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Moray Support Group
goes from strength to
strength...

Pictured: ltr Brian Watt,
Jock Anderson and
Jock Savage

Moray Support Group, who have been meeting for barely a year, have achieved huge success in
lobbying politicians’ backing for their proposals for better support for families in Moray living with HD.
Three group members pictured above, volunteered to be the consolidated voice to put their argument
forward to meet with local Councillors, MSPs and MPs. They are part of a cross-party working group,
which includes NHS Grampian, Moray Council, John Eden and Douglas Ross MP to progress for
specialist support.
They share their personal stories:
Brian Watt, Elgin;
With nil support groups in Moray, I decided on early retirement from my job to get one
started. It’s been hard work, but worth it! We’ve had four group meetings to date with at
least 24 at each meeting. The purpose was to provide local support to the patient, carer,
family and friends. I’m delighted that this has been achieved. We also provide a local
social network every two weeks for coffee etc. I have initiated a local HD Moray Facebook
page for local news, which is up and running with over 20 followers. We raise funds for
the HD cause, with over £3,000 raised locally in 6 months.
Jock Anderson, Aberlour;
The plight faced by HD families in Moray is a tough experience. We are set in a “no man’s
land” between Inverness (Highland) and Aberdeen (Grampian). Both councils have signed
up to SHA National Care Framework. Although Moray comes under Grampian region, it
has not yet signed up. The lack of this facility causes much hardship for families in Moray
as specialist help has to be sourced from outside of our area.
A typical example is taking a family member to the Aberdeen genetics clinic. From Elgin
it’s a 120-mile round trip by road (if you are lucky enough to have a car). The expense
often goes untold; someone having to take a day off work plus all the other items, fuel,
train or bus fares. Food for the journey has to be planned, as lunch is not cheap when you
are on the road. On top of that there is the additional stress and discomfort caused by a
long journey for both patient and carer.

Jock Savage, Elgin;
My first experience with Huntington’s disease was seeing my wife Margaret’s mother and
three brothers pass away. This was before any of us knew what they had, as it was many
years ago and nobody knew what HD was. As time went by, Margaret starting showing
symptoms of not being well. We went to our local doctor, who arranged for us to go to
Aberdeen and meet with the Dr Sheila Simpson who was the HD consultant at Aberdeen
Royal Infirmary at the time. Margaret had the test and was diagnosed with the faulty
gene. I was Margaret’s carer for over 15 years, watching her symptoms worsen. There was
no internet, or Facebook to turn to for information.

Brian

“For me personally,
the best part is being
actively involved whilst
healthy, knowing that I am
helping those less fortunate
and having a blether
over a cup of tea.”
Jock

The plight faced by HD families in Moray
is a tough experience. We are set in a
“no man’s land” between Inverness (NHS
Highland) and Aberdeen (NHS Grampian).
NHS Grampian now has its own HD Care
Framework and, although Moray is
within Grampian, it is clearly not being
implemented fully in the area. The lack
of this facility causes much hardship for
families in Moray as specialist help has to
be sourced from outside of our area.
Jock

“I believe there are many more
families in Moray who could benefit
from coming to the group meetings.
Families and friends come along
and share their problems and everyone can relate to them. Talking
helps tremendously. You can see it
when people share
their stories.”

Follow us on Facebook scottishhuntingtonsassociation on Instagram scottishhuntingtons on Twitter @scottishhd
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John Eden,
Chief Executive Officer...

In spring this year, I
reported we were doing
some work around
the issue of access to
protection insurance
(life and critical illness
cover) for people with
Huntington’s disease.
In June we met with
representatives of the
Association of British
Insurers and the Westminster Government to discuss the
current listing of HD as the only condition for which insurers
can require information about genetic testing when applying
for life insurance over £500k or critical illness cover over £30k
per year. While 96% of people don’t apply for cover beyond
these limits, we feel strongly that it’s a matter of principle HD
is treated differently from every other genetic condition and
we have been vociferous.
As I write this, we have engaged with Ministers, written to
Scotland’s First Minister, to the Financial Conduct Authority
(who regulate the insurance industry), the consumer panel of
the FCA, the Industry Champion for Disability and the Equalities

Unbelievably, we are
approaching Christmas
already, although the weather
still remains calm and very
autumnal, thankfully no snow
– yet!
The service staff have remained
busy over the last few months,
with Highland being involved in
the early stages of the exciting
work of helping to develop the
localised HD Care Framework.
The Tayside service were thrilled
to be chosen as one of the
sites for the upcoming trial of
HDClarity. This is a multi-site study using samples of spinal fluid
from 600 participants. We are sure that involvement in this study
will keep the profile of research into HD raised across Scotland
and we send congratulations to all the staff whose hard work
has made this possible.

Commission. In September we also joined a national ‘movement’
comprising industry champions, specialist insurance brokers,
professional bodies and other charities. Together, they are
working to improve access to insurance for people with all longterm conditions. It is a powerful lobbying group, led by Industry
Champion for Disabilities, Johnny Timpson (a fellow Scot) and
another example of how working with other groups enables us
to amplify the message we want to communicate and increase
the likelihood of being heard.
The Association of Business Insurers (ABI) and Government
have agreed to consider alternative to listing HD as an exclusion
to the Concordat and Moratorium for Genetic Testing though
they have yet to give any concrete commitment, hence the
importance of continuing to raise the issue. What is really
needed now is for families affected by HD to tell their stories of
trying to access protection insurance and to get behind a new
petition to make their voices heard. You can do this at;
https://www.change.org/p/john-eden-stop-insurersfrom-discriminating-against-people-with-huntingtons-dis-ease?recruiter=295399281&utm_source=share_
petition&utm_medium=copylink&utm_campaign=share_
petition

In addition to their continuous personal development study
and training, staff update their skills and knowledge to maintain
their own professional registration and revalidation. They
attended a recent all-day event in Perth. Main topics on the day
were financial wellbeing, fundraising, brain donation, effective
feedback, ethical dilemmas and the use of different drugs in HD
care. The day evaluated very well.
Highland service has now completed the process for honorary
contracts to enable them to amalgamate HD management
clinics with the Genetics service, which will result in them
providing a more effective, streamlined service for families.

Here’s to another exciting and full few months ahead. On
behalf of all the HD services, we wish you a very merry
and peaceful Christmas.

Welcome Susanne
Hello Everyone, my name is Susanne Richardson and I’ve recently been employed by SHA as Senior
Administrator at National Office. My role is to lead the Admin Team and work with Kim Kemp, Admin
Assistant and David McNiven, Database Admin, in providing professional administrative support
services to Senior Management and colleagues within the National Office.
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Since graduating in Business Economics (many years ago!) I’ve had over 25 years’ experience working
in similar roles within Manufacturing, Retail and Financial sectors but more recently within the Public
and Third Sector. I am excited to join SHA and look forward to new learning challenges in working for
such a worthwhile charity. Thank you to everyone who has made me so welcome. I hope I have the
opportunity to meet with you in the future. Best wishes in 2019.

Celebrate with Us

2019 begins SHA’s 30th Anniversary where we will be celebrating throughout
our milestone commemorative year.
In the spirit of #youandmeagainstHD, we aim to run a year-long public awareness
campaign, called You, Me & HD, to increase knowledge, understanding and empathy
for HD, and to change the dynamics of the stigma that surrounds the condition.

Our vision is for everyone to have an opportunity to be involved. The montage of pictures, above are just some of our historical events. Do
you have personal photographs taken at HD events you would like to share with SHA readers? Please email to sha-admin@hdscotland.org
or post a copy of your photograph to our Head Office at SHA, Business First, Burnbrae Road, Linwood Industrial Estate, PAISLEY PA3 3FP.
We kick-start the year with a Race Night at the Conference Centre in Ayr on Saturday 26 January, 2019. Various fundraising activities are
taking place throughout March and April (see fundraising pages 10,11,12). A summer fete is planned for end of May, with a Civic reception
confirmed to take place at Paisley Town Hall. We are delighted to announce our annual family conference will be on 1st and 2nd November
at the McDonald hotel in Aviemore, where an exciting programme is in preparation.
We hope you will join us to make 2019 our biggest year yet! Details on all our events will be posted on our website at www.hdscotland.org

Lanarkshire Care Framework formally launched
The Lanarkshire Care Framework for HD has been launched at NHS Lanarkshire HQ in Bothwell.
Dr Alison Gordon, Consultant Psychiatrist and Lead HD Clinician for NHS Lanarkshire, said: “This is an extremely comprehensive
and easy to use tool that has the ability to transform HD care. It has been a pleasure to be involved in its development and I
would encourage anyone with an interest in the condition to make use of it to drive up standards of care and support.”
Marianne Hayward, Head of Health at South Lanarkshire Health & Social Care Partnership, said: “I look forward to working with the
Scottish Huntington’s Association and local HD staff to help raise awareness of this terrible condition and improve support
for those impacted by it through the use of this ground breaking Framework.”
Cllr Jean Jones, Provost of North Lanarkshire, said: “This is a great day for the
whole of Lanarkshire. I pay tribute to all involved in the development of the
Framework.”
The Lanarkshire launch follows similar events in Ayrshire & Arran, Fife and
Grampian. Lothian’s version, which is now live on the website, is due to be formally
launched on 30 Jan 2019. The National and all available local Frameworks can be
viewed on the care.hdscotland.org site. SHA is working to have local Frameworks
in place for all mainland NHS Board areas by January 2020.
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Kirsten Walker, Senior Specialist Youth Advisor
gives an update on SHAYP
Isobel Darroch - Branch/Support Development Officer
(Scottish Huntington’s Association Young People)

Family Branch/Support Group

Branches extend an invitation to all family and friends to support them. Over
the years they have provided a forum to discuss problems associated with HD
and how it affects the individual, their carers, friends and family.

Family branches

Lothian Kenny Train came

to their October meeting and
shared his experience of getting
involved with fundraising and
training for marathons/runs. In
November they held their annual Christmas carols evening. The
group also enjoyed a weekend
away to Dundee at the Apex
hotel and had a great time.

Fife was visited on 11 September 2018 by Rachel

Payne, Managing Director of Bandrum Nursing Home in
Saline. The nursing home held a very successful Stars in
Their Eyes evening and Rachel (pictured above) presented
a cheque to the branch for £1,853.00. In November the
group was delighted to have Marie McGill, former CEO of
the SHA, join their meeting. She kindly brought with her
some delicious home baking which was enjoyed by all. A
Christmas meal (with raffle to win a hamper) was held at
the Gilvenbank Hotel on Monday 10 December 2018. As
usual there will be no meeting in January.

Tayside are continuing well with their monthly meetings and are
enjoying an earlier start for the group to meet, especially in these
dark winter nights. They recently held two very successful charity
shops in Cupar Angus and are looking forward to their Christmas
meal outing in December.

Sadly, Glasgow branch has disbanded, but they will continue to
offer support and information to family and friends in Glasgow. A
huge thank you to chairperson, Sadie Clark and other branch
members for their devoted work and commitment over the years.

Support Groups
AYRSHIRE CARERS had a lunch at the Lido in November
2018. They have had a request from a student training in
complimentary therapies to work with the group in the new year
as part of her work placement.
GLASGOW CARERS met in October. Although numbers are
small, everyone feels the benefit of chatting to other carers.
GLASGOW SYMPTOMATIC GROUP were visited by Donna
O’Rourke and Derek Blues from HealthCare Improvement
Scotland, in October. They discussed a consultation they
are working on – ‘General standards for neurological care
and support’ and talked to the group about their personal
experiences of living with a neurological condition. Everyone
spoke very positively on the support they get from their local
Glasgow HD specialist service and that all their current needs
were met by them.
GRAMPIAN had a visit from British Red Cross personnel, Heather
Roy, who gave a talk on choking and CPR.
The group were surprised at the new
techniques for giving CPR and found the
session very informative.
HIGHLAND had a very busy meeting in
September. They were joined for cheque
presentations by four staff members
from Equiom (Scotland) who took part
in the Baxter’s Loch Ness Marathon and
group member Tom Lister (far right)
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also presented a check from his Great Wilderness Challenge in
October for £4,000. A huge thank you to both parties.
LANARKSHIRE CARERS carers are continuing, but need more
support from carers to come to the meetings. They went for
lunch in Hamilton in November and are hopeful for improved
numbers in the new year.
MORAY GROUP were joined on 23 November by John
Eden, who heard first hand of the difficulties families in
Moray experienced. Christopher Third from Healthcare
Improvement Scotland was invited to ask the group’s views on
the aforementioned general standards for neurological care
and support. In contrast to the Glasgow group, they strongly
expressed the challenges they face for all levels of support on
a daily basis. It was echoed throughout the meeting and was
reiterated by one group member who said;
‘My partner’s condition has deteriorated, who do you go to? What
do you do? It’s an everyday uphill
battle. You need to have someone
advocating for you.’
As reported in our lead front-page
article, the group have the backing
of SHA, politicians and local support
to see their plight through to an
acceptable conclusion.

SHA Annual Family Conference 2018
Every picture tells a story – As you can see, our family
conference in the Carnegie Conference centre on 20
October 2018 did just that! Welcomes from John Eden and
Sarah Winckless MBE were followed by Dr Stuart Ritchie,
Consultant Psychiatrist & Research Lead for Huntington’s
disease. Stuart gave an overview of the Wave Life Sciences
drug trial currently taking place in Glasgow, (as featured in
our last edition).
Dr Ritchie spoke of the huge challenge he and his team faced to
get the trial underway:
“I am delighted that we are have now pre-screened 8 subjects.
We were really excited to screen our first subjects in midOctober and hope to have another three screened before
Christmas. We are halfway through recruitment with more sites
coming. He continued “There is a real feeling of developing a
treatment which will be disease altering. I have a huge sense
that it is within grasp”.
John Eden and Catherine Martin spoke on how Scotland is
preparing for new drug trial therapies. Delegates then gave
a warm welcome to Astri Arnesen, President of the European
Huntington’s Association (EHA). She was joined by branch
chairperson and family member Dina Di Sousa. They gave a
very emotional insight into their personal involvement with HD
through visual family slides and telling their story. Dina is also
on the board of EHA which represents more than 30,000 people
through 44 Associations from 28 countries.
Dina said;
“It’s a huge group with a strong voice; which works for better
everyday life for people living with HD. Our vision is ‘Dignity,
Care & Access to treatment for all’. We reach out to countries
with no Association, showing our solidarity.”

Astri Arnesen added;
“Associations are vital. It acknowledges the needs of families.
It feels good to be part of the extended HD family.” Quoting
SHA Patron, Sarah Winckless MBE, Astri concluded; ‘Now is not
the end….It is the end of the beginning’. We need all hands
on deck. We are a piece of a puzzle to combat HD. Marjorie
Guthrie saw the need to get in touch with other families.
‘Strength in Numbers – Stronger Together’. The disease has
been hidden and stigmatised too much and we need to talk
about it. We need to fight it and treat people with respect.”
After lunch we had the inimitable Jimmy Pollard from America
with his themed presentation ‘The Ripple Effect’. He said that
families told stories, became organised and partnered with
doctors and researchers. He spoke of how Woodie Guthrie’s
wife, Marjorie Guthrie, spoke of a pebble being tossed into
a pond, and likened it to the HD community. Families keep
telling their story.
Jimmy concluded;
“SHA was the Scottish Ripple who; Found families. Got
organised. Partnered with doctors. Told the story.”
John Eden closed the conference by presenting Philip Fox,
former SHA chairperson with a gift, as he is now retired from
SHA board. Philip gave an emotional thank you;
“It has been a privilege and pleasure seeing SHA develop to
what it is now, it was exciting listening to all the speakers today,
and how we have progressed to hope in finding a cure. I wish
SHA ongoing success for the future.”
A fitting end to a great conference.

Government boost for SHA

The Scottish Government has published a Draft National Action Plan on Neurological Conditions
which is being consulted on until 8 February 2019. This currently includes 17 Commitments, one of
which reads as follows:

“We (the Scottish Government) will work with the Neurological Alliance of
Scotland, and other stakeholders, to explore the potential of National Care
Frameworks - such as that used by the Scottish Huntington’s Association - and
how these can inform neurological care.”
The citing of the National Care Framework for HD as a potential example to be followed should be a
source of encouragement for all SHA staff and supporters who helped to make it a reality.
5
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John Eden, CEO - Scottish Huntington’s Association
(Centre-left), at a recent meeting of the CareHD

CareHD project team meeting in Dublin
Patient Cantered Connected Health Model of Care for Huntington’s Disease (CareHD) is a European Commission Horizon 2020 Marie
Skłodowska-Curie Action Research and Innovation Staff Exchange (MSCA-RISE) funded research project investigating how the use
of Connected Health technologies may support and improve the care of people living with Huntington’s Disease (HD). The project
team is made up of a collaboration of cross-sectorial partners from a variety of different settings including: healthcare, academia,
industry and patient organisations located across five European countries - Scotland, Ireland, England, France and Slovenia. CareHD
will examine the clinical care pathway, process of care and lived experience of people living with HD and their families in two separate
jurisdictions in order to identify the key points at which Connected Health technologies could be utilised to improve care and quality
of life. The project will be conducted over 48 months.

Huntington’s disease: an enabling
approach to supporting families
SHA is delighted to announce their award winning ‘Continuous Professional
Development Course’ on Huntington’s disease will run from 17 January 2019, with
support from Lancaster University. It is a flexible blended learning module run
over 14 weeks, commencing with 2 study days at Lancaster University campus.
The course is the equivalent of 3rd/4th
year module in undergraduate degree
programme and is designed for
practitioners working in health, social care,
advocacy, and community organisations
that work in the UK and currently or
may potentially work with people with
Huntington’s disease. The module may also
be of interest to family members and other
supporters of families with Huntington’s
disease.

Fife Service
Confirmation has been received that Fife is
now an approved HD Clinical Trial Site and
as a result have been selected to undertake
the HD Clarity study. The aim of this study
is to collect cerebrospinal fluid samples via
lumbar puncture.
Personnel at the Clinical Research Facility,
Victoria Hospital, and Kirkcaldy are on-board
and patiently awaiting commencement of
the study. Nicola Johns, HD Specialist, has
undertaken phlebotomy and ECG training to
assist with clinical trials.

Extra cold weather payment
The Financial Wellbeing Team is urging families to remind them to check with their energy supplier about the
Warm Home Discount.
This could save families £140 this winter. The money is not paid to individuals; it’s a one-off
discount on electricity bills between September and March. The discount does not affect existing
Cold Weather Payment or Winter Fuel Payment.
Contact the financial team on https://hdscotland.org/getting-specialist-financial-advice/
To find out more or go to the link: https://www.gov.uk/the-warm-home-discount-scheme
Or telephone - Jo Baldock, Senior Financial Wellbeing Officer, 07710 391 622
6
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“It gets you away
from
family issues and
make
friends with peop
le who
are in a similar pos
ition
as you and talk ab
out
how HD affects yo
u.”

2018

This year saw the 13-17 group head for England, for a two-night trip,
staying in Cumbria with a day out in Blackpool.
17 young people along with 3 SHAYP staff gathered at our meeting point
in Glasgow, with some of the teens travelling from Arran, Egin, Fife and
Aberdeenshire just to get to the start of the journey!
We stayed in a converted barn in Cumbria and on the first evening the group
focused on some work around HD and Wellbeing. They looked at areas on how
they can improve their own wellbeing and also looked at how others around
them can help them grow, achieve and become confident individuals. The rest
of the evening was spent listening to music, catching up with friends and playing
games.
The next day we made the short trip to Blackpool and spent the day at the
Pleasure Beach. The young people (and staff) had a fabulous day on all the rides
the park had to offer. Some of the group really stepped out of their comfort zones
to give some of the bigger roller coasters a try and the smiles of their faces were
proof that they were glad they did!
After a traditional Fish ’n’ Chip supper, the group walked up to the Central Pier and
enjoyed the games and arcades as well as doing some souvenir shopping. By this
time, it was dark and we could see the spectacle of the Blackpool illuminations in
full glow before heading back to our accommodation, exhausted, but happy after a great day out.

rature
SHAYP lite SHAYP is delighted to announce our new range of

literature which has been created to help support
children, young people, parents and professionals
learn and understand more about Huntington’s
disease (HD).
Our two latest booklets; 'New Things at Max's
House' and 'Talking with young people about
Huntington's disease: A toolbox guide for Parents'
aims to help parents guide young people through
finding out about HD in a positive way. These help to
complement and build upon our existing literature

HD Routes

Launched in January 2015, HD Routes is a bespoke, interactive
resource that was created by Scottish Huntington's Association
Youth Project (SHAYP) to improve the lives of children and young
people who live in families affected by Huntington’s disease (HD).
Packed with dozens of fun games and activities, HD Routes not
only helps young people learn more about HD, but also teaches
them new ways to cope with the significant challenges that are
created by living in an HD family. Although mainly aimed at young
people, parents and professionals have also found HD Routes a
great place to access accurate and trustworthy HD information
that is written in simple, easy to understand language.
The beauty of the resource is that it was intentionally designed
in such a way that makes it easy to add extra content and this
ensures that HD Routes is kept current, up to date and relevant.
Recently two new chapters were added. The first was entitled
‘Having Children’ and explored the different issues and options

(Living with Huntington’s disease: A guide for young
people aged 8-12 and 13+).
During our summer camp, a focus group with
the young people highlighted that they wanted
something that they could carry with them as a
quick guide to explain HD to people quickly and
simply. With this in mind, SHAYP has developed
“Huntington’s Disease: The Basics”. This concertina
card design allows young people to highlight the
key aspects of HD to their friends, school-classmates,
teachers or other professionals.

associated with starting a family
when impacted by HD. The second
chapter focused on being a young
carer and will help our young
people firstly identify whether they
are a young carer before gaining
practical hints and tips which will
help them in their caring role.
In short, HD Routes continues to present a novel and effective way
of engaging with young people impacted by HD which promotes
greater confidence, increased coping skills, and improved
wellbeing in those who use it. For more information on the
resource please speak to your local Specialist Youth Advisor.
All of our literature is available to view on our website in a PDF
format. Check them out here:
https://hdscotland.org/social-media-resources/
7

Is critical illness insurance
available to people with a
family history of
Huntington’s disease?
David Mead, CEO Future Proof Ltd, reports

A bit of background

When you apply for Life Insurance, insurers ask if there is anyone in your family before the age of 60 or 65 that have been diagnosed with
specific conditions. Family history of Huntington's disease is on this list. When asked about your family, insurers mean your immediate
blood relatives: mother, father, brothers and sisters. Insurers however are not allowed to take the results of genetic testing into account if
the value of the Life Insurance you are applying for is below £500,000. If you have had a positive genetic test but have not exhibited any
symptoms then you should be fine obtaining life cover.
If you have family members who have had Huntington's disease the insurer may choose to offer you Life Insurance on non-standard
terms, in the form of a premium increase (often this will be 200% more than the standard premium ie a £10 policy could actually cost £30
a month). Some insurers may even decline your application for Life Insurance.
If you have had a genetic test for Huntington's disease and have a negative genotype, you may find that sharing this with the insurer
could lead to you having Life Insurance at normal terms (basic premium).
If you have family members who have had Huntington's disease, insurers will decline an application for critical illness cover - until now!

A breakthrough
Recently an insurer has started to ask
about people’s family history in a different
way from all the other insurers. This is an
exciting breakthough as it means that
people who have either previously been
declined cover or have been offered cover
at inflated premiums, may well be able
to obtain life and critical illness cover on
standard terms, even if they have a family
history of Huntington’s disease.
The vast majority of insurers ask a question
such as: ‘Before reaching the age of 65
have your parents, brothers or sisters been
diagnosed with Huntington’s disease’? If
the answer to this is yes, it will lead to
an application for critical illness cover
being declined and an application for life
insurance will at best have the premiums
‘loaded’ by 200% or more. Critical illness
applications would be declined.
The insurer who is taking a different
underwriting stance asks the usual
questions about a family history of heart
disease, cancer, diabetes and MS, but when
it comes to ‘other conditions’ they ask:
‘Any other disorder that runs in your family
that you have been tested for or are under
surveillance for or for which you are receiving
regular follow up’?
If the answer to this is No* and you are
otherwise in good health, you could expect
to obtain both life insurance cover and / or

critical illness cover on standard terms (no
exclusions and no increase on top of the
basic premium).

crossed, you’re better and are able to return
to work. Whatever its purpose, Critical
Illness Insurance cover provides peace of
mind.

Access to this insurer and their products
is only available via intermediaries. Given
the complexities around this subject, it is
recommended that you discuss arranging
cover via a specialist firm such as Future
Proof on 0800 644 4468 or Cura on
0800 567 7450. Their knowledge of the
market could help you save a lot of wasted
time and ultimate disappointment.

What is the claims payment
record of insurers like?

Why is critical illness cover
so important?

When arranging a critical illness policy,
an expert adviser will help you not only
select the most suitable policy; they will
also ensure you arrange the right amount
of cover (the benefit or sum assured), over
a term (period of cover) that suits your
circumstances.
In the event of a claim in the future, the
benefit you receive will help safeguard
you and your family against the financial
impact of becoming critically ill (for
example, if you were diagnosed with
Huntington’s disease).
A Critical Illness Insurance pay out could be
used to repay the mortgage, settle debts
and bills, or be put in the bank until, fingers

Over the last few years the percentage of
claims paid has been improving. Here are
some facts from the Association of British
Insurers (ABI):
•
92.2% of Critical Illness claims were
paid in 2017
•
Over 15,962 Critical Illness claims were
paid in 2017
•
Average Critical Illness payment was
£73,085 in 2017
•
More than £1.17 billion was paid in
Critical Illness payments in 2017
If you are interested in discussing to
arrange life or critical illness insurance,
please contact:
Future Proof: 0800 644 4468
www.futureproofinsurance.co.uk
Future Proof Ltd is authorised & regulated
by the Financial Conduct Authority. FCA
No. 556079
Cura: 0800 5677450
www.specialrisksbureau.co.uk
Special Risks Bureau is a trading style
of Cura Financial Services Ltd, which is
authorised & regulated by the Financial
Conduct Authority. FCA No. 744732

* It is important to be honest as it could result in a future claim being declined
if a material mis-representation is discovered.
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Research Update

SPRING 2016

Current research into CAG repeat at the
University of Glasgow
Article by research scientist, Dr Marc Ciosi

Specialising in genetics at the University of Glasgow I work
as a research associate and have been doing research on
the genetics of HD for over 4 years as part of Professor
Darren Monckton’s group. More specifically I work on the
project “Somatic instability in Huntington disease”, awarded
to Professor Darren Monckton and funded by the CHDI
Foundation.
I presented a poster at the EHDN 2018 plenary meeting on
“Glutamine codon usage and somatic mosaicism of the HTT CAG
repeat are modifiers of huntington disease severity”. The abstract
of the poster has been published in the supplement of Volume
89 (September 2018) of the “Journal of Neurology, Neurosurgery,
and Psychiatry”. It can be found at
https://jnnp.bmj.com/content/89/Suppl_1/A26.3
Researchers at the University of Glasgow are studying how the
number of CAG repeats increases during the life of people with
HD with the hope that it will help pharmaceutical companies to

develop drugs to slow this down and in turn delay HD. We use
HD networks such as Enroll-HD, which is an amazing resource for
researchers, as it allows them to study samples from people with
HD that have a very well documented medical record.
Huntington disease (HD) is caused by a CAG repeat in the
huntingtin gene. Everyone has this gene and repeat, but most
people have 10 to 35 CAG repeats, while HD happens in people
that have ≥ 36 CAG repeats (top panel). In people with HD,
the number of CAG repeats also increases throughout their
lifetime (bottom panel). As part of Professor Darren Monckton’s
research group at the University of Glasgow, and together with
colleagues Afroditi Chatzi and Alastair Maxwell, I measure the
rate at which the number of CAG repeats increases in people with
HD throughout their lifetime. This happens at different rates in
different parts of the body and happens faster in the striatum, the
part of the brain that is the most affected by HD. The increase in
the number of CAG repeats also happens faster in some people
and, when it is faster, HD tends to start earlier.

The European Huntington’s Disease Network (EHDN) Plenary 2018
The EHDN plenary meeting was held in Vienna in September 2018, with several SHA staff, Board and branch members attending.
A highlight from the meeting was the announcement from Roche of the large phase 3 trial to test the Huntintin lowering therapy
RG6042 (formerly Ionis-Htt-Rx). Tayside HD Specialists Paula McFadyen and Lindsay Wilson attended a Roche meeting for patient
organisations.
Paula said: “The overall feeling was very positive and the Roche team present appeared extremely enthusiastic and committed. The
25-month trial will involve 660 participants over 80-90 sites and 15 countries. There were many questions about which sites would be
selected and Roche advised that sites would be announced as and when they received their ethical approvals. They said that patient
organisations would be made aware of this and www.clinicaltrials.gov will also be kept up to date with sites that are recruiting.
They also discussed how the European Medicines Agency (EMA) had recently granted the study prime designation. This was quite an
achievement and it is awarded to a study based on evidence that shows a promising treatment for areas of unmet need.”

Carolyn Craig, SHA Board and family member also reports;
“The Conference was well organised, with delegates attending from around the world. Days were long and full on, with numerous
speakers. Topics were very wide ranging. We had Science updates, where families kept the Scientists grounded, reminding them of
why they are trying so hard to find treatments and help people with HD. We heard moving stories of people impacted by Huntington’s
disease and many a tear was shed by the audience.
There was also a real buzz this year with the new trials being announced, which I found exciting and upbeat to hear. Other news not
to be over shadowed was useful research into monitoring someone’s gait with technology to improve their walking and movement;
blood tests to tell how effective a treatment is and keeping healthy meantime. We heard of how to improve life now and not just wait
for treatments. This included looking after yourself, eating well and exercising, which we know is beneficial for walking and balance.
With over 270 posters on display at the conference, it illustrated the huge number of students, groups and Associations worldwide,
involved in HD research and treatments.
I went to an interesting evening session on clinical trials and met with people from all over Europe and Russia. Most of them were
wanting to know how best to get onto a clinical trial. The best way to maximise your chances of getting on a trial is to sign up for
Enroll-HD and stay informed, eg SHA HeaDline and HD Buzz.”
The conference was attended by 1033 people from 47 countries and included lots of exciting research, personal experi-ences and
interesting discussions about a wide range of issues affecting HD families.
A summary of the findings can be found using this link:
https://www.euro-hd.net/html/ehdn2018/announcement (see EHDN report 2018)
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Fundraising News

An appeal for volunteer led events

As the year draws to a close, everyone in the Fundraising Department is already looking
forward to a bumper fundraising year ahead. We have some fantastic ideas up our
sleeves to raise much needed funds for the work of the Association. But we could use
your help. Can you organise and deliver a fundraising event in 2019 and donate the
funds raised to SHA? Perhaps you could organise a Race Night, a themed party or a bake
sale in your neighbourhood. Might you run a marathon, skydive from 10,000ft or get
some sponsors for a white-water rafting challenge?
The list of fundraising activities is endless, but the fundraising team are here to help you with
your ideas. We have a range of resources available on the SHA web site and our community
fundraising officers are always available to meet with you to explore the possibilities – they
might even turn out at your event to support you.
Please do get in touch by calling us on 0141 848 0308 to see how we can help you develop
your fundraising activity. We look forward to hearing from you.

30 for 30 Campaign
We’ve launched our 30 for 30 campaigns in a bid to get
30 businesses or workplaces to sign up and support
Scottish Huntington’s Association in 2019 – our 30th
anniversary. Last year our HD community nominating
us for support from various organisations led to over
£32,000 in income for the charity, which also gave us
immeasurable value in the number of new people that
learned about HD! This is an incredible help for SHA in
securing the future of services. If you can help us by
putting our name forward for support please get in
touch. Have a read at our blog for some great ideas on
how your organisation can get involved
http://blog.hdscotland.org/2018/10/25/6-greatideas-for-workplace-fundraising/ for more
information or to pledge your support!

Something
Creative
for Christmas
This autumn has been great for showcasing the incredible creativity of
our SHAmazing supporters.
First of all, in autumn 2018, SHA is held another Christmas Card
competition, with artists young and old sending in their great paintings
and sketches. The winning entries can now be seen live at https://
hdscotland.org/xmas2018/
You should go and take a look!
We are also encouraging our supporters to go green this year, and
send an electronic card instead of a piece of paper. You can send your
Christmas e-card through our website, using one of the beautiful designs
sent in by SHA supporters, just like you, and save money and the planet,
all at once. We are hoping you may also want to donate some of the
money you’ve saved (on average, around £70) by not having to pay for
cards and postage to SHA.

For those supporters who aren’t so keen on drawing but still have something to say, this
October marked the start of our third annual Writing out of the HD Shadow writing competition.
Sponsored by Glaswegian poet, Tom Leonard, and in collaboration with James Gillespie’s School
in Edinburgh, we have been asking all our supporters over the age of 16 to submit a piece of
flash fiction (a short story less than 150 words long) and our supporters under the age of 16 to
write a poem, with some great cash prizes to be won.
This competition is still open, with the closing date on 31 December, so why not take part,
and raise awareness of Huntington's disease, while helping us raise funds to support this great
cause. If you’d like some ideas, visit our special Facebook page and read some of the entries from
previous years.
Former winner, Claire Hamilton-Russell, who won first prize in 2015, has said “I won the competition just after I had been forced
to stop working due to disability, so the prize meant so much to me. The money made a real difference at a tough time, but
knowing I could achieve something like this meant even more”.
First prize for over-16s will be £250 and first prize for under-16s will be £50.
Email sally.poppenbeck@hdscotland.org to find out more.

Tayside HD Specialists receive a cheque
Members of the Royal Antediluvian Order of Buffalos in the Angus, Perth District are
pictured presenting a cheque for £1,100 to Tayside HD Specialists, Paula McFadyen and
Lindsay Wilson. Jimmy Veitch, Provincial Grand Primo 2017, chose Scottish Huntington’s
Association as the beneficiary of his Charitable Appeal during his term of Office.
10

Thank you Fundraisers

Jubilant Andrew Lamb from Glasgow

holds his cycle aloft as he completes the gruelling challenge of cycling from Lands’ End
to John O’ Groats for Scottish Huntington’s Association, raising a fabulous £1,732.50
Novice cyclist Andrew explains;
“I was looking for a challenge and had just started cycling, so I thought ‘why not jump
in at the deep end and do Lands’ End to John O’ Groats’. What was I thinking of? as it was
1,000 miles over 14 days, 55,000 feet climbing, which is the equivalent of cycling up Ben
Nevis every day!”
I raised money for Scottish Huntington’s Association because my mother has
Huntington’s disease and my grandfather suffered also from the disease. It’s a charity
close to my heart and I’m so pleased I raised so much.
The trip itself was much harder than I thought; battling heat, thunder and lightning and
a few downpours. It was a great trip though, with a great group
of people, however, I might not be rushing to get back on a bike too soon!”

Dancing through the Decades

‘What a BRILLIANT night and
can’t wait for the next one’ was
repeated by supporters on the
night and afterwards. We plan
to bring you another night
of dancing to music from the
decades and some dancing
from Leroc Scotland. Thank
you, Party People Video DJs,
you were amazing. The night
raised nearly £3,000. Watch this
space for a forthcoming date.

Wing Walk - Fearless
Females take to the skies

In September, three effortlessly brave ladies took on our scariest
challenge yet – the Wing Walk!! Beth Christie, Anne Kelly and
Michelle Muir raised over £3,800 and masses of HD awareness.
After travelling down to Selby in Yorkshire, all three fearlessly were
strapped to the top of a Boeing Stearman (a plane from World War
2!) and took to the skies to do a display. The day went really well,
although the rain started when poor Michelle was in the air and
arrived back a little drenched , but still smiling – showing nothing
dampens the spirits of SHA fundraisers!

Walk of Hope
Margaret Moncrieff, of the former Renfrewshire &
Surrounding group held another successful Walk of Hope
in September at Erskine. Margaret is pictured with fellow
walkers enjoying a stroll in the autumn sunshine. The walk
raised over £1,500. Many thanks.

Wacky Racing at the Vale of
Leven Bowling Club!

Thank you, ladies, for your incredible efforts!
Gemma Powell, Fundraising Officer said;
“We had a great time at this event so on request we’re running
it again in September next year. Keep an eye on our Facebook
or our events page for details and signing up!”
https://hdscotland.org/fundraising-events/

We had a brilliant night at the Vale of Leven Bowling Club
Race Night! Our #sybilontour races got everyone up taking
part - bringing out a scarily competitive edge in some
people! This fab event raised over £2,000 but we really
couldn’t have done it without Diane Anderson (who made
our Sybils!) and Kenny Crichton (who endlessly promoted
the event for us!). Thank you so much to you both and to
everyone else who donated, came along and supported us!
Phenomenal effort all round! And we’ve already had another
bowling club ask us to bring the night to them in 2019!!!
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2019
Dates for your diary

SHA Annual Ceilidh

Saturday 16 March at Pollokshaws
Burgh Hall, Glasgow

Strathallan Skydive
Saturday 11 May, Strathallan
Skydive, Auchterarder.

Please contact Linda on 0141 848 0308 or by emailing
linda.winters@hdscotland.org for further details. Thank you!
https://www.facebook.com/events/356623571756768/
https://www.facebook.com/events/486220635210965/
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