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Message from the TCD 
Huntington’s Research Team
Thank you to everyone who contacted  
us to enquire about the Trinity College 
Dublin study of brain function  
abnormalities in HD.

As some of you will be aware, our study 
had to be postponed due to pandemic 
restrictions. 

We want you to know:

•  We aim to begin the study sessions in  
 February 2022

•  We will be re-contacting those who 
  previously expressed interest in the  
 research in January to check if you are  
 still interested in volunteering

•  If you are interested in hearing more  
 about the project and potentially taking  
 part (people living with HD and those  
 who do not have HD) please email  
 Dr Roisin Mc Mackin,   
 mcmackr@tcd.ie

To view the Meet the Researchers May 
2021 Webinar see www.huntingtons.
ie/Volunteers-needed-to-help-in-
Huntingtons-disease-research

HD Therapeutics 2021 
Keynote Video
At the 2021 conference held online April 
27-29, CHDI caught up with each of the 
Keynote speakers from the previous 15 
years to learn how their very personal 
presentations had affected them both 
then and now, and to hear their own 
impressions of how HD drug development 
has progressed.  

CHDI’s 2021 video postcard is now available 
online, https://chdifoundation.org/all-
postcards/

Keynote speakers are usually from an HD 
family with previous speakers including Jeff 
Carroll, Charles Sabine, Sarah Wincless, Nora 
Guthrie, Astri Arnesen and Svein Olaf Olsen. 
Their personal stories remind the scientists 
why they are gathered. 

Registration Open for 
HDYO Congress 2022

The Huntington’s Disease Youth Organisation 
International Young Adult Virtual Congress 
takes place on March 5-6, 2022. The event 
promises sensational speakers, personal 
stories, shared experiences, educational 
sessions and research updates from leading 
pharmaceutical companies and professionals. 
It is open to all HD community members: 
family and professional. Family attendance is 
free of charge. For further information see:  
https://hdyocongress.vfairs.com

www.huntingtons.ie

See information on page 4

For information on Genetic 
testing, contact the Genetics 

Centre - Tel: 01 409 6739 and  
www.genetics.ie

CHECK OUT OUR WEB SITE

GENETIC SERVICES

SUPPORT MEETINGS

Christmas Cards 2021
HDAI are delighted to have 
received some paintings of 
Christmas scenes for our charity 
Cards this year. A big thank you to 
Cécile Grenêche and Liam Mahon 
(friends of Bernie Spellman) for 
their contributions. 

If you would like to purchase some 
cards or if you know of any shops 
or post offices willing to stock and 
sell our cards please  
let us know.

Christmas Cards 2021
A big thank you to Cécile 
Grenêche and Liam Mahon for 
their card design contributions. 

Another big Thank You to Bernie 
Spellman for selling lots of our 
charity cards, to Pearse College, 
O’Grady’s Filling Station,  
J. Mulligan’s for their support  
and everyone who bought our 
cards this year.



Lion’s Club Carers Weekend
The Lions Club very kindly gave HDAI the opportunity to offer two HD family carers a 
complementary Lions Club carers weekend at Ballyvalloo Centre, Wexford in October.  
Over recent years, a number of carers from HD families have availed of this therapeutic 
weekend by the sea.

”We had a lovely time at the Lions Club Carers Weekend in Wexford. The Lions  
team couldn’t have been nicer. They really looked after us so well and there  
was a lovely relaxed atmosphere. There was also counselling sessions and  
reflexology on offer to us. Thanks for a much needed break, I didn’t realise  
how much I needed it until I got there”. 

HD Carer

Sarah’s Mobility Lift

Sarah and her Dad Paddy very kindly offered us a tour of their recently installed mobility lift. 
They are happy to share information on the installation process with others who may be 
considering having one installed. Sarah’s mobility chair fits in the lift so she can use her chair 
upstairs. The lift is compact, quiet and easy to operate. It does require some space to access 
and exit the lift in a chair or walker. Contact info@huntingtons.ie if you would like more 
information.

Patients Deserve 
Better Campaign
The Neurological Alliance of 
Ireland led #PatientsDeserveBetter 
campaign commenced in October 
and has now held regional 
launches in Limerick, Cork  
and Galway. 

Nurse specialists play a crucial 
role in supporting people 
with neurological conditions. 
Increasing the number of 
neurology nurses will ensure 
that people with neurological 
conditions have improved access 
to healthcare supports and reduce 
the time they are waiting for 
appointments. You can learn how 
to support the campaign and see 
more information at: https://
www.patientsdeservebetter.ie

Ireland has no Huntington’s 
specialist nurse in neurology 
despite the crucial need for this 
service. HDAI would welcome 
your support in calling for 
specialist nurses (and dedicated 
multi-disciplinary services) for 
Huntingtons. Please get in touch 
if you are interested in helping us 
to advocate for improved services.  

European Action  
Plan for Rare 
Diseases
On November 24th, the European 
Parliament held a debate in 
support on an Action Plan on 
behalf of 30 million people across 
Europe living with Rare Diseases.

Messages included: 

Rare Diseases will remain 
an important focus of the 
parliament, the need to end 
stigma, parliament members 
commitment to support the 
continued development of 
European Reference Networks 
and the need for equal access to 
treatments regardless of where 
people live in the EU. Irish MEP 
Billy Kelleher was among those 
speaking at the debate.



Tusla, Child and Family Agency
Thank you to Tusla, Child and Family Agency 
for their annual grant of €2,650 which 
contributes towards the cost of counselling 

or play therapy for young people from HD families and also for 
parents impacted by HD. Please contact us if you feel yourself or 
your child would benefit from counselling. 

The Hospital Saturday Fund
HDAI were successful in our application to 
the Hospital Saturday Fund who provided 
a very generous grant of €3,000 in 

August towards the provision of cognitive rehabilitative therapy 
for people living with Huntington’s Disease.

Henley Mermaids Auction

In addition to other successful fundraising events earlier in 
the year, the dynamic Henley Mermaids and Sunrise for Brain 
Conditions team held an entertaining and highly successful 
online Charity Auction in aid of Brain Conditions, HD, 
Parkinson’s, Motor Neurone and Multiple Sclerosis in Ireland  
and the UK.

HDYO and HDAI were the Huntington’s charities which 
benefitted from the event. Sarah Winckless MBE, attended the 
event and gave a brief talk about her experience of growing up 
in a HD family and the importance of support organisations.

The team secured some amazing 
donations for their 28th October 
auction which included: a rowing 
lesson with Olympic medallist Sarah 
Winckless MBE, a collection of 
memorabilia from Irish musician, Hozier 
(left), £500 vouchers from Peachy Lean 
Sportswear, €250 voucher for The 
Shed Distillery, Drumshanbo and  

€800 worth of vouchers for the Castlecourt Hotel, Westport. 
www.henleymermaids.com/auction

The charity auction raised over €2,000 for HDAI. 
A big thank you to all involved.

Galway Bay Marathon
Nina participated in the Galway Bay 
Half Marathon running 21km on 2nd 
October. She ran in support of her aunt 
Fiona (pictured), and raised a magnificent 
€2,446 for HDAI. When Fiona was in 
good health she was an avid runner, 
PE teacher and exercise guru, so Nina 
wanted to run her first half marathon in 
Fiona’s honour. Thank you!

Hand Knits
Nancy Shannon created beautiful crochet blankets and received 
donations of €265 for HDAI. Thank you Nancy!

Mountain Top
Jane Merrigan and 
Ailish Byrne (pictured) 
climbed Croagh Patrick 
recently and Jane 
has donated a very 
generous €200 in 
memory of her  
Uncle Phell  
(Pat) Carty.

Francis
• Simon B donated €250 to HDAI in memory of Francis. 

• In addition, Nick Ashe donated €100 in memory of his cousin  
 Francis. “My cousin Francis was a one off! Kind, generous and  
 very good company”.

Robert Murphy
Sadly, my husband Robert passed away 
on October 28th. Robert had his HD 
journey since early 2000s. He spent the 
last five years or so in the loving care of 
the staff of Tralee Community Nursing 
Unit. Robert and I had many friends on 
the staff and residents of the Nursing 
Unit. Also many friends in the HDAI 
staff and community. Thanks to all for 
the care, attention and support.

Elizabeth Savage 

• HDAI received €720 in memory of Robert. Thank you to  
 Elizabeth and Robert’s family and friends, and to the  
 Sheehan family for their generous donations.

Tom Connern and cousins, Michael and Jarlath
Family members of the late Tom Connern and his cousins 
Michael and Jarlath, RIP have very generously organised a 
Christmas donation of €940 in memory of their loved ones. 
Sincere thanks to Paddy and Kathleen Connern, Ann and Joe 
Hannon, Margaret and Joe Mangan and their families for their 
very thoughtful donations.

•  Irish Life - HDAI received a generous donation of €500 from  
 Irish Life Group Services. Sincere thanks to Irish Life and to  
 Ann Doran for nominating HDAI.

• Direct Debit donations from Fionna, Martina and Zil 

• Donations via iDonate: David - monthly donations, Triona  
 Hanly €100, Brid Sinclair €40 - with thanks to Anna Porter

• Benevity - Roseanne Evans

• Robert - €330 donation in memory of Tony Porter and in  
 support of the Porter family.

• Patrick and Teresa O’Sullivan - €1,000

• Mary B Walsh - €50

• Moira MacManus - €50

• Stephen Gorman - €100

• Francie Gibbons - €200 “Keep up the good work” 

Membership
Thank you to all who have renewed your 2021 membership.

Thank You

Fundraising

In Memory

Donations
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 Annual Toonagh  
 Charity Walk, Co. Clare

 The 2022 Toonagh Charity walk will  
 take place on Sunday, 16th January  
 and is in aid of Huntington’s Disease,  
 Motor Neurone Disease and  
 Parkinsons. Participants can register  
 or donate online at: 

 http://www.idonate.ie/  
 ToonaghWalk2022

 Walkers gather at 11am at Toonagh  
 Hall which is situated 8km from Ennis  
 on the Corofin Road near The Burren. 

 There is a registration fee of €10 for  
 adults and children are free. If you  
 can’t make it to Clare you can always  
 participate nearer home to shake off  
 those Christmas treats! 

Rare Disease Day

28 February, 2022, marks international Rare 
Disease Day coordinated by EURORDIS-Rare 
Diseases Europe. Rare Diseases Ireland is a 
member organisation of EURORDIS and an 
umbrella group for voluntary organisations 
supporting people with rare conditions in 
Ireland. 

In 2021, RDI hosted a ‘Raise a Toastie’ 
campaign to raise awareness and plans to 
continue this campaign in 2022. For further 
information see: http://rdi.ie/ and 
https://www.eurordis.org/ 

Brain Awareness Week 2022 

Love your Brain is an awareness campaign 
led by the Neurological Alliance of Ireland 
to coincide with National Brain Awareness 
Week March 14th to 20th, 2022. 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. 

The theme for 2022 is Together We 
Are Stronger: Promoting the Value of 
Teams, Partnerships and Collaborations in 
Neurological Care and Research.  

Look out for #TeamBAW2022 and 
#brainawarenessweek2022 

See https://www.loveyourbrain.ie/ 
for further information.  

Dates subject to change - contact HDAI for confirmation.

Follow HDAI on 
Social Media

Thank you to our volunteers 
for their social media work.

ID Card
A free Huntington’s ID  
card is available if required.  
Please contact us at  
info@huntingtons.ie or on 
our mobile no. 087 051 7772
and we will take it from 
there.

HD Chair
Let us know if you need a HD 
Chair for a family member or 
if you have one that needs 
repair. Alternatively if you 
have one you don’t need 
and would like someone else 
to make use of it we can 
arrange this. Please contact 
the office.

HDAI Online Support Group Meetings
We all look forward to face-to-face events resuming soon. However, 
while Covid numbers remain high, we will take a cautious approach  
as many people within the HD community are considered vulnerable. 
We will continue to monitor the situation and hope to offer face-to-
face events as soon as possible.

Online Support Meetings commence at 11am on 15th January 2022.

Other dates for the diary (online or in person to be decided):  
Dublin 5th Feb, West 19th Feb, Cork 27th March and Limerick  
9th April. Please contact us at info@huntingtons.ie if you are 
interested in joining a support meeting.

Upcoming Events

Annual Toonagh
Charity Walk

Annual Toonagh
Charity Walk

Sunday January 16th, 2022

In aid of Huntington’s Disease, Motor Neurone
Disease and Parkinsons Disease

Toonagh Village, Co Clare is near The Burren, 8km from Ennis on the Corofin road. 

www.huntingtons.ie
RCN 20025656

Walk registration at Toonagh Hall at 11.00am (children free). Suitable for families with
various fitness levels. 3 walk routes around the roads of Toonagh Dysart: 2km / 6km / 10km. 

www.imnda.ie
RCN 20021009

www.parkinsons.ie
RCN 20028237

Participants are asked to adhere to relevant COVID-19 guidance.

Participants can register or donate online at: http://www.idonate.ie/ToonaghWalk2022

The articles which appear in this newsletter 
may not necessarily represent the views of 
HDAI.

Huntingtons Disease  
Association of Ireland

@HDAI_ie


