national average
and one in three families lives below the
poverty line. The debilitating nature of the
disease often means that people’s working
lives are cut short, and carers may also
need to give up work to meet the growing
needs of family members.
People facing this change in
circumstances can find the benefits

system challenging, confusing and
complex, meaning they are unaware of
entitlement.
Jo Baldock, Senior Financial Wellbeing
Officer, said:
“The Financial Wellbeing Service
provides a vital lifeline to families across
the country who could otherwise miss
out on the benefits they are entitled to,
or find themselves facing significant
hardship as it becomes more difficult to
manage their finances.
“We’re delighted to have met the high
standards for accreditation as set
out by the Scottish Government. This
accreditation is testament to the hard
work and expertise of our SHA Financial
Wellbeing Officers, who are committed to
making a positive difference to the lives
of people and families living with HD.”

As well as advocating on behalf of clients
and intervening in times of financial
challenge, the team provides support
through periodic financial ‘health
checks’ and claims such as PIP (Personal
Independence Payment) and Employment
and Support Allowance.
They provide advice and information
on financial planning matters such as
Power of Attorney and Care Costs, as
well as helping increase access and
understanding of financial products
including insurance and pensions.
The team can also help with access to
travel concessions, and energy grants such
as the Warm Home Discount.

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

SHAre

engaging with officers from the partnership over several
meetings and helping them to understand the impact of
Huntington’s disease on families. At the same time, they
have lobbied local politicians, getting them on board to
help make the case for improving services.
Together we have worked very hard and it has made a real
difference to the support available. With a little more work
I am optimistic Moray families will be able to access much
better support.

Writing this at the end of July in the middle this year’s
heatwave, seems an appropriate metaphor for turning
up the heat in areas of Scotland where access to
specialist support is perhaps not as well-developed.
Our National Care Framework has opened up many
opportunities to engage with some of those areas and
also provides a framework for how to develop better
services.
In Moray, an area that has lacked specialist support
for some years, this has recently resulted in a range of
improvements. The Health and Social Care Partnership
has funded a local Parkinson’s Nurse to undertake an
additional day per week so that she can also care for HD
affected families. The post is initially for one year, but there
are ongoing discussions and we hope to see this become
permanent. The HSCP has also funded the nurse to attend
this year’s Continuous Professional Development Course
at Stirling University. At the same time SHA is working
to map out better multi-agency arrangements to ensure
families get access to the range of support they need.
Local families have played a pivotal role in making
this happen and have been wonderful advocates,

Meanwhile in Dumfries and Galloway, we are close to
completing the Care Framework assessment process
and I am delighted to report we have had very positive
engagement with NHS and HSCP partners throughout. We
are now at the stage of finalising how the ‘HD Specialist’
and clinical lead support will be provided. Our expectation
is, by the end of autumn, this year, we will have concluded
this work and following on from the success in Moray,
there will also be much improved access to support. I will
keep you posted on progress.
In Forth Valley, we have enjoyed four months of engaging
with local practitioners and managers and exploring how
support for HD affected families is delivered. I think we
have all been impressed by how committed the small,
under-resourced team are in Forth Valley and there is
access to a good network of support through the local
Neurology Nurse, David Thomson and the HD Clinical
Lead Tim Soane. What is currently absent is the proactive
community support that families need to access on a
day-to-day basis and we met recently with local
stakeholders to begin to build a business case for
improving this situation.
Three different areas of Scotland, three very different sets
of challenges, but in each case we are making headway in
improving care and we will continue to work hard to make
sure every area is as close to the aspirational standards of
the National Care Framework as possible.

Hannah joins SHA in new role
Welcome to Hannah Platt, our new Community Fundraising Assistant who joined us in July.
Hannah graduated recently from the University of Edinburgh where she received a 2:1 MA in
History.
During her studies, Hannah focused primarily on the history of gender and witchcraft. While at
uni, Hannah volunteered with Alzheimer Scotland and Aberlour Children's Charity.
Hannah will be working from the national office where she will be in charge of bags, buckets
and collections as well as helping out at events. Hannah is looking forward to developing her
career in fundraising and is excited to be with us.
She looks forward to meeting you all soon.
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Karen Sutherland, Operations Manager, and

Lynn Garrett, Assistant Operations Manager,
bring you up to date with the work of the

Adult Clinical Service teams across Scotland.

It has been a busy few months with a record number of
new referrals across all the services – including 13 for
the Lanarkshire service alone.
Most teams are still very involved in the ongoing work to
develop and promote the localised HD Care Framework
and Glasgow are preparing to launch theirs next
month. Development work continues at a rapid pace in
Highland, Forth Valley and Dumfries and Galloway. It is
exciting and rewarding to experience the commitment
of all the people involved in the local Frameworks, their
dedication, enthusiasm and quest to “make a difference” to
the lives of people living with HD is overwhelming.
We have been encouraging as many people as we can to
sign up for Enroll study. The Fife, Glasgow, Lanarkshire and
Grampian services continue to support family members
who are participating in the local trials and Glasgow and
Grampian look forward to assisting with the recruitment
and support of families looking to participate in the next
stage of the Roche trials.
The Lanarkshire service is welcoming new member
of staff Kirstin Meikle who will take up her post as
HDS this month. Kirsten will support Rhona as Senior
HDS while Linda Lucas takes a year out on Maternity
leave. We wish Linda well!

Lindsay Wilson HDS in the Tayside service has had her
hours increased to full-time for the next year to help
cope with the ever-increasing demands of the Tayside
service, especially the additional work created by
the growing number of people coming forward to sign up
for the Enroll study.
Sixty carers, along with SHA staff, volunteers and trustees
attended the 2019 Carers’ Conference, which took place
at in the beautiful surroundings of Balbirnie House
Hotel, Glenrothes in Fife.
This year’s focus was to enable carers to look at how they
could build a toolkit of resources and information and
to explore ways to build resilience and skills required to
provide support with confidence for their loved ones.
They all had fun too participating in Zumba, Yoga, the
Hounds For Huntington’s Race night and eating the
scrumptious cake.
On behalf of all the staff in the Adult Clinical services, I
would like to take this opportunity to say thank you for
your ongoing support. Our staff as always value their
extreme privilege to serve, work with and support our HD
community across Scotland.
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in brief

Family Conference
This November’s Family Conference
promises to be an extra special
gathering as families come together in
our 30th Anniversary year to celebrate
the accomplishments of people living
with HD towards our shared goals of
improved care and better treatment.
Held over two days at the MacDonald
Aviemore Resort, a packed programme
of inspiring speakers, entertainment and
social activities has been lined up.
Events will kick off with a drinks reception
and the SHA 30th Anniversary Volunteer
Awards ceremony on Friday, 1 November
from 3pm onwards. Dinner and a casino
fun night will round off day one.
Day two, Saturday, 2 November, will
feature Jeff Carroll, co-founder of HD
Buzz, who will be looking beyond the
Huntingtin lowering treatments to see
what is coming over the horizon. Also
joining us will be Alice Wexler, whose sister
Nancy led the team that worked with the
people of Lake Marcaibo and whose work
led to the discovery of the HD gene.

Olympic medalist Sarah Winckless, our
patron, will deliver the keynote address,
and Gillian McNab and Paula Merit will
share their stories and experiences of living
with HD. In the afternoon, the focus will
turn to Juvenile HD, with Dr Oliver Quarrell
sharing his research, followed by time with
SHAYP, our youth project.

Volunteer Awards

This year we’re inviting you to tell us
about an amazing volunteer whose
kindness and commitment helps people
and families to meet the challenges of
Huntington’s disease.

The SHA 30th Anniversary Volunteer Awards
are a chance to celebrate and thank the
inspiring individuals and groups who make
our work possible, and the winners will be
announced at the Family Conference.

The conference finale will star actors from
the smash musical Sunshine On Leith, who
will lead us in a showstopping selection of
the Proclaimers’ greatest hits. Well worth
walking 500 miles for!

Whether raising awareness as a You, Me and
HD ambassador or helping at fundraising
events, taking on unpaid office roles or
coordinating vital family branch meetings,
volunteers are at the heart of all that we do.

Attendance is free for all family members,
and includes overnight accommodation
for one night at the MacDonald Aviemore
Resort, which has a wide range of facilities
to enjoy. You are also welcome to book
additional nights at a specially negotiated
rate for SHA conference guests.

There are five categories –
1. Volunteer of the Year
2. Young Volunteer of the Year
3. Volunteer Group of the Year
4. Most Inspiring Volunteer
5. Fundraising Champion of the Year.

Invitations have already been sent out –
places are limited and will be allocated
on a first come, first served basis, so book
early using the form provided on the
invitation flyer.

Please join us in recognising their invaluable
contribution by supporting the SHA 30th
Anniversary Volunteer Awards. Visit
https://hdscotland.org/volunteer-awards/
to submit nomination before Monday, 30
September.

Building on the knowledge and experience of carers
Thank you to everyone who helped to make our annual Carers’ Conference such a great success.
Carers from across Scotland came together to explore how they can build on their existing knowledge and skills to provide the best
support for loved ones. It was also an opportunity to meet up with friends old and new in an informal setting with some fun activities
thrown in!
Organiser Lynn Garrett, Assistant Operations Manager (Clinical Adult) at SHA, said: “We wanted to support carers by giving them more of
the skills, coping strategies and resilience that they need to deal with a variety of situations.
“Caring for a loved one with HD is tough and can be really hard going, so it was also important to offer the opportunity for carers to
take a bit of time out and remember it’s vital that they look after themselves too.
“It was great to bring so many people together, to support them to connect with one another and share their experiences. The speakers
were excellent, and there were fun activities too, including Zumba, yoga and a Hounds For Huntington’s Race Night with lots of prizes.
“We’ve had excellent feedback and I’m sure everyone was able to take something positive away from the conference.”
Sixty carers, along with SHA staff, volunteers and trustees attended the conference, which took place at Balbirnie House Hotel, Glenrothes
in Fife.
Margaret Moncrieff, from Renfrewshire, whose sister has HD, said: “It was a wonderful conference. I found it incredibly positive, especially
hearing about all the latest research and advances that are taking place. I’m looking forward to next year’s event already!”
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Marie shares MBE with
HD families and supporters
Congratulations to trustee Marie
Short who has been made an MBE for
her support for people affected by
Huntington’s disease (HD) – we look
forward to hearing all about her visit to
the Palace to receive the Honour.
Marie (48), from Falkirk, has been on
the board of SHA for five years, sharing
both her professional expertise as a
Regulatory Affairs clinical trials manager in a
pharmaceutical company and her personal
experience as someone affected by the
disease.
In addition to contributing to the work of
SHA, Marie volunteers as a coach and judge
with Grangemouth ASC Synchronised
Swimming Club, which relies on people
giving up their time to deliver training
sessions and competitions for its young
members.

On top of the world! Marie has
been made an MBE for work to
support HD families.

Marie said:
“I feel extremely honoured to be
recognised, however this award reflects
the combined efforts of many people,
including fellow trustees on the SHA
Board, fundraisers, supporters and staff
at Scottish Huntington’s Association, who
all share a real determination to improve
the lives of people affected by HD.

Moray families welcome appointment
of HD specialist nurse
Great news from Moray – families
have achieved a major step in their
long-running campaign for better
local care and support.

party working group with NHS
Grampian, Moray Council, SHA Chief
Executive John Eden and Douglas Ross
MP.

An HD specialist nurse has now been
recruited by Health and Social Care
Moray. Until now, families in Moray
faced a long journey to Aberdeen to
access specialist care – a round trip of
more than 100 miles by car or bus.

The new nurse, who will also work
with Parkinson’s patients, has been in
post since 1 July and will spend one
day a week working with HD clients.
Money has also been committed to
fund a place on the degree module
developed by SHA in partnership with
University of Stirling.

Moray Support Group chair Brian Watt
described the appointment as ‘the best
news in Moray for 30 years!’
Moray Support Group was formed in
2017 and has since grown to become
one of the busiest of its kind in the
country. It was set up to provide a
support and social network for families,
friends and carers – ‘a cup of tea and
a blether’ as Brian puts it – however
it wasn’t long before members were
leading calls for improved specialist
care.
They have lobbied councillors, MSPs
and MPs, written to First Minister
Nicola Sturgeon and sit on a cross-

“It’s a disease that is not well known or
understood by the wider public, there
was more of a stigma around HD that
means too many people and families
are left feeling isolated and alone in
their communities, and we’re all working
together to change that.”
The gene was inherited by Marie and her
three siblings. Her brother Hunter died five
years ago aged 50 and Marie’s two sisters
Janet (54) and Kathleen (57) are being cared
for in nursing homes.
SHA Chief Executive John Eden said:
“Despite, or perhaps because of, the
extraordinary challenges she faces, Marie
is an inspirational example of how to live
with a positive attitude.
“She strives to make the lives of others
living with the condition better, giving
unstintingly of her time and energy. It’s
her dedication and compassion for her
family, and her commitment to supporting
others, that mark Marie as an incredible
individual.”

New event up
and running
#My Zen Run

Marie is also an amazing
fundraiser and ambassador
for SHA. She collected
£10,000 by walking the West
Highland Way, undertaking
the English Coast to Coast Cycle and trekking
in Nepal.
Marie’s latest venture – the SHA #MyZenRun –
combines her passion for health and wellbeing
with her determination to shine a light on
the HD community in Scotland and beyond.
The challenge invited members of the public
to take part in a 30-day virtual running event
to mark the 30thAnniversary of SHA, raise
awareness and funds, and enjoy the physical
and mental health benefits of taking part.

John Eden, Chief Executive of SHA,
praised the determination and
commitment of families in Moray.
He said:
“I’m very proud of the local families
who have been wonderful advocates
and worked very hard to engage
with the health and social care
partnership in Moray to achieve this
outcome.

Marie said: “I’ve taken part in a few virtual
running events and I love the sense of
community that you get with everyone
having the same challenge to meet or the
same charity to support. I really wanted
to share that opportunity and give SHA its
own virtual run.
“For me, it’s all about looking after your
physical and mental health every day. I do
this mainly with running and yoga – and so
My Zen Run was born.”

“I’m also encouraged by the
constructive working relationship
we have developed with the senior
officers of the partnership with
whom we continue to work.”

More than 70 people, from beginners to
experienced runners, are taking part in the first
My Zen Run and work has already started to
plan an even bigger event for next year.
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Writers help to lift
Huntington’s disease out
of the shadow
The winners of the 2019 Writing Out Of The HD Shadow
competition have been presented with their awards at a special
ceremony in Edinburgh.
This year’s competition invited young people to write an
original poem in the U-16 category, while over-16s were asked
to pen 150 words of prose or ‘flash fiction’.
The winner of the over-16s competition was Andrew Phillips
from Wales, who wrote about his late friend Johnny’s struggle
with HD. First runner-up was Sheila Scougall, from Edinburgh,
who described the anxiety, anger and lack of understanding
faced by families when they do something as simple as going
out for a meal together.
The top places in the under-16s category went to three secondyear pupils at James Gillespie’s High School in Edinburgh
– Georgie Garrett, 13, won first place for her powerful piece
entitled No Mercy, in which she detailed the relentless toll the
disease takes on the mind and body, and its effect on family and
carers.
Runner-up Kenneth MacIver, 13, explored the impact of

Four of our winning writers, from
left, Kenneth, Christopher,
Sheila and Georgie with their
awards

Huntington’s disease across
the generations in his moving
poem, Daddy, while 13-year pupil
Christopher Rae, second runnerup, focused on what it feels like
to have HD in his poem, simply
called Huntington’s Disease.
Judge Maggie Ritchie, author
of Paris Kiss and Looking For
Evelyn, said:
“I’m proud to support the
Writing Out the HD Shadow
poetry competition, a
creative and innovative way
to raise awareness about this devastating
disease. It was a pleasure to read the amazing poetry and
prose – I was blown away by the sophistication and high
standard of writing that made for powerful and, at times,
heartrending reading.”
You can read the winning entries on our website at https://
hdscotland.org/writing-out-of-the-hd-shadow-winningentries-2019/.

A family celebration filled with joy
and hope for the future
We had a wonderful evening with families, volunteers, staff and supporters at
the 30th Anniversary Civic Reception hosted by Renfrewshire Provost Lorraine
Cameron, who took the opportunity to praise SHA for working to improve the lives
of people impacted by HD.
“Scottish Huntington’s Association, which has its national headquarters here in
Renfrewshire, supports many families and it is important that we recognise that
important contribution,” she said.
More than 50 people came along to the reception, during which Chair of SHA
Catherine Martin traced SHA’s journey from its founding in 1989 by a group of
families – including her own – to its world-leading position as the first and only
charity dedicated to providing whole-family support for people with HD.
John Eden, Chief Executive of SHA, said: “We welcomed families, volunteers and
staff to what was a wonderfully uplifting occasion. There was a real sense of
joy and friendship in the room as we looked at the ways we have improved the
care and support for HD families, and ensured Scotland is at the cutting edge of
clinical trials that we hope will lead to better treatments in the future.
“On behalf of SHA, I’d like to thank Provost Cameron for hosting the event, her
colleagues from Renfrewshire Council for joining us, and everyone from the SHA
family who helped to make it such a wonderful celebration.”
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John and Provost Cameron, who welcomed
families to the 30th Anniversary
celebration.
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Richard and Suzanne hit the headlines
We are grateful to the people and families who share their
experiences through the media, SHAre, social channels and on our
website to increase understanding about HD.
For example, we recently worked alongside Richard and Suzanne
Innes, from the north of Scotland, who shared their joy over the
recent birth of their second child, Hector, with Sunday Mail readers
(https://www.dailyrecord.co.uk/news/health/scots-dad-usesmiracle-fertility-18518622). The story sparked a great response
on social media, and was then followed up by Kaye Adams who
interviewed Richard, Suzanne and SHA Chief Executive John Eden,
on her Radio Scotland morning discussion show, helping us to
reach an even wider audience and start conversations about HD.
We will continue to shine a light on the lives of the HD community
to raise awareness and build support for the work of SHA. If you
would like to become involved, please contact
Roisin.Eadie@hdscotland.org.

We’re ready to share our stories
The newly-recruited band of You, Me and HD ambassadors are
ready to reach out to local organisations, workplaces and clubs and
share their stories.
The first group of volunteers has been trained in presentation
skills and is already seeking out speaker opportunities in their
communities.
In Speyside, mum and local councillor Louise Laing is the
ambassador for Moray and the Highlands.
Louise, who tested negative for the gene, grew up in an HD
family. She lost her mother 11 years ago and her brother is
now symptomatic. She hopes her experiences will increase
understanding about the toll the disease takes on whole families.
Speaking to the Press and Journal, Louise said:
“I went through the testing 14 or 15 years ago and it’s the scariest
thing I’ve ever done. I couldn’t sleep for weeks. It affected my
children too because they started to wonder what the point was
of going through exams if they were going to have it too.”

Gillian McNab, a mum of three from
Lanark, covers parts of Lanarkshire
and Forth Valley, and is feeling
confident after attending the training
session.
Gillian, said:
“There’s great hope that better
treatments will be available for
future generations and there is so
much that we can do to improve
lives and help families today.
“I’m happy to talk about my
diagnosis and hope that telling my story will help raise
awareness about the disease and the vital work that is carried
out by Scottish Huntington’s Association.”
“The presentation training was great. It was a lovely, diverse
group of people and I definitely feel more equipped now to go
out and spread the word.”
We are grateful to all of our You, Me and HD ambassadors for
their fantastic support and commitment.

Chief Executive John Eden said:
“This is a great opportunity to make a real difference to how HD is understood at community level across Scotland, it’s a chance
to really move forward people’s understanding of the condition and the impact it has on families.”
There are still places available for anyone interested in becoming a You, Me and HD ambassador. Please email Liz McConnell
elizajane@hdscotland.org or phone 07916062120.
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Summer Camp 2020 Date for your diary
6th- 10th July 2020
SHAYP’s annual expedition to Lagganlia Outdoor Centre,
near Aviemore, welcomed 48 intrepid young people, SHAYP
staff and volunteers for five days of activities, amusement
and adventures. We were delighted to be joined by 16 young
people for whom this was their first camp, and from their
feedback it definitely won’t be their last!
The weather was a bit mixed with some rainy days and some
sunny days, however that didn’t stop the young people from
having a wonderful time and putting their heart and souls into
the activities.
Lagganlia offered a full range of fun and exciting daytime
activities. The group took part in gorge walking, mountain
biking, climbing, abseiling, archery, a nightwalk, kayaking,
survival skills and ski-ing, to name but a few! The young people
helped to choose their own programme of the activities they
wanted to try or master.

stations dedicated to HD: The Basics; Talking to others about
HD; and Coping with living in a HD family. The young people
reported that they gained a lot of valuable information from this
learning experience and will use this when they are back home.
SHAYP Summer Camp 2019 was another hugely successful event
with all young people stating that they thoroughly enjoyed their
time with us and asking for it to be longer than five days next
time.
We know the experience has a hugely positive effect on young
people growing up in HD families – and when asked to describe
it in their own words, the feedback was that camp is ‘amazing,
enjoyable, fun and awesome!’

Evening activities included a games night, circus skills, swimming
and an ice cream and party night. Everyone had a blast taking
part in the activities and enjoying the chance to chill out, relax
and unwind with friends, old and new.
Young people aged 13+ had the opportunity to attend our
Festival to discuss HD. This year the theme was a Pearl of
Wisdom. The young people worked their way through three

A wee update from the Queen family,
The Queen family from Glasgow is celebrating a special milestone
– their daughter Amelia has just started at ‘big school’.
Many of you will remember mum Juliana, who brought baby
Amelia along to a Family Conference where she gave a moving
talk about her experience of Pre-implantation Genetic Diagnosis
(PGD) and her joy at knowing that her daughter is free from the
risk of developing HD in the future.
Juliana tested positive for the HD gene when she was 25 and
was not sure that she would have children before she and her
husband Graham found out about PGD. A type of IVF, it protects
children from inheriting the HD gene by testing cells from
embryos before implantation in the womb.
Amelia was the first baby to be born at Edinburgh Royal Infirmary
following PGD – and one of the first in the UK.
Now a fun-loving five-year-old, the little girl recently started
8

primary school at Glasgow Academy
– and she has also completed a 5k fun
run with mum to raise funds for SHA.
Juliana said: “Amelia did really well at
the fun run and together we raised
more than £650, which was great.
She just loves school and we were all
so excited for her on that first day
when we put on the new uniform and
packed the schoolbag.
“To have Amelia is just wonderful,
she is amazing, bright, enthusiastic, funny and cheerful. She
is very special and Graham and I do tell her that a lot. We are
extremely proud of her and being a mum is the best thing ever!”

Family Branch/Support Groups

SPRING 2016

Families come together to celebrate 30th Anniversary
We love the beautiful benches gifted by
Family Branches in Edinburgh Lothian, Fife
and Tayside to mark SHA’s 30th Anniversary.
Thank you!
Unveilings have taken place at Drummond
Grange Nursing Home in Lasswade, Lothian;
Bandrum Nursing Home in Saline, near
Dunfermline; and Dalhousie Rumbling Bridge
Care Home near Kinross.

Edinburgh and Lothian, Lasswade
Bandrum in Fife

Colin Beattie MSP, Midlothian North and
Musselburgh, joined families and staff at
Lasswade. He said:
“I was delighted to unveil the commemorative
bench at Drummond Grange Nursing Home.
SHA is an important charity for people with HD,
and it was a pleasure to meet so many of the
people who are involved and wish them all the
best.”
Dina De Sousa, Chair of SHA Edinburgh Lothian
Family Branch and SHA trustee, added:
“We hope this bench will welcome many
individuals to have a seat and contemplate the
good things in life and bring positivity. It will
also serve as a conversation starter about HD
and raise much-needed awareness about this
silent disease.”

Tayside Rumbling Bridge

The second bench was installed by families in
Fife, who were joined by SHA HD specialists,
staff from Bandrum Nursing Home, and local MP
Douglas Chapman.

Tayside Family Branch: The branch has taken a break over the
summer – the next meeting will take place on Wednesday, 11
September.
Lothian Family Branch: The Branch welcomed Dr Stuart Ritchie
to their March meeting, during which he gave an update on the
current clinical trials. Later that same month, a family afternoon
was arranged by Dr Mary Porteous and the Edinburgh team during
which Dr Ed Wild, UCL HD neurologist, gave a fantastic talk about
the current clinical trials. April was AGM month in May it was games
night followed by a summer outing on the Edinburgh canal in June.
The weather was especially
great making it a super
evening. A new schedule is
being put together and the
next meeting will take place
on Thursday, 26 September
when Bruce and Rocio will
visit to talk about their
adventure in China
Fife Family Branch: Thank you to Fife
Family Branch for sharing this lovely
picture, taken at the Thrift Shop which
was open in May to raise vital funds
for the Branch. The Branch is planning
another one in November – just in time
for some Christmas bargain hunting!
The Branch also enjoyed a day out to
Hopetoun House in June, the stately
home with beautiful grounds on the
outskirts of Edinburgh.

Mr Chapman said: “It was an absolute pleasure
to visit Bandrum Nursing Home to help unveil
a bench on behalf of the families and friends of
those with Huntington’s disease.
“It really is an unforgiving condition that puts a
huge strain on families, and I’m so proud of the
families who have worked hard to raise funds
for the bench, and the specialists from Scottish
Huntington’s Association who are there for
families and patients in their hour of need.
“I hope that many people use the bench to
enjoy the views over the very best West Fife
countryside and that brings some tranquility
into their lives.”
The third Scottish Huntington’s Association
30th Anniversary bench was given by families
from across Tayside, who were joined at
Balhousie Rumbling Bridge Care Home by staff
and volunteers from SHA, care home staff and
Councillor Michael Barnacle.
Bill McLellan, Chair of SHA Tayside Family Branch,
said:
“We’re very pleased to donate this bench to
mark the 30th anniversary of the Scottish
Huntington’s Association, which provides a
valuable service to families across Scotland.
“We’d like to thank all our supporters and
volunteers who work so hard to raise funds to
allow us to help improve the quality of life for
those affected.”

Moray Support Group
The Moray group continues to thrive with 26 people attending
the recent quarterly meeting. Guest speaker Professor Zosia from
ARI gave an excellent talk and answered questions about recent
research.
Louise Lang, Moray member, attended the recent You, Me and
HD Ambassador training and will shortly commence visiting local
groups in the area to raise awareness, while Jock Savage and
Jock Anderson recently attended the Carers’ Conference. The
group’s fundraising continues with volunteers collecting £347
by holding an Asda bag pack recently. Thank you to Jock Savage,
Louise Laing and her daughter Penny who did the zip wire
challenge and raised £475.
And well done to Andy Watt, Nicola Sturrock, her sister Jenna
and friend Nathan. They ran the Aberdeen 10k race in under 55
minutes and raised an amazing £880!

Zipwire daredevils, bag packers and runners raising vital funds in Moray.

At the time of going to press,
arrangements including venues
and dates were being put in place
for other groups, including those
in Glasgow and the Highlands,
which we hope to share as soon as
possible.
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You can w
in
big with o
ur
Lucky Lot
to

Players are still in with the chance to win
£200, £50 and £25 every month – but
subscriptions are now reduced to £3 per
month! Our winners often get in touch to tell
us how delighted they are to have scooped
the jackpot, putting their winnings towards
holidays, special occasions or just a wee day
out for the family.

For example,

£3 will meet the cost of a life-saving
phone call to our out-of-hours helpline
by our partner Breathing Space
Scotland.
£6 provides an HD carer handbook
packed full of the tools, advice and
information to help people to give
their loved one with HD the best care
possible.

By playing Lucky Lotto, you will help to make
an amazing difference to the lives of people,
carers and families impacted by HD – and we
make sure every subscription goes a long way
to reach those who rely on us for support.

Email gemma.powell@hdscotland.org to sign up.

Our fantastic supporters have been pedalling, raffling, baking, climbing and

jumping out of planes. Thank you for putting the fun into fundraising, every penny

donated makes a real difference to the lives of HD families all over Scotland.
Bryan Sweeney,
Venice to Rome

When in Rome - Brian
loved his cycling adventure.

“I had a fantastic time
completing the Venice to
Rome cycle. We made it
to the Colosseum after
almost 500 miles of riding.
Incredible scenery, lovely
food and lots of hills. It was
a great adventure and nice
to know it was helping a
great cause.”

We would pedal 1000 miles...

Four friends cycled the length of the country starting down south
at Land’s End and finishing at the very north of Scotland at John
O’Groats. Johnny, Jim, Tam and Kevin completed this incredible feat
over 10 days and raised over £3750.

Stephanie Clarke Zurich raffle

Stephanie Clarke organised a raffle in the Zurich
offices in Glasgow. She worked really hard to get lots
of amazing prizes and it certainly paid off with the
raffle raising a fantastic total of £4517.60. Thanks to
everyone for their generous support!

Cheque it out... Stephanie, second from left,
presents the raffle proceeds to fundraising
officer Gemma.

Why not make a night of it?
Our volunteers constantly amaze us with their ideas to raise vital funds for SHA, and
we’re here to help you to think up new and fun ways to get people involved. Why not
organise a party night in your local community hall, bowling club or centre? You could
theme it around a seasonal highlight, for example, Hallowe’en, Guy Fawkes Night or
St Andrew’s Day. Or, for movie fans, a Disney, James Bond or an 80s Back To The Future
theme.
Another popular event is our Race Night featuring the fantastic Hounds For
Huntington’s package. We can advise on booking a venue, selling tickets and
organising a bar and catering, and our fundraising team will support you all the way.
We’ll even come along on the night to help make sure your event is a great success!
The Fundraising Team is already planning its calendar of events for 2020, so please get
in touch and let us know what you’re planning. That way we can help to spread the
word – helping you to reach as many people as possible to raise awareness and give
your fundraising an extra boost!
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SHA CALENDAR OF EVENTS

DATES FOR
YOUR DIARY

2019 is in full swing and we’re racing
through our programme of annual events
and challenges.
Zipwire
What a fantastic day we had! At the Ziptrek park in
Aviemore, 57 fab fundraisers from all over Scotland
took on our biggest challenge event of 2019. Nineyear-old Iona organised lots of fun things to raise
sponsorship money including a pyjama disco and a
bake sale at her Brownies. She also invited SHA youth
advisor David to her Brownies to give a talk. Iona
collected a fab £528.30 and raised awareness about
HD and SHA. Well done Iona.

My Zen Run
August/September 2019
Wing Walk
Saturday, 14 September 2019
Falkirk Wheel Abseil
Sunday, 15 September 2019

We had another fantastic year at the London Virgin Marathon.
Our team of five runners raised more than £11,500 – and they
had a great time too.
“The experience was absolutely fantastic, truly amazing. Do
you think there’s a chance I could get a place for next year?”
Jamie Coggins
“I was wondering if there are any spaces that I could grab for
London 2020? I’m keen to do this for the fourth year and break
the £10,000 barrier.” Steven Henderson
“Best experience of my life, loved it. Thank you for making it
possible.” Emma Heath
“Thank you again for the opportunity, it was a pleasure to raise
money for Scottish Huntington's Association.”
Neil Boyle, pictured

SH

Ar

e t e a for HD

Throughout June, SHA tea parties were held
across Scotland, helping to raise £2000 and
reach out to local communities. The feedback
has been so positive that we plan to run this
again next June – we’d love to have more
people get involved so watch this space.

Ben Nevis

On top of the world, our
Ben Nevis climbers.

Edinburgh Kiltwalk
Sunday, 15 September 2019

Brave Iona took part in our
Zipwire Challenge.

An amazing team took on the Walk of Hope Ben
Nevis Challenge in June. The climb was tough but
the weather was great and spirits were high. Sandra
Anderson, who walked in memory of her friend Jill,
said: “We were sore the next day but we all really
enjoyed the experience!” Sandra and her group raised
more than £1600.

Great Wall Discovery Challenge
Bruce, Rocio, Sharon and Stacey, our very own intrepid
explorers, flew to China to take on the Great Wall. The
five-day trek included many, many ancient stone steps
– some so old they were crumbling underfoot which
made for some very careful climbing. Sharon said,
“You need to do the China thing... words don’t do it
justice! Fun, awesome, brilliant!”
We hope to run another overseas trek in 2020 – email
your suggestions to fundraising@hdscotland.org

Dancing through the Decades
Saturday, 21 September 2019,
Pollokshaws Burgh Hall, Glasgow,
with Party People Video DJs.
The Big Sing
Sunday, 1 December 2019
Orchardhill Parish Church, Giffnock,
Strathallan Skydive
Saturday, 16 May 2020, Auchterarder
Visit https://hdscotland.org/get-involved/
fundraising/events-calender/
or email fundraising@hdscotland.org
for more information.

River City star pops in
Fundraising
Manager Dougie
Peddie was
starstruck when
River City’s Gayle
Telfer Stevens
stopped for a
chat at the Luss
Highland Gathering. Gayle, who plays Caitlin
in the popular BBC Scotland soap, was keen
to find out more about HD and the work of
SHA. “It was great to meet Gayle, who was
very supportive of what we do. I told her
the she’s welcome to pop in any time!” said
Dougie.

Skydive
It was a superb day at
Strathallan Skydive in
Auchterarder. The sun
was shining as our eight
daredevils – including
80-year-old Edna MacIver
and her colleagues Jennifer
and Charlotte – took to
the skies and raised nearly
£10,000. Fantastic!

High flying fundraisers
Jennifer, Edna and
Charlotte.
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Research

GENERATION HD1 (Roche)
If you subscribe to HD Buzz or follow the news on Headline (SHA’s regular research bulletin http://hdscotland.org/headline/),
you’ll know that Roche commenced its phase three trial of the Huntingtin Lowering drug, RG6042, in January this year, but then
halted the study to include an extra ‘arm’. You can find coverage of the story at this link on Headline (https://hdscotland.org/
headline/questions/roche-make-significant-change-to-generation-hd1-clinical-trial/).
Roche have now completed redesign of the study and recruitment has recommenced. In Scotland this means Dr Stuart Ritchie
at Queen Elizabeth University Hospital and Professor Zosia Miedzybrodzka at Aberdeen Royal Infirmary are now recruiting
patients to participate. Patients will be recruited from ENROLL participants and only in small numbers (four in Aberdeen, eight in
Glasgow).
Although there has been a short delay in the trial, the inclusion of a group of patients who will receive the active drug just three
times per year is an important one as it will test how long the drug remains active between treatments and if it turns out the
interval can be several months, and the drug still works to improve or delay the symptoms of HD, it will mean fewer trips to the
hospital.
The study is set to run now for two years with a further year for analysis of all the data and we are excited to see the result.

Pointing the finger at the HD gene
While the current focus of research is on the Huntingtin Lowering therapies,
researchers continue to work on other ways of treating HD. An international
group of scientists has completed some work on the HD mouse model and
demonstrated it is possible to ‘edit’ the genetic change that causes HD. The
technique is called Zinc Finger Protein Transcription Factors (ZFPs) – essentially
microscopic molecular machines capable of snipping out pieces of DNA.
The technology has two elements: an enzyme which can snip DNA and a
‘targeting’ molecule (which is also made of DNA) which tells the enzyme where
to make the right cuts. It is capable of precisely editing out the extra CAG
repeats that we know cause Huntington’s disease, removing them from each
and every cell.
The type of work this group of scientists conducted is called ‘pre-clinical’
research; and further work of this type is needed in larger animals, like primates
before human studies could be considered. Although the technology is very
exciting, scientists don’t yet know all the risks and one concern might be that
the ZFP targets the wrong gene.
There is a way to go before we see this technology helping people with HD, but
it is amazing to know scientists are working on a range of new approaches to
treating HD.

