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HOSPITAL SATURDAY
FUND - THANK YOU
This newsletter was
published with financial
assistance from

HDAI’s Services
HDAI’s events and face to face
meetings have been postponed
until further notice but our helpline
remains open via mobile and email:
info@huntington.ie and our
Family Support Officer is available
by phone and video call. Our
regional support group meetings
have moved online during the
current Stay at Home guidelines.
Get in touch if you would like to
join an online support group chat.

Membership
HDAI annual membership is open
to all who have an interest in
our work. Membership support
enables HDAI to maintain services
and supports to people impacted
by Huntington’s disease and helps
to strengthen the voice of the
HD Community in Ireland. It also
provides an opportunity for those
interested to help guide the work
of HDAI.
HDAI’s 2020 membership form is
available online via our website.
Due to the current restrictions,
we ask members not to send
membership by post at this time.
HDAI’s services are available
to anyone affected by
Huntington’s Disease regardless
of membership status.

Keeping Informed on
Covid-19
COVID-19 is
posing significant
challenges for
health and social
services and
for day to day
activities and
this has a direct
impact on people
with neurological
conditions and family carers. The HSE
provide reliable information on the virus
including information on: staying at home,
self-isolating and on Covid-19 testing at
https://www2.hse.ie/coronavirus/
HDAI also provide information on the
News section of our website at
www.huntingtons.ie
If you have Huntington’s Disease and you
are worried about your risks of developing
COVID, you should follow the HSE guidelines
for at risk groups, avoid physical contact
with others where possible, wash your hands
regularly with soap, and do not touch your
eyes, nose or mouth. If you have any specific
concerns, you should contact your GP or
your neurology team.

If you think you might have contracted
COVID-19, you are asked to follow HSE
Guidelines. This means that you should selfisolate and telephone your GP to arrange a
test. Do not go to A&E without discussing
this with your GP or your Neurologist
beforehand.
Neurology Services
Patient safety is being prioritised to limit the
risk of COVID infections. For this reason,
most face to face neurology out-patient
clinics have been cancelled. However, phone
consultations are being provided by the
Neurology teams and if clinically necessary,
a face to face appointment can be
scheduled in a non-COVID area if your
consultant deems this to be necessary. If,
in an emergency, you cannot contact your
neurology service, please contact HDAI and
we will aim to source neurology support.
Genetic Services
Genetic Services have been put on hold
for all except those requiring prenatal
testing. The usual referral pathways for
prenatal genetic services via your GP and/or
obstetrician remain in place.
Carer Supports
HDAI’s Frequently Asked Questions available
on our website have information for carers.
Other Carer Support organisations including
Family Carers Ireland and Care Alliance
Ireland have information and carer protocols
on their websites.
Minding Your Mental Health
Current social distancing and restricted
services pose challenges and can be a
worrying time. This can affect our mental
health.
But there are things we can do to mind our
mental health during this time:
• remember that it is normal to feel
anxious, it is helpful to be aware of
feelings of anxiety rather than trying to
suppress or ignore them
• limit exposure to news and social media
while staying informed via reliable sources
(Continued on page 2)
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• keep things in perspective and focus on activities within 		
our control: wash hands, cough into a tissue and bin it, keep 		
surfaces clean, adhere to stay at home guidelines
• maintain healthy routines: good diet, keep hydrated, 		
relaxation and exercise, good sleep routine
• stay socially connected to others while adhering to the
social distancing measures
• speak to people we trust about the feelings and concerns
we may be having at this time.
The HSE has some useful tips for Minding Your Mental Health
during the Coronavirus outbreak and many organisations providing
mental health supports are providing services by phone or online
at www2.hse.ie/wellbeing

Annual Conference
HDAI’s annual conference and respite weekend
plans are temporarily on hold.
HDAI were taken by surprise by the closure on 30th
November 2019 of our normal venue, the Cuisle
holiday and respite centre. HDAI have been involved
in the Save Cuisle campaign but to date we haven’t
heard any favourable news of its reopening. However,
many service users are continuing with the campaign
and we hope this vital facility can be reopened.

A Message from EHDN

We were in the process of making alternative
arrangements for our 2020 annual meeting
but due to the current closure of hotel and
conference facilities we will now need to wait
until current restrictions are lifted. We appreciate
the understanding of our regular annual meeting
attendees and look forward to hosting the event as
soon as possible.

The European Huntington’s Disease Network(EHDN)
http://www.ehdn.org/ are asking the HD Community to stay
safe and they are sharing links to remain active while at home.
Please see an extract from their message below:

HD Awareness with Joe Duffy

HD Buzz
Check out HDBuzz’s latest article ‘What does COVID-19 mean
for Huntington’s disease families and HD research?’ at
https://en.hdbuzz.net/284 and via HDAI’s website.

We strongly encourage EHDN members to follow their local
institutional or governmental policy for the current COVID-19
advisory. Please ensure the safety and security of yourself, family,
friends and colleagues during this time of uncertainty. During
this time of uncertainty, the EHDN continues to be operational,
working from home, via email, phone, skype and video webinars.
Please note that it is important to remain active as much as
possible. To this end, please see below suggestions for exercise at
home compiled by the Physiotherapy Working Group:
Many of you will be aware of the importance of staying as
physically active as possible, both for your general health and
in terms of managing your Huntington’s Disease (HD). The
coronavirus situation will most likely be making this a little more
difficult for you particularly as we follow government advice to
stay in our homes.
We would like to share
some information with
you that you may find
useful. We believe that it
is important for you to do
some structured exercise
every day to help you
maintain strength and balance so we hope the booklet (shown
above and available via the HDAI website) will give you some ideas
of exercises that you can do at home. These have been specifically
developed for people with HD. You can also find videos showing
you how to do these exercise by following these links...
https://vimeo.com/289892489 • https://vimeo.com/289893681
Our advice is to choose at least 2 or 3 exercises from each section
of the booklet: flexibility and warm up; balance and co-ordination;
circuit resistance training; strength training and the cool down.
You can do these exercises 2 to 3 times per day. Remember to
get up and walk about as much as you are able. If you have a
garden, walk outside for a bit and see what is changing as spring is
happening - EHDN Physiotherapy Working Group

Seven HD family members called Joe Duffy’s
Liveline Show (RTE Radio 1) during the week of
Friday 3rd.

Family members discussed the lack of specialist
care facilities and the need for dedicated HD multidisciplinary clinics in Ireland. Brian Higgins, CEO of
Bloomfield Health Services was also interviewed
about Bloomfield’s specialist multi-disciplinary care
service for people with Huntington’s Disease.
He mentioned the challenges associated with HD for
the entire family, the need for adequate resources
and the lack of awareness of HD. He also mentioned
the ‘beautiful’ film Dancing at the Vatican, which
gives a ‘wonderful insight into the disease and the
impact of the condition on the whole family’.
Family members also spoke eloquently about the
impact on family members living with the condition,
the fifty/fifty chance of inheriting or not inheriting
HD, the dilemma of whether to get tested and the
need for HD clinical trials in Ireland (available in other
European countries).
See the HDAI website for a link to the podcast.

THANK YOU
The Hospital Saturday Fund
Twenty six Irish charities received donations from The Hospital
Saturday Fund (HSF) at a special reception at the Mansion House
in Dublin on Thursday, 20 February 2020. In total, €120,000 was
donated to the charities at the event, which was hosted by The
Hospital Saturday Fund Vice President, The Lord Mayor of Dublin,
represented on the evening by Deputy Lord Mayor, Councillor
Tom Brabazon.

Toonagh Annual Charity Walk
The 2020 Annual Charity
Walk in Toonagh Co.
Clare was held in aid of
Huntington’s Disease and
Motor Neurone Disease.
Denise Whelan and Lorna
Downes, together with the
support of their families,
Denise Whelan and Lorna Downes working
friends and neighbours,
hard in Toonagh Hall!
organised a very successful
charity walk and raffle on Sunday January 12th under a blue sky!
The Toonagh community were once again very supportive with
34 hampers donated for the raffle. Thank you also to the local
newspapers, Clare Champion and Clare Echo, for photos and
articles fetured. The walk has helped to raise important awareness
in addition to over €9,000 for the charities. HDAI are sincerely
grateful for the €4,600 received from the Toonagh walk. This
generous contribution assists HDAI in providing services and
supports to people impacted by Huntington’s Disease.

Patricia (second from right), at the HSF reception in The Mansion House

HDAI was among the beneficiaries and received a generous grant
of €4,000 towards the provision of newsletters and publications.
Speaking at the event, The Deputy Lord Mayor paid tribute to all
the charities attending and wished them every success in their
continuing worthwhile work.
Paul Jackson, Chief Executive of the Hospital Saturday Fund said,
“We are delighted to continue the tradition of supporting many
wide-ranging charities in Ireland, many of which are less wellknown. The Hospital Saturday Fund is honoured to support the
efforts of such deserving charities and help in some way towards
the exceptional, tireless work that they do in making such a huge
and positive difference to people’s lives.”
The reception also celebrated HSF health plan, a type of medical
insurance product, and its 70th Anniversary of working in Ireland
in 2019. Mr Jackson commented,
“It is reassuring to know that since 1949 we have been helping
families and individuals in Ireland with the cost of their everyday
medical bills. Our wide range of benefits are valued by our
policyholders and their dependents, with some people using
our benefits in conjunction with their Private Medical Insurance,
whilst others use HSF health plan as a stand-alone product.
Regardless of what cover people have, we offer outstanding
value for money.
With all of our profits going to our parent charity, The Hospital
Saturday Fund, which then makes donations to medical charities,
hospitals and hospices, everyone who takes out a policy with us is
really helping to make a difference to their local community”.
In 2020, the Hospital Saturday Fund will give €2 million in
donations and grants to medical charities for care and research,
hospices and hospitals across Ireland and the UK. Assistance will
also be given to individuals whose illness or disability has caused
financial difficulties.

Huge thanks to Anne O’Shea Clarke (on crutches) and the O’Shea extended
family for their support

We appreciate the efforts of everyone who participated, donated,
raised sponsorship and volunteered on the day. THANK YOU.
Birthday Gifts
Sharon Rooney recently celebrated a big birthday and very
generously nominated HDAI for donations in lieu of gifts. This
marvellous support of €1,050 is very much appreciated.
Veritas Ennis
Thank you to Geraldine and Veritas Ennis for holding a HDAI
collection box in their charity shop and raising €130 for HDAI.
Lock 13 Flanagan’s Mill
Barry, Orla and Sergio very kindly hold a HDAI collection box
in their bar in Sallins, Co. Kildare. We are grateful to Lock 13
patrons who have donated €155 recently. Thank you to
Cecil O’Reilly who organises the collection.
Recently Received Donations
Many thanks to: Alain €200, Jacyntha and Ger €150, Sarah
Brown €10 and Edward Jolliffe €10 via Cecil, Sean O’Kelly €50,
Orla €105, Margaret €100, Felicity €50, Anonymous €25 and
€10. A big Thank You to Ann and the team in Centra, Ballindine
for €104 received from HDAI Christmas card sales.
A Big Thank You to...
Aaron Byrne, working with HDAI since February as
part of his BSc degree in psychology in Maynooth
University, where 3rd year students take one
semester on work placement. Aaron has been a
huge support working on a HD survey and helping
with awareness/events, in addition to learning a
lot about HD. We wish him well in his studies and future career.
Thanks also to Dr Richard Roche, Senior Lecturer / Associate
Professor at the Department of Psychology, Maynooth University,
for inviting HDAI to participate in this beneficial project.

In Memory
HDAI received a generous
donation of €200 in memory
of Catherine Moore in
addition to €1,330 received
previously.
Thank you to Geraldine Keane
for her €50 donation in Tom
Connern’s memory.
Sylvia O’Neill
passed away
on February
14th at St.
Francis Hospice,
Blanchardstown. Condolences
to her loving daughters, Robyn
and Amy, her mother Eileen
and her siblings and extended
family, friends and neighbours.
We will remember Sylvia for her
kind heart and beautiful smile.
Eugene Newman, Co. Kerry,
passed away peacefully at his
home in the loving care of his
wife Mary and his sons and
daughters on March 10th.
Sincere condolences to
Eugene’s family and to his
relatives, neighbours and
friends. Thanks to Sarah Jane
O’Brien for a donation of €200
in Eugene’s memory.

AWARENESS UPDATES

Rare Disease Awareness
February 29th marked Rare Disease Day 2020.
Rare Diseases Ireland, together with other
interested stakeholders, organised activities to
raise awareness of rare conditions with policy
makers, public authorities, health professionals,
researchers, industry representatives and the
general public. President Michael D. Higgins
hosted a Rare Disease Day Party at Áras an
Uachtaráin for a number of families impacted
by a broad range of rare diseases.
An Easy Guide to Rare
Diseases in Ireland and
Consensus for Action was
launched with Minister
Simon Harris at the
Mansion House on 24th
February. The launch was
hosted by Dublin Lord
Mayor Tom Brabazon.
The guide was produced
by the Rare Disease Taskforce, which brings
together the three national networks of Health
Research Charities Ireland (HRCI); Irish Platform
for Patients, Science and Industry (IPPOSI) and
Rare Diseases Ireland (RDI).
Chloe (centre) with her mother Geraldine, her aunt
Fiona and Patricia and Aaron (Intern) from HDAI

HD Awareness Week

HDAI ‘s 2020 Awareness
Week is planned for 11th to
15th May. #LightItUp4HD
is one of our annual events
where we light up iconic
buildings in purple. If you have
any suggestions for this year’s
awareness campaign, please
get in touch at
info@huntingtons.ie

Huntington’s
Disease
Huntington’s
Disease

Association
of Ireland
Association
of Ireland
Carmichael Centre
North Brunswick Street
Dublin 7
Tel: 01 872 1303
FreeFone: 1800 393939
Email: info@huntingtons.ie
www.huntingtons.ie

Chloe Hayes, a young woman living with
Juvenile Huntington’s Disease features in the
Guide along with fourteen other children and
adults who live with a rare disease. The Guide
gives an overview of Rare Diseases and aims to:
• Explain what a rare disease is and how it is 		
defined in health policy
• Provide insights into living with a rare disease
• Identify rare disease priorities for the 2020 		
Programme for Government and beyond
• Provide an overview of policy and research 		
developments at national and international 		
levels
• Provide sources of information and support
for rare diseases, including the National
Rare Diseases Office (NRDO) and Rare 		
Diseases Ireland (RDI).
HDAI are very grateful to Chloe and her mother
Geraldine for helping to raise awareness. The
Guide is available via HDAI’s website and at:
http://rdi.ie/wp-content/uploads/2020/02/
Rare-Disease-Guide-02-20.pdf

Brain Awareness Activities
Love your Brain is an awareness campaign led
by the Neurological Alliance of Ireland (NAI) to
coincide with National Brain Awareness Week
March 16th to 22nd 2020.
There are 4 parts to the Campaign:
• Understand your Brain: Promoting greater
understanding and knowledge about our 		
brains and how they work
• Keeping Your Brain Healthy: Raising 		
awareness of brain health and how you can
protect and strengthen your brain
• Living with a Neurological Condition: 		
Calling for more investment in services for
the 800,000 Irish people living with 		
neurological conditions
• Promoting Brain Research: Highlighting
the need to support research into the brain 		
and brain conditions.
Actor Michael Fassbender
shared a video message
asking people to support
Brain Awareness Week,
saying, ‘Together let’s help
to challenge the stigma
and lack of understanding
surrounding brain disease
for the 800,000 people
living with brain conditions’
This year’s events were significantly curtailed
due to Covid-19 restrictions. The HD Café
event planned to take place at Bloomfield
Hospital with guest speaker Dr Melanie Ryberg,
Neuropsychologist at Bloomfield was postponed
until further notice.
The NAI highlighted results from a survey they
carried out which shows that access to vital
services for people with neurological conditions
is now worse than during the recession. This
will not come as a surprise to many HD families
who are waiting for essential services including
neurology appointments, physiotherapy,
neuropsychological supports etc.
The NAI also launched an advocacy leaflet to
highlight the deficits in neurology and to call for
three specific actions to be addressed in a Future
Programme for Government:
• Investment in Regional Neurology Centres
in Sligo, Limerick and Waterford and appoint
additional clinical nurse specialists in multiple
sclerosis, Parkinson’s disease, epilepsy & rare
conditions
• Investment to support the implementation
of the National Neurorehabilitation 		
Strategy: prioritising investment in community
neurorehabilitation services
• Address the funding shortfall in Section 39
organisations providing critical services to 		
people with neurological conditions and their
families

