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#youandmeagainstHD
Find a friend to fight HD

Our new campaign #youandmeagainstHD aims to increase our supporter base by three by 2020. It’s easy to get
involved. Tell three friends who don’t already know about Huntington’s disease or the work of Scottish Huntington’s
Association. Ask if they’d like to get involved to help raise funds for our work. It only takes a minute to sign-up on our
website home page at www.hdscotland.org Click on the #youandmeagainstHD logo and the Sign Up to hear more.
You can also watch the video appeal featuring SHA patron Sarah Winckless MBE, who is backing
our campaign. Sarah says:

“SHA really do a world class job. We need funds and
resources to help us keep pushing the barriers and
continue to be the best at supporting families in
Scotland. Last year just 750 people raised £250k.
Imagine what we could do with three times the
support!”
>>>Continued on page
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Follow us on Facebook scottishhuntingtonsassociation on Instagram scottishhuntingtons on Twitter @scottishhd
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Continued
from page 1

The video also features two family members telling
their personal story and appeal for others to get
involved. Here is an excerpt of their online stories:
Staccy “My Huntington’s disease comes

from my grandfather’s side of the family.
He passed it on to my mum and I inherited
it through her. At just 19, I was rushed into
hospital for a gene test when I was pregnant
with my first daughter. I knew I was at risk
because I had watched my grandfather die
from it and how it had affected my mother.
I don’t see any point in hiding this illness
away. I’ll talk to anyone about it. I’m trying
to be as open as I can about HD. The more
people know, the greater the understanding
will be. People will see the impact it has on
families and maybe more will be done to
fund research.
Everyone should have the support
network that I have. It’s not just medical it’s
emotional. My HD specialist, my doctor, and
my geneticist they are all there providing a
framework of support.”
Lisa “I only found out that I had HD five years

ago. It runs in my dad’s family, but he was
adopted, so there are no other cases of it in
the wider family, so it came as a real shock. I
didn’t have any contact with my dad since I
was 18, so didn’t even know about him being
ill. We got a phone call from the hospital
on a Saturday afternoon to say that he had
been diagnosed. I’d never even heard of HD
and he said not to look it up on the internet
as there was so much false information out
there.
The care I get from SHA can’t be provided
without funding. Everyone who has HD
should have the support I have, but I know
from talking to others this is not the case.
We need to be open and tell everyone about
this disease. If people don’t know about HD
we won’t be able to explain why we need
more money and the difference the support
we enjoy can make to families living with the
condition.”

Our thanks to Sarah and our gratitude to Staccy
and Lisa for talking so openly about their family
history and their daily lives living with HD.

The American
visitors

A team of neurologists and
social workers from Vanderbilt
University Medical Centre HD
Centre of Excellence visited
Scotland recently to learn about
the SHA’s model of care and
support for HD families. The
visitors met with staff and families
throughout Scotland on a four
day trip to inform work with their
own clients back home in Tennessee.
The visit commenced with a day in SHA National office, where the team
was updated on the history of SHA, followed by an introduction to our
full range of specialist services and the National Care Framework.
Day two was split between the HD Research Clinic at Queen Elizabeth
University Hospital, and the HD Management Clinic in Lanarkshire. Day
3 was a planning day and day 4 was split between Fife, Lothian and
SHAYP teams where they accompanied our Youth and HD Specialist
staff on client visits.
The team gained huge insight into the whole family approach to care in
Scotland. Both families and patients were given time with medical and
care staff in the best setting for them. The team are looking at what
they learned on their trip to Scotland to see what they can implement
to improve outcomes for HD patients and their families.
The meeting is further evidence of the positive international reputation
of SHA’s services and, we hope, beneficial to our new friends from
Tennessee and the HD families they work to assist.

HeaDline

eHealth
campaign

We are launching a new space
on our web site called HeaDline,
which will provide ongoing
updates about clinical research in
Huntington's disease, particularly,
Huntinton Lowering (gene
silencing) Therapy.

Updates will be beamed regularly
to the email inbox of those who
subscribe to the service (it is totally
free) and news will also be promoted
on our Twitter and Facebook
channels. The new pages will provide
an opportunity for subscribers to
post questions about clinical trials and receive an answer from one
of the SHA team. Since much will be happening over the next couple
years and beyond, this will be a great place to provide information and
engage with people living with HD about how clinical trials will impact
on Scottish families.
You can view the site which is already populated with information at
https://hdscotland.org/headline/
A huge thanks go to Jak Burns and Spen Hanley, both students from the
University of the West of Scotland, who built the new section of the site.
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John Eden,
Chief Executive Officer...

Until the penny drops…
If you follow Twitter,
you will know
colleagues from 		
the Huntington’s 		
Disease Association
of England and Wales and
I attended Parliament on
Wednesday the 21 February,
2018 to meet Treasury Minister John Glen to discuss the
difficult issues around access to insurance for people
with a genetic risk for HD and people who have a positive
gene test or are symptomatic. I know it’s an issue which
provokes strong feelings in the HD community; getting
life insurance is just one more battle in your personal war
with HD.
The Insurance Industry works, not on the basis of rights, but
on the assessment of risk and it’s driven by the decisions
of actuaries who spend their working lives calculating the
statistical probability of you or I developing a given health
condition. The decisions are inevitably weighted in favour
of insurance companies; they are, after all, in the business
of making money. Trust me when I say HD is not alone in
experiencing the blunt end of this process.
Fifteen years ago my partner Raymond and I applied for
joint life insurance and because we are both gay men, the
process demanded we took an HIV test. It was an intrusive,
embarrassing and unnecessarily clumsy piece of bureaucracy
which failed to recognise a simple truth: membership of a
particular group does not reliably predict individual risk.
Neither Raymond nor I were any more at risk of contracting
HIV than anyone else in the general population. By treating
gay men differently than everyone else, insurers were guilty
of discrimination. Fortunately, and largely because of the
efforts of HIV charities, this practice has now stopped.
I believe people living with HD are also being treated
differently than everyone else. I have to put my money on the
table and state, this isn’t because insurers won’t insure people
who have HD or demand higher premiums for those with
the genetic risk willing to brave the potential rejection of the
insurance market. Anyone with a health condition faces those
challenges. What is crucially different for people who have HD
is that they are not being offered the possibility of insurance
against other health conditions like cancer or heart disease or
diabetes and unfortunately having HD does not preclude you
from developing any of those.
The insurance industry seems muddled in its understanding
of the genetic risk of HD. We were contacted just this week
by a young woman whose mother has HD. She hasn’t been
tested and wants to put in place life insurance; several
applications later she has not been accepted by a single
insurer. Yet the simple fact is she is a healthy young woman
who has only a statistical probability of having the HD

gene and could easily be offered some level of insurance;
even if she has to pay higher premiums, providing they are
affordable, the resulting peace of mind is worth its weight in
gold.
The solutions to this unacceptable state of affairs are varied.
The insurance market itself could create more suitable
insurance products and as I suggested earlier, they might
limit cover to conditions other than HD. Products which cap
the level of cover, even if at a higher cost, as long as they
remain affordable would also make a difference. What might
really help is if insurers invested time engaging with people
living with HD and make an effort to understand the nuances
of this complex condition so they are better able to make
decisions. SHA and HDA think that the current moratorium on
genetic conditions provides no meaningful protection and it
hasn’t been reviewed since 2012. Undertaking a review in the
light of what we have learned about the HD gene in the last
six years would be a very positive step.
Is that enough? That largely depends on the response of
the insurers and I think there is a more profound issue. The
UK’s equalities law is a potent piece of legislation. Under it
there is currently no protection for those with a genetic risk
for HD. There is a legitimate debate about whether genetic
status should be treated as a protected characteristic because
insurance is only one area where people potentially face
discrimination, but that’s another conversation. Meanwhile,
for people with symptoms of HD there is protection, and
the Equalities Act (2010) says, ‘You must not treat someone
unfavourably because of something connected to their
disability where you cannot show what you are doing is
objectively justified.’ I am certain this would be a complex
legal debate, but I think there is a testable legal principle. It is
common for insurers to specify they will not cover suicide in
people with depression and the same approach is applied to
other health conditions, so why not apply the same principle
in HD? I suspect it is because insurers have such a poor
understanding of the condition they would rather simply be
conservative.
The legality of their approach could be tested in two main
ways. The Human Rights Commission could be invited to
examine the issue and if they shared this view, could consider
a test case. A private, civil action could be brought against
an insurer who was deemed to have breached the equalities
legislation, but neither route is straight forward.
Our best option now remains to engage with insurers
and try to find a win win solution which results in better
and fairer treatment of people with HD and in particular
to press for changes to the Association of British Insurers
voluntary moratorium. Perhaps in the midst of constructive
conversations about the fairness of the existing system and
the subsequent impact the penny might finally drop.
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SHAre

Travel Insurance
Information

In issue 81 of SHAre we pub
lished
information for people regard
ing
insurance cover. Below is som
e further
information. Full details are on
our
website at http://www.hdsc
otland .org/
insurance-information

Getting travel insurance is a common problem for people who have HD. We’ve had some
discussion with Just Travel Cover who specialise in advising people with pre-existing
medical conditions.
www.justtravelcover.com

Just Travel

http://arc-protect.com

Arc-Protect

is an insurance broker who will
place business with a number
of companies
Compare no age limit medical
travel insurance at Just Travel
Cover. Single trip, annual,
family and cruise holiday cover
available.
If you quote the code
HDSCOT8, you will get an 8%
discount on the premium.

Is an insurance broker. They
cover HD, and recently guided
a person to an over fifties
policy.

Just Travel Insurance has a
partner called the Insurance
Surgery who has experience in
placing insurance for people
with medical conditions.

Most providers offer no health
checks so any previous or ongoing health issues wouldn’t
be an issue and they offer
guaranteed acceptance if you
are aged between 50 – 80
years old.

Just Travel Insurance has a
partner called the

Insurance Surgery

who has experience in placing
insurance for people with
medical conditions.
www.the-insurance-surgery.
co.uk/
Leading experts providing
competitive Life Insurance &
Travel Insurance for healthy
people, pre-existing medical
conditions, jobs and sports
Contact Matt via email at
matt@theinsurancesurgery.
co.uk
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Over 50s cover simply leaves
your loved one’s money
when you die. It can provide
your family with a lump sum
regardless of any health
concerns.

So, if you are 50+ it could be
something to consider….
Benefits of an Over 50s policy
•
Guaranteed acceptance
•
No medical
•
Cash lump sum for your
family
•
Available to UK residents
ages 50-80 years old
For a no obligation quote
contact: Daniel Lee
01748 889691 email:
daniel.lee@arc-protect.com

Life
Insurance
“Life Insurance
is generally
one of the most
problematic areas
of insurance and
SHA are aware
of brokers who
indicate they
have a specialism
in medical
conditions.”
Cura Special
Risks Bureau

www.specialrisksbureau.
co.uk/health-conditions/
huntingtons-disease
Life Insurance, Critical Illness
Cover and Income
Protection for people with a
family history of
Huntington’s disease.
They have a specific page
about HD on their web site.

www.uklifeinsurance.co.uk

AIG
America International Group
Inc, more commonly known
as AIG in the UK, is a Global
provider of Insurance and
Financial products.
AIG Over Fifties Life Plan
The Over Fifties Life Plan will
pay out a single lump sum
when you die. This product
meets your demands and
needs if you want to leave
some money that could be
used towards the cost of
your funeral or to allow you
to leave a sum of money
to your family or friends if
you die. The amount we
pay out when you die will
become part of your estate.
Your family may have to
pay inheritance tax if the
value of your estate is higher
than the inheritance tax
threshold. You may wish to
place your policy in trust
to help mitigate the effect
of inheritance tax. We
recommend that you take
professional advice before
setting up a trust. For any
enquiries about the Over
Fifties Life Plan: call
0345 600 6820 email
enquiries@aiglife.co.uk

SHA has no commercial relationship with any of these companies and we cannot
recommend them, endorse their products or guarantee they will provide cover.
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HD Adult Clinical Services
Karen Sutherland, Operations Manager
It has been a difficult start to the
New Year with all teams across
Scotland battling with the adverse
weather conditions and struggling
to get out and about to their visit
or even into work at all. All staff
did a tremendous job in ensuring their services were
available to those who required it most.

The Ayrshire Service is delighted to be hosting the launch
of the Ayrshire and Arran HD Care Framework on 23 April
2018. Shona Robison, Secretary for Health and Sport will be
in attendance. The launch of the Framework in Fife will take
place in May. Followed by Grampian in June. Localisation
of the framework is ongoing in Glasgow, Lanarkshire and
Lothian. The remainder of the North East areas planned to
have their frameworks developed as 2018 progresses.

What fantastic news it was to hear IONIS pharmaceuticals
announce they are developing a gene silencing drug
currently known as IONIS HTTrx and that they have
completed a successful phase one clinical trial with very
promising results. That was a great start to 2018.

All in all it looks like a very exciting year for the HD families
and SHA is also very privileged to be involved.

The Huntington’s disease Specialists will not be involved
in any new clinical trials, nor any of the decisions relating
to them. However, HDS across all services in Scotland are
preparing to support HD families who require updates and
information regarding the trials and will assist anyone who
wishes to sign up and register onto HeaDline (see page 2).
They will also be encouraging and providing information to
anyone who has not already signed up for Enroll-HD. Whilst
this will not guarantee access to future clinical trials, it is
considered useful to be registered as a first step.

New Staff

Other news

Gillian Blair gave birth to a beautiful baby daughter, Evie
who was born on 18 January. Congratulations to the family.
Grampian has said goodbye to their admin worker Mary Cho,
who has proven invaluable to supporting the local Senior HD
specialist, Liz Fraser. Work is underway to replace Mary, but
she will be a tough act to follow.
We were all very sad to see Liz McConnell leave on 31
January. She will be sorely missed. We wish her good health
and success in wherever her new journey takes her.

Lynn Garrett - Assistant Operations Manager
I Joined SHA in January 2018. Originally from Cheshire and having a great passion for the
mountains of Wales, I found the move to live in Scotland 14 years ago an easy road to take. My
nurse training began in Liverpool in the early 90’s. Since then I’ve achieved a Ba in Community
Care, a District Nurse certificate and a Masters in Health and Wellbeing and am currently
undertaking a Scottish Improvement Leadership certificate.
Working broadly in Health and Care across England and Scotland, with experience working
as a specialist practitioner in the community, project manager and engagement officer, I am
passionate about patient involvement in people’s care.

Norma Henderson - Fife Admin/Resource Worker

My background is in admin and I have worked in all different areas, including telecommunications with
British Telecom back in the day when it was a local service, which included calls for the emergency
services and National Art Collectors Fund, before starting with the NHS 3 years ago, which I have
thoroughly enjoyed.
I was delighted to start working with SHA in January of this year and have had such a lovely team to
work with here in Fife. I have managed to meet a few of the North East Team and have been over to
Lothian to meet with Shona Cumming and the team and received such a warm welcome from all,
everyday is a learning curve and I enjoy every bit of my new role.

Jackie Webster, Lanarkshire Admin/Resource Worker

I have been admin/resource for the Lanarkshire team for the past six months. My background
included various administration posts with the NHS within Mental Health. I have enjoyed getting
to know SHA clients by telephone and building relationships with them. To date, I have gained
a good knowledge of Huntington’s disease and the impact it has on each of our client’s lives. I
have been made to feel extremely welcome by all SHA colleagues and I am really enjoying both
working and learning from Lanarkshire HD Specialists, Linda Lucas, Rhona Vernon-Smith and
Dr Alison Gordon, Consultant Psychiatrist.
5
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SHAre
Research Update on Huntington Lowering
Therapy (formally gene silencing drug)

Results of ground-breaking importance for
Huntington’s disease patients and families
Ionis Pharmaceuticals launched the first ever trial of a
huntingtin-A research team at University College London’s
Huntington’s Disease Centre (UCL) investigating the first
potential treatment for Huntington’s disease announced
in December 2017.
Huntington’s is caused by an error in a section of DNA called
the huntingtin gene. Normally this contains the instructions
for making the huntingtin protein, but a fault in the gene
damages the protein. The new treatment is designed to
‘silence’ the gene.
The research team at University College London, led
by Professor Sarah Tabrizi, say there is now hope the
degenerative disease can be stopped.
It took over a decade of pre-clinical development before the
first human trial of the huntingtin-lowering drug could begin
in 2015, and experts say it could be the biggest breakthrough
in neurodegenerative diseases for 50 years. But the scientists
caution that the research is at a very early stage and that while
it isn’t a cure, it is a step closer to being able to delay the onset
of the disease’s symptoms.
The experimental drug, which is injected into spinal fluid,
safely lowered levels of the toxic proteins in the brain during
its first human trail, which involved 46 participants with
early stage Huntington’s disease at 9 study centres in the UK,
Germany and Canada.
During the trial, sponsored by Ionis Pharmaceuticals, each
patient received four doses of either the drug IONIS-HTTRx or
a placebo. As the trial progressed, the dose of the drug was
increased. The completion of the trial showed the drug was
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safe, well tolerated by patients and importantly reduced the
levels of huntingtin in the brain.
The results have been hailed as ‘enormously significant’
because it is the first time any drug has been shown to
suppress the effects of the huntington’s mutation that causes
irreversible damage to the brain. Current treatments only help
with symptoms, rather than slowing the disease’s progression.
Professor Tabrizi, Director of the UCL Huntington’s Disease
Centre and IONIS-HTTRx Global Chief Investigator, said:

“For the first time a drug has lowered the level
of the toxic disease-causing protein in the
nervous system, and the drug was safe and
well-tolerated. The key now is to move quickly
to a larger trial to test whether the drug slows
disease progression.”
As a result of these successful outcomes, Ionis’ partner, Roche,
will take on the development of the drug.
If you would like more information about getting involved in
Huntington’s disease research visit www.enroll-hd.org
To read about the science behind this major breakthrough
and what it means for the Huntington’s community, take a
look at en.hdbuzz.net/249
The research is supported by The National Institute for
Health Research (NIHR) University College London Hospitals
Biomedical Research Centre. The centre is a partnership
between UCL and University College London Hospitals NHS
Foundation Trust funded by the NIHR to translate scientific
breakthroughs into better patient treatments.
Article edited from UCL news December 2017

The phase one/two trial has concluded and IONIS and Roche will now work together to establish a
phase two/three trial
The ‘gene silencing drug’ (better referred to as Huntingtin Lowering Therapy) was very safe over the
period of the trial
The trial showed a direct relationship between the dose of the drug and the degree to which it
lowered the levels of ‘faulty’ Huntingtin (name of the protein produced by both the normal and faulty
copies of the HD gene)
Levels of reduction were very significant – between 40% and 60%
The target level at which IONIS believes the drug will have an effect on symptom progression is 50%
We expect the next trial to begin early 2019. This trial will measure the effect the drug has on
symptom progression
The data supports the information released by IONIS prior to Christmas that there is clear evidence
that this drug reduces the levels of faulty Huntingtin and optimism that this will have an impact on
symptom progression
SHA is working to try to bring clinical trials to Scotland, but it is likely only a small number of people
will be able to join and we will keep everyone up-to-date
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European backing for Care Framework as first local
versions go live
The SHA led National Care
Framework for HD has received a
boost from the European
Huntington Association.
Astri Arnesen - President of the
European Huntington
Association - has backed the
Framework, saying:
“I have to congratulate you with this great work! You have
managed to create a wonderful resource. The structure and
design makes it easy to use and gives a very good overview.
It makes great sense and you cover a fantastic wide range of
topics that are relevant for people in different phases of the
disease. I am more than willing to recommend the resource
and I regard it to be useful beyond Scotland’s borders.
“The Framework stands out to me as an invaluable resource
on how to deal with HD. It is exactly what we need: not just
information about HD but insight on how life with HD can
be and how it can be managed, whether you are impacted
by HD directly or a relative, friend, colleague or anyone in
touch with an HD family. The framework manages to cover
the immense complexity of the disease in a very structured
and straightforward way. A wonderful tool – hereby warmly
recommended. I hope it will be widely shared and used!”

This latest vote of confidence for the Framework comes as the
first three localised versions go live. Readers in NHS Ayrshire &
Arran, NHS Fife and NHS Grampian can now access a version of
the Framework that has been specifically tailored for their area.
These can be accessed by visiting care.hdscotland.org and
selecting “Regional Frameworks.” HD families and staff in these
areas are strongly urged to make use of these new resources to
help drive up standards of care and support. Families and staff
elsewhere are urged to continue using the National Framework
until their local version is ready.
Work on the next localisation phase continues in NHS Greater
Glasgow & Clyde, NHS Lanarkshire & NHS Lothian. The process
is well underway in each area and is on course for completion
during the summer of 2018. Thereafter attention will turn to
working up localised Frameworks for the remaining mainland
NHS board areas.
If you have any questions or would like to be involved in
development work in your area please contact SHA National
Care Framework Lead, Alistair Haw, at
alistair.haw@hdscotland.org
The National Care Framework can, as always, be viewed at:
care.hdscotland.org

European Huntington’s Disease Network Plenary Meeting

Every second year, European Huntington’s disease network (EHDN) hosts one of the world’s largest
conferences dedicated solely to Huntington’s disease. The upcoming EHDN Plenary Meeting will
take place in Vienna, Austria, 14-16 September 2018. The Meeting venue is the Austria Center
Vienna, a conference centre in Vienna’s international business district, Donaucity. Registration and
abstract submission for the EHDN2018 Plenary Meeting will open in Spring 2018.
For requests please contact ehdn2018@euro-hd.net. The conference is open to everyone but is
entirely self-funded. If you are a member of EHDN, they will cover 400euros to cover costs.

SHA Short Breaks
Fund Grant

The charity provides grants of up to
£500 to enable families living with
Huntington’s disease to have a break.
Grants are available to people living with
the symptoms of the condition, carers
and young people. To apply for a grant,
contact your local Huntington’s Disease
Specialist Service, or Colin Wilson at
colin.wilson@hdscotland.org telephone
no. 0141 848 0308. Applications should
be submitted by close-of-business on
Wednesday, 2 May.

Carer Conference

This year’s Carer Conference theme
#youandmeagainstHD, is being
held on Tuesday 8 & Wednesday
9 May at the Golden Lion Hotel,
Stirling. The focus of the conference
will be highlighting resources,
whether practical or information to
increase the ability to live positively with HD. By enhancing coping mechanisms for
carers, awareness of the impact on relationships, by having tools to hand, contacts
to call, plan for crisis we hope to encourage those living with HD to live positively.
The programme includes speakers and demonstrations, but the main focus will
be an exhibition rather than workshops. The event will also include all teams from
Scottish Huntington’s Association to show our collaborative working and strengths.
Conference programme and invite will be sent out shortly.

Family Conference
SHA Family Conference is being held on Saturday 20 October 2018, from 9am - 4.30pm at Carnegie
Conference Centre in Dunfermline, Fife - http://carnegieconferencecentre.co.uk/
The programme is yet to be finalised, but we hope to be hearing from, amongst others, Dr Stuart
Ritchie with a ‘Huntington Lowering Therapy’ update, John Eden and Catherine Martin will present
on ‘How Scotland is preparing for new HD treatments’, Astri Arnesen, President of the European
Huntington’s Association (EHA) on ‘EHA, its work and perspective on new treatments’ and Jimmy
Pollard CHDI ‘Just Jimmy; changing the world one relationship at a time’.
77
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Fundraising Group
Family Branch/Support

Kirsten Walker, Senior Specialist Youth Advisor
gives an update on SHAYP
Isobel Darroch - Branch/Support Development Officer
(Scottish Huntington’s Association Young People)
A fantastic turnout of 27 people attended a Moray HD
support group at the Inkwell in Elgin on Friday 16 March
2018. They were eager to hear of the new proposed HD
support in Moray, as they are all too aware of the lack
of HD support in the region as opposed to adjacent
Highland and Aberdeenshire.
Within NHS Grampian the Moray Health & Social Care
Partnership (HSCP) had declined to fund or engage with HD
Specialist services for several years, which was an issue SHA
and others sought to resolve. They did, however, agree to
participate in the Care Framework localisation process. Moray
consequently met with SHA, the HD Clinical Lead, and HD Specialists.
To gain a greater understanding of families living with HD in Moray, Moray HSCP commissioned a survey of four families; three
in Moray and one in Highland. Subsequently they have now agreed to; • Create a multi-disciplinary network to support HD families
• Hold local HD Management Clinics run by the HD Clinical lead, supported by a Moray based Lead Occupational
Therapist (these clinics are now taking place)
• Have a single point of contact for HD related enquires
• Spot purchase SHA Specialist Services as and when required
The group were delighted to hear of this proposal, and now feel motivated to take it a stage further and use every means
possible to obtain equality of service with neighbouring Aberdeenshire and Highland. Their first action is to lobby support
from local MPs.
A huge thank you to family member Brian Watt who covered the cost of the venue and refreshments. Brian commented
“It really was wonderful to see so many folk turn up to the meeting. I feel very empowered and energised to take our
case forward and meet with local councillors to fight for better support for HD families in Moray”.
The group is holding another meeting in Moray at the end of May, times and venue to be confirmed. If you would like to come
along and support the group, please contact me on 0141 848 0308 or email, isobel.darroch@hdscotland.org

Family branches
FIFE is holding their first meeting of the year in April, when they hope to elect a new branch committee. All welcome to attend
and offer support for the continuance of this established branch. GLASGOW meetings continuing at the Wedge, in Pollok on
the 4th Tuesday of the month. All welcome. LOTHIAN meeting was cancelled in February due to the winter weather conditions.
A planned outing to Dobbie’s Garden centre for coffee and a gardening demonstration was postponed. They will be holding
their AGM in April, with a games night in May. Their June summer outing is to be confirmed. TAYSIDE branch is continuing well
with huge efforts to support the pop-up shop, which will be opening its doors again for another bumper week in April.

Support Groups
AYRSHIRE CARERS met at the Holistic centre in Troon for a
very informative and lively meeting. They plan to continue
meeting there for the time being. GLASGOW CARERS next
meeting will be in May at the Milnbank Housing Association.
GLASGOW SYMPTOMATIC group welcomed a few more
people to their meeting, their next meeting is 16 April, also
at Milnbank Housing Association. GRAMPIAN was joined by
Liz Fraser, senior HD specialist and Katrina Lovie, Financial
Wellbeing Officer who updated them on what’s happening
in Grampian. HIGHLAND meeting in March were delighted
with 14 people attending. A few from the new Moray group
were keen to go along and see how they operate there. They
were warmly welcomed and enjoyed home-made cakes and
biscuits, which is always a great incentive for them to come
back next time! TAYSIDE symptomatic runs every 2 months at
present at Carnoustie golf hotel. The next group meeting is on
3 May 2018. Group members are pictured opposite with their

personalised frames,
which they made at the
meeting.
Sadly, RENFREWSHIRE
support group, which
had been running
very successfully for 7
years, no longer meet
regularly in Paisley,
due to falling numbers. A huge thank you to Margaret
Moncrieff for her tireless work in encouraging family members
in Renfrewshire and the surrounding area to support the
monthly meetings. Margaret continues to meet informally
with the remainder of the group on a social level to offer
mutual support.
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SPRING 2016

SHAyp

As you will see in the next few articles, the fun
at SHAYP never ends! From our post-Christmas
activity trampolining to our group sessions
in February, it has been an action packed few
months!

Visit from James O’Connor, HDA

SHAYP staff and young people were privileged to have a visit from
James O’Connor who has started working with Huntington’s disease Association
of England and Wales. James was looking to find out more about the work
SHAYP does and how we support young people living in families impacted
by HD. James was particularly interested in our group work and came along
to our group session in February to learn more about what we do, how we do
it, why the young people attend and what benefit they receive from it. James
left Scotland with lots of ideas to develop his service in England and Wales and
we look forward to working more closely with him over the coming months maybe they’ll even make an appearance at Summer Camp! If you have any ideas
on how we can promote closer working links with Youth Service in England and
Wales, be sure to let your Specialist Youth Advisor know.

Edinburgh & Lothians 18+ Get Together

Trampolining Triumph

Following on from the Christmas holidays, SHAYP enjoyed
a day out at JumpStation in Livingston with 31 young
people. For those who have never been trampolining it is a
great work out and incredible fun. The young people had a
fabulous time (even if they were a bit flushed and tired out)
and rated the activity as “great”, “best fun I’ve had in

ages” and “loved it, loved it, loved it”.

After everyone’s energy was expelled at the trampoline park
we visited a local buffet and enjoyed tasting delicacies
from around the globe. It was a tremendous day
out and one which the young people didn’t want to end.

SHAYP met with the 13+ group in
Edinburgh during the school February holidays. 9 young
people from all over Scotland met up for a day of group work,
games, food and hanging out. On discussions on the recent
huntingtin lowering research announcements, the group
displayed remarkable maturity and support for each other
during the session and despite the subject still managed to
keep everyone smiling! An afternoon session on the group’s
views and opinions on the support they have received from
SHAYP, will be evaluated and provide key information for
SHAYP to use in future funding applications.
Comment from one of the group members about huntingtin
lowering –

“I think that it means that if any of my siblings
or I have the gene, we could hopefully get
access to it (huntingtin lowering treatment) and
it would all be Ok. Excited, nervous, hopeful”

Dates for your Diary

9 - 11 April		
12 April		
9 - 13 July 		
15 October		
16 - 18 October
9 - 11 November
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SHAYP is looking to host a social evening in the near future for young adults
from aged 18 – 25 years. The aim of the evening is to have the opportunity to
meet other young adults who are either at risk or not yet symptomatic who
live in the Edinburgh & Lothians area in a relaxed setting, have some food and
hopefully make some links with others who also have HD in their lives. A date is
yet to be confirmed, but we are looking to meet in the evening, somewhere in
central Edinburgh. If you or you know someone who is 18 -25 years and would
be interested in attending this SHAYP 18+ get together, please contact Pete on
07538 951 425 or peter.carruthers@hdscotland.org
SHAYP's latest 8-12 Group, held in Edinburgh during February, was a great
success. 13 young people came along to learn more about the Human Brain;
what it does, how it helps us, and what can happen when it doesn't work as well
as it should.
Through a series of fun games, illusions and activities they were able to explore
the different regions of the brain and what they are responsible for. The young
people thoroughly enjoyed the session and the day with one commenting
"I didn't really know too much about the brain. It's good to find out what
happens to it when someone has HD" and another "What a fun day; I liked
learning about the brain and having pizza!"
In April, SHAYP will be taking 16 young people away for our annual 8-12
Residential to Auchengillan Outdoor Centre near Milngavie. Look out in the
next issue for some pictures and an update on how we got on.

Farewell to Laura Maguire who left SHAYP in February after almost
11 years. Laura was a fantastic asset to the team and with her unwavering
support she helped the service grow and develop to be the world leading
resource that it currently is. She had a wonderful approach with
the young people and developed great relationships
with them; and will be missed by SHAYP staff, SHA
staff and young people alike. We wish her good luck
in her new challenging job.

8-12 Residential
13+ Group
Summer Camp
8-12 Group
13+ Residential
18+ Residential

Social media

To be kept in the loop of SHAYP
updates remember and add
SHAYP to your list of liked
Facebook pages.
9
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Fundraising
Reflecting on the work of the
Fundraising Team over the past
financial year. It was another great
year for Fundraising.

Income from Individual and
Regular Giving

These areas of fundraising have been
extremely successful this year. Legacy and
In Memoriam income gifted nearly £35k.
The Lucky Lotto continues to provide a
regular source of income for the charity
with three lucky winners receiving £200,
£100 and £50 each month.

Corporate Partnerships

New corporate partnerships with Zurich
Insurance and the Glasgow Freight Club
raised £13k. In total over £25k was gifted
last year by our corporate supporters, for
which we are truly grateful.

Trusts and Grants

Although it has been a difficult year for
our Trusts and Grants Team, over £164k
was raised from Charitable Trusts. The

largest single donation received was
£20k from the Shared Care Scotland
Creative Breaks Fund for the SHAyp
Summer Camp 2018.

EBay Store

Unfortunately the expenditure for the
online store exceeded income from sales,
so a decision was taken to close the store
in January 2018. A big thank you to all
our donors who supported the eBay
store over the past few years and helped
raise awareness about Huntington’s
disease; we even had buyers from as far
away as Russia, the USA and Australia!

Volunteer Led Events

Over £87k was donated by supporters
across Scotland who organised events
and gifted the money to SHA. Mary
Cunningham and her pop-up shop
volunteers in Blairgowrie continue to
be our top supporters. The following
fundraisers get a special mention as
they all raised more than £1k each:- Gail
Menzies (Ethiopia Trek), Sally Lemon,

Melanie Lamb, Lucy Fraser (Three Peaks
Challenge), Ronald Whytock (Perth
Charity Gig), Yvonne Rennie (70s/80s
Night), Janice Forsyth (60 Day Exercise
Challenge), and Heathfield House Care
Home (Scoville Challenge). We can’t
thank everyone who donated here, but
if you organised a fundraising event last
year we really are grateful.

SHA Events

The Fundraising Team worked extremely
hard this year developing new events
and activities. Some of the most
successful of these included the London
Virgin Marathon, our SkyDives, and
Kiltwalks.

Plans for next year

The fundraising team has already
produced a full calendar of events
activities for 2018 which we hope
you will enjoy. Gemma is also taking
registrations for our Overseas Trek to the
Great Wall of China, Beijing in April 2019.

Spring forward into 2018 with loads of individual ways to help beat HD!
We have some great new ideas coming
for Individual Giving in 2018-2019, for
every season and every pocket!
In April we’ll be launching the SHA
jam jar challenge! We send you a super
sparkly sticker to add to an empty jar (it
doesn’t have to have held jam. Any jar
will do!) and you transform your jar into a
special SHA themed moneybox. We’ll be
asking you to pop your spare change in
your jam jar over the rest of the year, and
when your jar is full, send it in to SHA to
make a massive difference.
Over the summer we will ask you to take
the Poverty Pledge. For one week, track

how much you spend on groceries. Tally
it all up and write it down. Then the next
week, you try and live below the line.
Millions of families in the UK, including
more than 30% of HD families, live in
poverty. Worse than that, many families
across the world, and some in the UK, live
in absolute poverty often having to feed
themselves on only £1 per day.

with recipes and handy hints. Go on! You
can give it a go!

For five days, we are asking that you take
the Poverty Pledge. You feed yourself
and your family on £1 per person, per
day (covering all meals) and then at the
end of the week, you take the money
you’ve saved by doing this and donate it
to SHA. We will support you all the way,

We hope you’ll want to get involved and
have as much fun with these campaigns
as we will.

Ride the Clyde Bridges

A great big thanks to the 19 riders who turned out on
Sunday 25 March 2018 to ride all the Clyde bridges to raise
money for Scottish Huntington’s Association; it was truly
#youandmeagainstHD all the way.
Mustering at TESCO supermarket near Dalmarnock Bridge, the
riders started the 31 mile route at 10am aiming to be at the
refreshments area by 12noon in Bowling Harbour. After being
fed and watered, the riders climbed the highest point on the
route over Erskine Bridge and back. They then followed the
Forth and Clyde Canal east to Speirs Wharf at Port Dundas where
the challenge ended.

Then for Christmas we will be repeating
the Christmas Card Pledge, this year with
a selection of digital cards that you can
send to your friends and family instead
of paper, and donate the money saved
to us.

Email sally.poppenbeck@hdscotland.org
for more information.

tonight!” Another rider said “I’ve seen parts of Glasgow and
the River Clyde I didn’t know existed. Normally I keep on the
cycle track through Bowling, but the harbour is absolutely
lovely and I’ll be back”. “ The most sociable event I’ve ever
been involved with!”
The fundraising team are already planning our next cycling
challenge “Ride ‘Roon Rothesay” which is taking place in August.
Watch the SHA Website for more details: www.hdscotland.org
where can register for the event soon. The event total is yet
to be finalised, but £3 -£4K is hoped for, so thanks again to
everyone who took part.

One of the riders wrote:
“Thanks again for such a brilliant day, great nosh at Bowling
and friendliness throughout. Will be looking out for other
SHA events from now on. Still fundraising but will get
the forms and cheque to you ASAP. Expect to sleep well
10
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Thank you Fundraisers
Ceilidh success
What a fantastic night. The ceilidh exceeded our expectations, with over 150
guests, proving to be our first ever SOLD OUT event! We were entertained
by the Andy Gordon Ceilidh band and Merody Campbell Highland Dancers
at the Pollokshaws Burgh Hall on Saturday 17 March 2018. The night raised
over £3,000 from a variety of on the night activities. A huge thanks to
everyone involved. See you next year!
Linda Winters, Event Organiser said “A fantastic night, made all the
worthwhile by seeing everyone dancing and having fun”.

Congratulations
to Melanie Lamb,
Kirsty Lamb and
Andrew Lamb,
Heathfield House Scoville Chilli
Challenge Heathfield, Ayr

Anne Russel, Company Director explains about the
challenge “Our young gardener Ewan, thought it would
be a good idea to have a Scoville Chilli Challenge, so
called after the Scoville Scale, which is the measurement
of the pungency of chilli peppers. Staff at Heathfield
House chose SHA to fundraise for, as the Ayr HD
Specialist holds a group here. On the day, there was
a great deal of excitement as residents were keen to
witness the suffering of the staff! Participants were given
a tablespoon of six different vegetable curries each with
increasing degrees of heat.
Everyone enjoyed the event and thanks to our brave
staff and their sponsors, we managed to raise £1,113.66.
We’d also like to offer a special thanks to Bowman
Garden Machinery who volunteered a member of staff
to compete in the challenge and raised a significant
amount of the sponsor money.”

Kibble School

Young people and staff
from Kibble, Paisley,
Raised £123 from a
cycle around Millport

pictured, who tackled base
camp Everest and raised a
whopping £2,329.25. The
team had an amazing time and
enjoyed every minute, all to
support the work of SHA. We
really do have the most daring
and amazing supporters. We
couldn’t do it without you!

Natalie & Betty

Natalie, Betty and a team of
family and friends cycled around
Millport raising over £1,559. Even
the horrendous weather didn’t
dampen their spirit to go that
extra mile for SHA…

Charity Partnership with Graham
Environmental Services

Graham Environmental services has blown us away with a phenomenal
year of fundraising. In celebration of their 25th Anniversary, they set a
mission to raise £25k for three charities. We’re so glad we were chosen
alongside CHAS and Tayside Children with Cancer and Leukaemia.
With a whole host of events throughout the year including a golf day,
80’s Disco, quiz nights, sponsored bike ride, pop up charity shop and a
fantastic Charity Ball in February, they reached their target! We can only
imagine the amount of work that went into making this happen so
thank you to each and every one that was involved – we’re so grateful!

Erskine Golf Club

HUGE thanks and appreciation to the staff and members
of Erskine Golf Club who donated an amazing £549
towards the work of SHA. These funds were raised from
their Christmas Dance fundraising activities. We couldn't
do what we do without YOU!

Sew much to thank Speyside Quilters for! HD Cushions

It’s always amazing to see people turn their talents to fundraising and this is certainly the case with
the Speyside Quilters. These amazing ladies have been busy sewing cushion designs, little Sybil dogs
and making bracelets to sell at coffee mornings and craft sales throughout the year. We love the stuff
they are making – check out their cushion! Thanks for lending your talents ladies.
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Fundraising Calendar of Events

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

Saturday 14th April,
https://hdscotland.org/sha-ultimatezipwire-challenge/

Awareness day Waitrose
14th May,
We will be joined by our
Patron, Sarah Winckless MBE.
We also need volunteers to
help support us on the day –
can you spare an hour or so?
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14th - 20th May,
During awareness week we
are asking supporters to share
a tea for HD and help raise
awareness in communities
about HD across Scotland
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Great Wall Discovery Challenge
If you want to sign up for any of
SHA has found allies in English HDA and Northern
these events or find out more,
Ireland HDA to conquer the Great Wall of China Trek.
please contact Linda Winters or
In April 2019 a group of volunteer fundraisers from
Gemma Powell on 0141 848 0308 or
across the UK will travel together to China to embark
email fundraising@hdscotland.org
on a trek to raise funds for their local HD charity.
Participants will be away from the UK for around 9
to receive your fundraising pack.
days, staying in various accommodations along the
route and trekking for 4-7 hours per day. It’s a huge
Follow us on Facebook
challenge for those taking part. More information
scottishhuntingtonsassociation
can be found on https://hdscotland.org/
on Instagram scottishhuntingtons
fundraising-home/fundraising-events/great-wallon Twitter @scottishhd
discovery-challenge/

White Water Rafting
River Tay Challenge
Saturday 14th July,
Ballinluig

ite-

https://hdscotland.org/wh
water-rafting-challenge/

Walk of Hope
August

Wing Walk Challenge
Sunday 16th
September, Yorkshire
https://hdscotland.org/
sha-wing-walk-challenge/
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Waitrose,
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awareness to staff and customers who use
the store. If anyone wouldWe
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aretoorganising
join us onan
the
information
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contact
at the
Linda on 0141 848 0308. Thank you.
store which we hope will help raise awareness to
staff and customers who use the store. If anyone
would like to join us on the day, please contact
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