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Notice of Closure of Cuisle
The Irish Wheel Chair Association’s 
decision to close Cuisle Holiday and 
Respite Centre at the end of November 
has come as very unwelcome news to 
many people who used the service, 
including people living with HD and 
their families. 

IWA have advised that necessary repairs to 
the building (which they do not own) will 
cost in the region of €1.15m at a minimum 
and as they do not have this funding they 
have made the decision to close Cuisle. 
They have announced that they will now 
concentrate on providing respite breaks in 
accessible hotels. 

HDAI has held conferences and respite 
weekends at Cuisle for over twenty years 
and many members of our association avail 
of independent respite breaks there. The 
centre has offered people with complex 
disability a wonderful opportunity to avail 
of peer support in an accessible, friendly 
and relaxed environment. People familiar 
with Cuisle appreciate the excellent facilities 
at the centre, but more importantly many 
people valued the culture of kindness, care 
and understanding there. Cuisle was a place 
where people living with complex disability 
did not fear being watched or judged, as 
can often be their experience when in public 
spaces. 

HDAI would like to acknowledge the 
wonderful support received from 
the Cuisle team at our annual respite 
weekend over many years.

A campaign to #SaveCuisle was established 
when the closure was first announced and 
has had some success in conveying the 
unique nature of the service. People have 
gathered outside Leinster in Protest and 
in November and a Health Oireachteas 
Health Committee discussed the closure 
on November 2i1st. There was also a huge 
rally in Roscommon town in late November. 
A recent article in the Roscommon Hearld 
reports that a group of stakeholders are still 
working hard to save this unique facility.

PSI Division of 
Neuropsychology 
Symposium
HDAI were invited to speak at the 
Psychological Society of Ireland 
Neuropsychological Division annual 
symposium on December 6th. Grainne, 
a member of a HD family and Patricia, 
Information and Services Coordinator, 
spoke about ‘Using Social Media to Stay 
Connected’

Grainne discussed growing up in a HD family 
and how as children she and her siblings 
helped care for their Dad whose symptoms 
started when they were very young. She 
mentioned the difficulty of explaining HD to 
her friends when growing up and how she 
still finds it difficult to effectively portray the 
impact of HD to people unfamiliar with the 
condition. She considers herself fortunate to 
now have close friends who make an effort 
to learn about HD and look out for research 
news. She also spoke about the benefit 
of always talking openly about HD within 
her family. Grainne took part in a HDYO 
European youth camp in 2013 and uses 
social media to keep in contact with other 
young people she met there and appreciates 
the ease of their ‘shared understanding’. 

Patricia spoke about the benefit of Social 
media, to a relatively small organisation 
like HDAI, when raising awareness and 
fundraising. It is also a useful medium for 
keeping informed on issues of interest 
to the HD community at a national and 
international level. HDAI’ s You Tube channel 
hosts information videos and recordings 
of HD expert talks. Twitter and Facebook 
provides links to research news via HDBuzz 
and other HD experts and is also a useful 
means of sharing information with the HD 
community. 

HDAI are indebted to our volunteers, two 
in particular, who have very generously 
contributed their time and expertise to 
building HDAI’s social media presence in 
recent years.  

See dates on page 4

For information on Genetic 
testing, contact the Genetics 

Centre - Tel: 01 409 6902 and  
www.genetics.ie
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SUPPORT MEETINGS

You can express your interest 
in participating by emailing 
enrollhd@beaumont.ie

Sincere thanks to all who 
have volunteered, fundraised, 

donated, given grant assistance 
or participated in training or 

information seminars in 2019 to 
improve quality of life for people 
with HD. We are very grateful.

ENROLL HD

THANK YOU

Protest at Leinster 
House courtesy of 
#SaveCuisle



Coping with Christmas
Christmas is renowned as a time to unwind and ‘make merry’ yet it can also be 
a stressful time for many of us. Financial costs, increased time in the kitchen, late 
nights, family arguments, absent loved ones, and increased food and alcohol 
consumption can take their toll. The pressure to be seen to be having a good 
time can feel overwhelming if you or your family are dealing with emotional 
difficulties. While it’s great to catch up with people whose company we enjoy, 
saying no to unwelcome invitations can be difficult, but being prepared can help.  
For example ‘Thank you for thinking of me, but I’m not feeling great just now 
and need to catch up on sleep. Hopefully we can meet up soon…’

Christmas can be very lonely for those who have suffered recent bereavement. 
Taking part in community events or volunteering at your community centre 
may help reduce loneliness. Practicing mindfulness can also help to de-stress. 
The Mindfulness and Relaxation Centre at Beaumont Hospital is a good online 
resource: http://www.beaumont.ie/marc

Getting outdoors for some exercise can be a good way to de-stress  
and improve our mood and energy levels. 

A Reflection
Denise Gapper, a HD family carer, has shared a poem  
she wrote to help her cope with life’s challenges.

My Walk

When sadness weighs heavy on my heart and my soul,
I put on my boots and I go for a stroll,
It’s not just to take the dogs for a walk,
It’s to pour out my heart - to my God I can talk,

A time for myself, to escape to a place
That takes me away, puts a smile on my face,
So green is the grass adorning the land, 
Dotted with daises and buttercups grand,

Blackberries, blossom and glistening dew,
Cows on the meadow create such a view,
Crab apples grow crisp round and green,
Red rosehips so vivid, a sight to be seen,

Birds sing their songs as I make my way back,
Elderberries droop with their teardrops of black,
The freedom I feel and the wind in my hair,
Refreshes my heart so I need not despair,

Vibrant beauty around just continues to grow,
Life is so hard but there’s one thing I know,
When sadness weighs heavy on my heart and my soul,
I put on my boots and go for a stroll.

HDYO
The Huntington’s Disease 
Youth Organisation 
(HDYO) will hold their 
first International Young 
Adults Conference for 
18-35 year olds impacted 
by Huntington’s Disease, 
in Glasgow, Scotland from 
9th – 11th May 2020. HYDO 
have planned three days of 

educational and support sessions with internationally renowned HD experts 
contributing. There will also be an emphasis on FUN with lots of entertainment 
and activities scheduled. See http://hdyocongress.org/ for further 
information. If you wish to attend but cost is prohibitive HDAI may be able to 
make a contribution. Email us on info@huntingtons.ie

Beaumont HD Research Study
Prof. Niall Pender and his HD research team 
in Beaumont Hospital are grateful to the HD 
family members who have already expressed 
an interest in their study to investigate the 
cognitive and behavioural changes that take 
place in Huntington’s Disease over time. 
Individuals who are part of a HD family are 
eligible to participate. Like Enroll-HD, if you 
have a diagnosis of HD, are at risk of the HD 
gene, have a positive or negative test result 
or are a partner / spouse of someone living 
with HD you are welcome to join the study. 
If you are interested in contributing to this 
research study or to the Enroll-HD study please 
contact Donal Campbell at Beaumont by email  
donalcampbell@beaumont.ie or at  
01 809 2223.

Rare Disease Day

29th February 2020 will be the thirteenth 
international Rare Disease Day coordinated by 
EURORDIS-Rare Diseases Europe. Eurordis is a 
unique, non-profit alliance of 884 rare disease 
patient organisations from 72 countries that 
work together to improve the lives of the 30 
million people living with a rare disease in 
Europe. Rare Diseases Ireland is a member 
organisation. EURORDIS seeks to improve the 
quality of life of people living with rare diseases 
in Europe through advocacy at the European 
level, support for research and medicines 
development, facilitating networking amongst 
patient groups, raising awareness, and many 
other actions designed to reduce the impact of 
rare diseases on the lives of patients and family. 
On Rare Disease Day, Rare Diseases Ireland and 
other organisations from countries and regions 
all over the world will hold awareness-raising 
activities. For further information see:  
http://rdi.ie/  and https://www.eurordis.org/

Brain Awareness Week 2020
Love your Brain is an awareness campaign 
led by the Neurological Alliance of Ireland 
to coincide with National Brain Awareness 
Week March 16th to 22nd 2020. The 
campaign aims to promote greater 
awareness and understanding of the brain 
and brain conditions as well as the need for 
more investment in services, research and 
prevention. Love your Brain is supported by 
over 20 patient organisations (including HDAI) 
and research groups throughout the country. 
Look out for #LoveYourBrain2020 and see 
https://www.loveyourbrain.ie/ for further 
information.



Fundraising - Thank You

West Cork Cheval

HDAI are sincerely grateful to Nuala O’Brien, her family and 
friends in West Cork who supported the Schull Cheval event on 
October 20th raising a magnificent €2,245 in funds for HDAI.

Cheval arriving at Schull  Kate O’Connor, Nuala and Bridget Supple  

“We, the O’Brien Family, started out with three objectives:  
1) to raise much needed funds for HDAI,  
2) to raise awareness of HD and  
3) to do this in memory of our Mom, a wonderful lady that 
fought HD right up till she took her last breath. We have 
achieved all three objectives. We are very thankful for all the 
support. There were a total of 43 riders and horses taking part 
on the day. Fabulous ladies gave up their Sunday to help with 
refreshments. Staff in O’Regans bar were a great support. We 
appreciate everyone who gave a donation or sponsored a spot 
prize. Thanks in particular to the O’Callaghan family (Schull, to 
Debbie Linch & Pat O’Driscoll and to Kate O’Connor and Bridget 
Supple. We are so thankful to each and everyone who helped 
out“. Nuala

Dublin City Marathon

Sincere thanks to HDAI’s marvellous Dublin City Marathon 
fundraisers who competed in the very strenuous Dublin City 
Marathon raising excellent funds and awareness:

Catherine O’Leary: €1,221.25    Leonie and Frank: €2,261

Handknits for HD

Íde, Máire and friends held their annual ‘Handknits for 
Huntington’s Disease’ stall at the Celbridge Craft Fair on 23rd 
and 24th November. Máire’s beautifully hand knitted children’s 
wear and blankets and highly sought after as are their unique HD 
Snowmen. They have raised €560 for HDAI. A big thank you to 
Íde, Máire Paul, Oisin and all who help out. 

Jewellery for HD

Áine Ní Dhonncha and her team of Christmas spirited elves 
made some fabulous jewellery in aid of HDAI and raised €1,179 
from sales. Áine and Bernie Spellman joined Íde at the Celbridge 
Craft Fair and they also held a stall at  the Pearse College of 
Further Education (Clogher Road) Christmas garden sale on 
December 12th. Thanks to Pearse College staff and students 
who generously supported their efforts. HDAI have had many 
years of generous support from Pearse College for which we are 
extremely grateful.

Joe Doran’s Awareness Walk

HDAI have received another €200 from Joe Doran’s HD 
Awareness Walk which brings the total raised to a fantastic 
€9,396.64. Huge thanks to Joe and his family.

Sunrise Up Croagh Patrick

Further donations of €1,028.91 from the 
#Sunriseupcroaghpatrick (SUCP) 2019 arrived which has 
increased funds from the event to approximately €9,400 for 
HDAI. SUCP will take place on 27th June 2020. For info see 
https://www.sunriseupcroaghpatrick.com/ 

Christmas Cards

A big Thank You to all who have bought and helped to sell 
HDAI’s Christmas cards this year.  So far proceeds include: Dublin 
Support Meeting €175, Cork Support Meeting €146, Limerick 
Support Meeting €110, Roscommon Support Meeting €100, 
online sales €82 and others €16. If you have Christmas themed 
photos or paintings suitable for 2020 we would love to feature 
them on next year’s cards.

Recently received donations

• Ger & Jacyntha, Martina, Finnola and Zil’s monthly Direct  
 Debit donations.
• John Moore, Marin Air €1,000
• Friends of Stephen Colohan €330
• Patrick and Teresa O’Sullivan €500
• Robert Hayes €300 in memory of Tony Porter
• In memory: Additional donation of €100 in memory of  
 Winnie Murray (Total €305)
• Leinster Cleaning: Thanks to Michael Moore at Leinster  
 Cleaning for his remarkable support throughout the year  
 including a recent €250 donation.
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HDAI Support Meetings
Support meetings are held regionally on a Saturday morning from  
11am - 1pm. 2020 meetings include:

DUBLIN CORK WEST LIMERICK

Feb. 8th 
May 2nd 
Aug. 8th 
Nov. 7th

Mar. 28th 
Jul. 25th 
Oct. 10th 
Nov. 10th

Feb. 22nd 
Sept. 5th 
Dec. 5th

Jan. 11th 
Apr. 11th
Oct. 24th

Dates subject to change - contact HDAI for confirmation and location

UPCOMING EVENTS

Charity Walk, 
Toonagh,  
Co. Clare

The 2020 Toonagh 
Charity walk will take 
place on Sunday 12th 
January and is in aid of 
Huntington’s Disease and 
Motor Neurone Disease. 

Registration is at 11am 
at Toonagh Hall which is 
situated 8km from Ennis 
on the Corofin Road near 
The Burren. The registration 
fee of €10 for adults  
(children are free) includes 
refreshments, home baking  
and treats afterwards!

In Memory

Mary Whelan 
passed away 
on 18th 
November 2019. 
Condolences 
to her loving 

daughters Shannon and Tanya, 
her mother, her siblings and 
extended family. Thank you to 
Mary’s family and friends who 
have donated €528 to HDAI in 
her memory.

HDAI Annual Support Meeting Lunches


