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Our Call for a HD  
Specialist Service

HDAI, together with five clinicians with a 
specialist interest in Huntington’s disease 
(Professor Orla Hardiman and Professor 
Niall Pender, Beaumont Hospital, Professor 
Jennifer Hoblyn, St. John of Gods, Dr Kieran 
O’Driscoll and Dr Tom Burke, Bloomfield 
Hospital) and John Eden, former CEO of 
Scottish Huntington’s Association, have 
come together to advocate for the specialist 
service that HD families need. 

On 1st February, the group met with 
Minister Mary Butler and representatives 
from Minister Anne Rabbitte’s department, 
together with Deputy John Lahart who has 
been supporting our campaign.  

We are asking the government to support 
the establishment of a task force to 
investigate the needs of people with 
Huntington’s disease and their families and 
make recommendations on what needs to 
be done. 

In addition, we are asking for the immediate 
appointment of two HD specialist nurses and 
two psychologists.

Since February, HDAI has been lobbying TDs 
across the country to support our request for 
this HD task force and for the appointment 
of critical staff to support people living with 
HD. We have received a positive response 
from TDs with about sixty meeting our 
request to contact the Ministers, or ask 
Parliamentary Questions.

Deputy James Lawless (above) raised the 
issue with Minister Butler during TDs 
Questions on March 10th, referring to the 
advocacy work of Councillor Íde Cussen and 
her colleague Councillor Bernard Caldwell  
in Kildare. 

We are also asking family members to 
contact your TDs to ask for their support. 
If you haven’t had the opportunity to do 
so, please consider contacting TDs in your 
constituency: https://huntingtons.ie/
Leinster-House-Awareness

Deputy John Lahart invited HDAI to hold 
a HD awareness event at Leinster House 
on March 23rd. Deputy Lahart opened the 
discussion by speaking about his fathers’ 
diagnosis of motor neurone disease over 
twenty years ago and the scant services 
available at that time. He spoke about the 
positive difference a specialist service now 
makes for people with MND and the obvious 
need for such a service for other complex 
conditions. 

Selina, a family member spoke powerfully 
of the impact of Huntington’s on three 
generations of her family and her struggle to 
get appropriate supports for her loved ones.

(continued on page 2)
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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

HDAI’S SERVICES

HDAI staff continue to work from 
home as much as possible. Our 

helpline remains open via mobile 
on 087 051 7772 and email: 

info@huntington.ie
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Selina asked TDs and Senators in 
attendance to support our call for HD 
specialist services and the appointment 
of HD nurse specialists so that HD 
affected families will have access 
to appropriate care and potential 
therapeutics. 

John Eden, former CEO of the Scottish 
Huntington’s Association (SHA) spoke 

about the benefit of HD specialist 
neurology and psychiatry led multi-
disciplinary clinics in Scotland and of the 
work of the nineteen HD specialists there 
who work regionally to coordinate care 
and provide outreach to families. SHA 
also provides a youth support service and 
a financial wellbeing service to families.

Professor Jennifer Hoblyn, Clinical Lead 
at St John of Gods Hospital and formerly 
at Bloomfield Health Services also called 

for specialist HD services. Prof. Hoblyn 
discussed her HD work at a European 
level and mentioned the specialist 
services that exist in other European 
countries. Professor Hoblyn is involved in 
the HealthE-RND project - Healthe-rnd -  
European eHealth care model for rare 
neurodegenerative diseases.

Dr. Kieran O’Driscoll and Dr. Tom Burke 
also attended the meeting and were 
available to answer questions on the 
complexities of HD and the need for 
more appropriate supports. 

In addition to Deputy Lahart who hosted 
our event other Oireachtas members and 
attendees included: 

Deputy Jackie Cahill, Councillor Marie 
Casserly, Deputy Michael Collins, Deputy 
Réada Cronin, Senator Paul Daly, Deputy 
Marian Harkin, Deputy Paul McAuliffe, 
Deputy Mattie McGrath, Deputy Éamon 
Ó Cuív, Deputy Richard O’Donoghue, 
Senator Fiona O’Loughlin, Deputy 
Pádraig O’Sullivan, Deputy Patricia Ryan, 
Luke Silke and Deputy Niamh Smyth.

HDYO Congress 2022

The HDYO  Congress took place from 
March 5-6 2022. HDYO are celebrating 
ten years in existence this year HDYO 
10 Year Celebration - YouTube. 

If you missed the 
conference or 
want to re look 
at seminars go to 
HDYO’s YouTube 
channel www.
youtube.com/
user/HDYOFeed/
playlists where you 

can watch the seminars including:  

‘Research Breakdown with HD Buzz, 
HDYO and HDSA’  and ‘Mental Health 
with Dr. Bonnie Hennig-Trestman’

’Family Voices’ Webinar Series in May

The Huntington’s Disease Alliance is hosting a new series of lived experiences,  
‘Family Voices’ starting on May 16th. Family members from across the Huntington’s 
disease community will share their experience. For our first episode, Melanie Pearson 
will talk about the impact of Huntington’s disease on her family and about why it 
inspired her to write a book.  

The Huntington’s Disease Alliance was established to promote awareness of 
Huntington’s disease and improve support for families across the UK and Ireland.  
The Alliance consists of four independent charities, Huntington’s Disease Association, 
Scottish Huntington’s Association, Huntington’s Disease Association Northern Ireland 
and Huntington’s Disease Association of Ireland. The organisations within the Alliance 
share the common goal of helping people who live with Huntington’s disease to achieve 
the best quality of life possible. Collectively, the Huntington’s Disease Alliance also strives 
to universally increase understanding and raise awareness of the impact of the disease 
on individuals and families affected. Register Webinar Registration - Zoom

HDYO’s Lauren Byrne



AWARENESS UPDATES THANK YOU

Rare Disease Awareness

Rare Disease Day (February 28th) saw members 
of the rare disease community around the world 
raising awareness. Rare Diseases Ireland’s ‘Raise A 
Toastie’ awareness campaign was supported by 
Adam King (below) who lives with a rare illness.

The European Huntington’s 
Association actively shared 
images on social media 
to promote Huntington’s 
awareness. EHA asked 
people impacted by HD to 
share their photos for a HD 
video to mark Rare Disease 
Day. 

https://www.facebook.com/ 
EuroHuntington/videos

The Irish Independent published an article on Rare 
Disease Day which discussed ‘the nightmare ordeal’ 
people diagnosed with rare illnesses including 
Huntington’s Disease face because of the lack of 
specialist clinics in Ireland.

See: How people diagnosed with rare illnesses 
including Huntington’s Disease face a 
nightmare ordeal in Ireland - Independent.ie

The Space Fundraiser

The Space Hair Soul and Beauty,  
Drumcondra, Co. Dublin held a 
Charity Fundraiser for HDAI in 
December raising an incredible 
€14,264.44. Sincere thanks to Selina 
and Carla McQuillan, Keith Boyle, 
colleagues, family and friends for  
this wonderful support.

Toonagh Walk
The 2022 Annual 
Charity Walk in 
Toonagh Co. Clare 
took place on 
16th January in 
aid of HD, MND 
and Parkinsons 

Disease. The walk was well supported by local community members 
delighted to meet outside while social distancing! The walk has helped 
to raise important awareness in addition to over €7,000 for the three 
charities. The walk has raised a marvellous €2,592.84 for HDAI. We 
appreciate the efforts of everyone who participated, donated, raised 
sponsorship and volunteered on the day. Special thanks to Denise and 
the walk organising team.

In Memory
Beccy - Beccy was a much loved mother, partner, 
family member and friend. She died prematurely 
on the 22nd of November 2022. She will be 
lovingly remembered by Darren, Jack, Duncan, 
Sue, Francie and by her extended family and 
friends. Her family and friends donated €521 to 
the Huntington’s Association in her memory.

Fran - Sincere condolences to Fran Stacey’s husband Joe, her daughters, 
son-in-laws, grandchildren, and to her extended family and friends. 
Donations in Fran’s memory include Christy Porter and family €100, 
Anna Porter €20. May Fran rest in peace.

Phil Fogarty - The late Phil Fogarty 
(husband to Peggy, Pauline Doran’s 
sister) passed away in January. Phil 
was a regular supporter at Joe Doran’s 
Awareness Walk at Lough Key. Sincere 
condolences to Peggy and family.  

HDAI have received €300 in lieu of funeral flowers in Phil’s memory.

Other In Memory donations included: 

• Jarlath - €100 in memory of Austin
• Michael - €200 in memory of Tom Connern

Donations
• Direct Debit donations from Fionna, Martina, Paul and Zil 
• Donations via iDonate: David - monthly donations 
• Benevity - Roseanne Evans
• Seamus - €1,000 

• Catriona €100, Laura €30, Melissa €30. Eva €20 ‘Fantastic cause.  
 great support for sufferers and families of such a debilitating disease’
• Geraldine K - €50 
• Angela Power - €50

• Christmas gift €60 donated to HDAI for Bernadette Spellman 
 and Micheal Bird ‘Well done to HDAI for their endless support work’

• John, Grace & Riley - €60

Martina, Rosemary, Denise and Miriam
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UPCOMING EVENTS

Dates subject to change - contact HDAI for confirmation.

HDAI Online Support Group Meetings
We look forward to all regional support meetings resuming from May 
but we ask that attendees confirm in advance in the event that any 
meetings will need to be rescheduled.

Support Meetings:

• Limerick Group - 9th April (online), 22nd October  
• Dublin Group - 7th May (with Lunch), 6th August  
• Cork Group - 23rd July
• Roscommon Group - 3rd September

Please contact us at info@huntingtons.ie if you are interested in 
joining a support meeting.

Members Meeting in Cork

HDAI held our first in person support meeting since the 
pandemic in Cork on March 26th. We were delighted to 
meet members again and hear an excellent presentation 
from Cathy Coughlin, Senior Speech and Language 
Therapist.

Cathy provided information and tips on speech problems 
and swallowing difficulties. Her presentation slides are 
available on request by emailing info@huntingtons.ie 
Here is a sample of information provided:

General Tips for Safe Swallowing: 

•  Eat at a table if possible

•  Keep upright for 20 minutes after meals

•  Have one consistency in the mouth at a time

•  Have very cold drinks with hot meals 

•  Avoid talking when eating or drinking

•  Manage fatigue by having  
 little but often.

•  Note any changes

•  Don’t be afraid to ask  
 for your food to be  
 modified when out and  
 to bring fluid thickener!

Huntington’s Walk In 
Memory of Frances and 
Tony, Phoenix Park

Family members of the late 
Frances and Tony Porter have 
organised a 5km sponsored walk 
in their memory. The walk will 
take place in the Phoenix Park 
on Saturday April 30th, 2022 
starting at 10am. Participants are 
asked to come early and meet 
near the Papal Cross. All are 
welcome! 

Snowden for 
Huntington’s

Craig Coady and friends 
are taking on the Snowden 
challenge to raise funds and 
awareness for Huntington’s 
disease on Friday July 15th, 
2022. 

Check out their fundraising  
page at: www.idonate.ie/
CraigSnowdonforHD

Good  
Posture 

Huntingtons Disease  
Association of Ireland

@HDAI_ie

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.

Grants Received

 

HDAI was successful in a 
grant application to Roche 
Products (Ireland) Ltd. 

Huge thanks to Catherine 
Moynagh and the team 
at Roche for their very 
generous grant of €10,000 
to be used to support the 
mapping of a Care Pathway 
for Huntington’s Disease.

Christmas Cards
Huge thanks to Bernie 
Spellman who did a 
remarkable job selling 
Christmas cards to the  
value of approx. f750.

THANK YOU


