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Meet the Researchers
The 
Huntington’s 
Disease 
Research 
Group at 
Trinity College 
Dublin and 
Beaumont 
Hospital, in 
collaboration 
with the 
Huntington’s 
Disease 
Association  

of Ireland, hosted an online Webinar  
‘Meet the HD Researchers’ on May 31st.  

This event gave an overview of the exciting 
Huntington’s Disease research studies 
currently taking place in Ireland and 
acknowledged the support of Monkstown 
Hospital Foundation who have contributed 
funding towards this research. The team 
highlighted the benefit of people living with 
HD and their families taking part in research 
studies to advance Huntington’s treatment. 
If you wish to get involved or have a 
query about these studies please contact 
HDResearch@tcd.ie

Webinar attendees included people impacted 
by Huntington’s and interested professionals. 
During the question and answer session 
a variety of topics including: the value of 
PGD and the desire for a publicly funded 
or subsidised service in Ireland, the need 
for further development in a specialist 
Huntington’s mutli-disciplinary services to 
include mental health specialists, the role  
of genetic counselling and the need for 
support following a diagnosis. 

Feedback on the event included:

Thanks so much to Prof Pender and the hard 
working team. It’s very reassuring to hear 
about the ongoing work and enthusiasm for 
HD research. It’s very much appreciated.

Thank you very much. Really appreciate 
attending this.

Thanks again for the great detailed webinar. 
It was very informative and helpful. It was 
great to see faces of the HD society and all 
the research team.

Thank you to Professor Niall Pender, Principal 
Clinical Neuropsychologist, Professor Orla 
Hardiman, Consultant Neurologist and 
Head of Academic Unit, TCD Neurology, 
and members of their team for this update 
on their vital work. Special thanks to Colm 
Peelo for recording the event and making it 
available online via YouTube https://www.
youtube.com watch?v=oQPObZ87fgA. 

It is also available via www.huntingtons.ie 

HD Awareness
Huntington’s Disease Association of 
Ireland, together with our colleagues in 
the Huntington’s Disease Alliance UK 
and Ireland, collaborated on a Family 
Matters awareness campaign to increase 
understanding of Huntington’s Disease for 
May awareness month and beyond. 

Sharing stories from family members 
across the region has helped to portray the 
extraordinary impact of Huntington’s. 

Anna, Heather, Nikki and Sean, together 
with their family members, allowed us to 
share their inspiring stories of Living with 
Huntington’s on film. We are enormously 
grateful for all the contributions, stories 
and support we received for the campaign. 
You can see all the contributions at 
hdfamilymatters.com 

(continued on page 2)
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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 WEBSITE

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

 

Due to COVID-19 restrictions, our 
regional support group meetings 
continue ONLINE until further 
notice. Please get in touch if 

you would like to join an online 
support group chat. Dates of 

support group online meetings  
are listed on page 4.



HD Awareness (continued from page 1)

As part of our efforts to increase understanding the 
Huntington’s Alliance also ran a community survey to find out 
how living with the disease impacts different people within 
a Huntington’s family unit. The complete survey findings are 
available at huntingtons.ie

Carers told us:

Mental Health & Wellbeing

 55% feel lonely or isolated 
 because of their situation.

 71% feel that their mental health has been 
 severely impacted as a result of their caring  
 responsibilities.

People who are symptomatic told us: 

Mental Health & Wellbeing

 69% have experienced significant problems 
 with their mental health.

Public Awareness and Reactions

 89% say most people they have told about 
 their Huntington’s do not know what it is.

 49% have been wrongly accused of being
 drunk or on drugs.

Media Features

Bernie shared her experience of the impact of a Huntington’s 
Disease diagnosis on her and her family in The Irish 
Independent, May 17, 2021.  

The heartache of Huntington’s Disease:  
‘After the diagnosis, I can honestly say that I cried for two years’ 
- Independent.ie

Professor Niall Pender wrote about the ‘unique impact’ of 
Huntington’s Disease in the Irish Times May 19, 2021, and  
discussed the need to increase awareness and understanding  
of Huntington’s disease. 

“Huntington’s is a traditionally neglected neurological condition, 
somewhat left behind in the race for public awareness.”

World Brain Day - July 22nd, 2021

The Neurological Alliance of Ireland are running a One Word 
campaign asking people impacted by brain conditions (or their 
loved ones) to share One Word to summarise how you would 
like your future neurology care to change after COVID-19.  
Use the hashtag #EmbraceChange to share your feedback 
on Social Media.

#LightItUp4HD
We received marvellous support from iconic sites, 
county and city councils and family member and 
friends for our 2021 Light It up for HD. 

Thank you to Cllr. Íde Cussen, Co Kildare,  
Cllr. Hazel Chu, Lord Mayor of Dublin, Cllr. Fergal 
Dennehy Cork City Council, Donegal County 
Council, Dublin City Council, Kildare County 
Council, 3 Arena, Charleville Park hotel, the 
Convention Centre Dublin, Cork City Hall, Dublin 
Mansion House, Kilkenny Castle, the Rock of 
Cashel and to everyone who supported the Light 
Up. A special thanks to Mary, Brian, Agnes and 
Martin who made a lovely awareness video at 
Cork City Council with Deputy Lord Mayor Fergal 
Dennehy which we have shared on social media 
and is available to view on our Facebook page.  
Thanks also to Lord Mayor of Dublin Hazel Chu 
who took a photo with HDAI representatives 

Anne and Liz on May 11th and 
provided a supportive message  
for the Family Matters campaign.



Fundraising - Thank You

Monkstown Hospital Foundation

Sincere thanks to the Board of 
Monkstown Hospital Foundation 
for awarding HDAI a generous 
grant of €3,000 towards the 

provision of assistive equipment for people living with HD  
in 2021.

A song for Huntington’s

Denise Whelan, former Fleadh 
Cheoil winner, shared a beautiful 
song each day during St Patrick’s 
week to raise money for 
Huntington’s disease, raising an 
incredible €3,627. Her beautiful 
voice helped to lift the mood as 
we celebrated St Patrick’s day in 
lockdown.

McKeeson Cork

A big thank you to McKeeson Cork for their very generous 
contribution of €1,000. We are very grateful for our 
nomination and to all involved.  

Staff of Tipperary County Council

HDAI received a very kind donation of €150 on behalf of 
staff members of Tipperary County Council. Thank you!

SunriseForBrainConditions

SunriseForBrainConditions is a hardworking ‘not-for- 
profit’ partnership which organises events to raise  
funds and awareness for their chosen Brain Condition  
Registered Charities.  
www.sunriseforbrainconditions.org

The number of events have increased and in addition to the 
annual Croagh Patrick climb in June, a 100km cycle was held in 
March and a Bristol Channel swim will take place in July. 

The cycle in March raised over €6,000 for the four charities 
supporting: Huntington’s Disease, Parkinson’s, Motor Neurone 
Disease and Multiple Sclerosis. 

Check out the Huntington’s team effort at:  
huntingtons.ie/Sunrise-and-Swim-for-Brain-Conditions

Hand Knits for HD

A big Thank You to Maire, 
Íde, and family for €146 
received from Hand Knit  
sales and €64 from 
Christmas cards.  

The Henley Mermaids

The Henley Mermaids, Laura Reineke, Fiona Print, Joan 
Fennelly, Susan Barry and Jo Robb, who swim with the Henley 
Open Water Swimming Club, will take on a swim relay of The 
Bristol Channel in July 2021 in support of Irish and UK based 
charities.

Members of the Henley Mermaids (above) met with the 
wonderful Sarah Winckless MBE, who spoke to the them to 
help raise awareness and funds for HDYO and HDAI.  
https://www.henleymermaids.com/my-blog

Donations

Donations received include:

• Direct Debit donations from Fionna, Martina, Zil and Ger
• Donations via iDonate: Marcella, David, Jean, Geraldine  
 and anonymous donors 
• Donations and membership via Easy Pay:  
 Thanks to Mick Scanlon, Lisa and Martin
• Patrick Moloney (former colleague of Bernie’s) - ‘a great 
 good wish goes to one and all in the HD Association’.
• Sandra - ‘Thinking of all the families affected by HD’.
• Noreen Collins €100
• Nora Moroney €50
• In Memory of Tony Porter:  
 Thank you to Pat O’Reilly, €100 and to Pauline Tyrell, €50
• SunRise For Brain Conditions:  
 Two very generous donations of €100 received from 
 Triona Hanly and Valerie Moran and family.

We are so very grateful for all the marvellous support in  
what has been a very challenging time. A big Thank You.

2021 Membership

Thank you to members who have already paid their 2021 
contributions. Annual membership is open to all who have 
an interest in our work. Membership support enables us 
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. A 2021 membership form is available 
online via our website and contributions can be made online. 
HDAI’s services are available to anyone affected by Huntington’s 
Disease regardless of membership status.
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Jacyntha Colton
Jacyntha (Jess) passed 
away on May 14th 
having bravely lived with 
Huntington’s for many 
years. Sincere condolences 
to her devoted partner Ger, 
her daughters Lisa and 
Carly and to her extended 
family and friends.

Jacyntha was an active 
member and supporter 
of the Huntington’s 
Association for many years. 
Together with her partner 
Ger, she regularly attended 
HDAI’s support meetings 
and our annual members 
meeting at Cuisle. 

Her many talents included 
Tarrot card reading and 
she held court in Cuisle 
on occasion! Jacyntha had 
an interest in research and 
was happy to advocate 
on behalf of the Enroll-HD 
study. 

Her long held wish to 
donate her brain to 
research was fulfilled after 
she died. Jacyntha will be 
fondly remembered for her 
warm smile and kind heart.  
Rest in Peace Jacyntha x

Dates subject to change - contact HDAI for confirmation.

HDAI Online Support Group Meetings
Due to COVID-19 restrictions, support group meetings continue 
ONLINE until further notice. 

The online support group aims to provide a safe meeting space for 
participants to build support and share their lived experiences with 
others with similar experiences. The family support officer facilitates 
meetings and can provide further information on relevant community 
resources. Please contact us at info@huntingtons.ie if you are 
interested in joining an online chat at 11am on:

July 24th • Aug. 7th • Sept. 4th • Oct. 24th • Dec. 4th

 IN MEMORY EHA Improving Access to 
Care Petition
The European Huntington’s Disease Association 
together with the European Federation of 
Neurological Associations (EFNA), held a  
virtual roundtable meeting on December  
3rd titled: 

‘Improving access to care and treatment 
for HD patients and families: what role for 
policymakers?’  

Following the meeting, the EHA and other 
stakeholders called for further EU and  
national action to improve the quality of  
care and treatment for people living with  
Huntington’s Disease. 

A Consensus Statement setting out a number 
of recommendations to help overcome some 
of the key challenges faced by those affected 
by Huntington’s Disease has been developed, 
together with a petition: Improving Access to 
Care and Treatment for Huntington’s Disease 
Patients and Families.

“ Many people affected by Huntington’s   
 Disease struggle to receive the health services  
 they need despite the impact of the disease…  
 Expertise and knowledge exists - we just need 
  to provide better access to all patients.   
 Support us in advocating for HD patients  
 right to health care services. Together we  
 have the power to improve the situation.” 

Sign the petition and the Call For Action: 
https://bit.ly/3h3enTy  

See eurohuntington.org for further 
information.

Mindfulness Workshops
Huntington’s Disease Association of Ireland 
are delighted with the response and feedback 
received from our online Mindfulness sessions. 

A session on March 20th marked Brain 
Awareness Week followed by a session on 
May 22nd as part of Huntington’s Disease 
Awareness month activities.

Rare Disease Awareness
Vicky McGrath, CEO of Rare Diseases 
Ireland(RDI), Dr Sally Ann Lynch, Consultant 
Clinical Geneticist, Children’s Health Ireland 
(CHI) at Crumlin and Avril Daly, CEO at Retina 
International and VP at EURORDIS-Rare 
Diseases Europe met with the Oireachtas 
Joint Committee on Health on May 26, 
2021 to discuss the need for timely access 
to appropriate rare disease services including 
genetic services and to highlight the severe 
under-resourcing of existing services.  

  
Vicky McGrath and Patricia Towey, HDAI were 
both interviewed by Newstalk FM journalist 
Paul O’Donohue on June 1st.

Follow HDAI on Social Media

Thank you to our volunteers for their  
social media work.

Dr Sally Ann Lynch

Huntingtons Disease  
Association of Ireland @HDAI_ie


