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Progressing HD Services
Throughout 2022, many family members 
together with HDAI, have advocated for 
service improvements and raised significant 
concerns about the delivery of current 
services. HDAI was successful in a grant 
application to Roche Products (Ireland) Ltd 
to secure strategic expertise from John Eden, 
New Eden Consulting, in our work to support 
the mapping of a Care Pathway. 
A number of clinicians from Beaumont 
Hospital and Bloomfield Hospital, who  
work with HD, support our call for  
specialist services. 

The profile of 
Huntington’s 
disease within 
the Irish 
Government 
is increasing, 
particularly 
with the 
two health 

ministers, Anne Rabbitte, Minister for 
Disability and Mary Butler, Minister for  
Mental Health. We have also increased 
awareness of Huntington’s disease among 
TDs with particular support from John Lahart 
and from other TDs, personally contacted  
by family members.
We have worked to increase understanding 
and profile of the needs of people with 
Huntington’s disease within the HSE. The 
HSEs Scheduled Care Transformation 
Programme are working in association 
with the National Clinical Programme for 
Neurology, led by Professor Orla Hardiman, 
to develop a Huntington’s Disease care 
pathway. A family carer and representatives 
from HDAI participated in a HD workshop in 
July and HDAI representatives have attended 
a monthly working group meeting since 
October 2022. 
We have a lot of work still to do to ensure 
that a suitable HD specialist service will be 
available as soon as possible. Progress to 
date is due to the outpouring of support and 
generosity from families who participate in 
our advocacy work and who fundraise and 
generously donate to support our work. 
From the HDAI board and team -  
thank you!

Media Articles
Huntington’s Disease featured in a number 
of newspaper articles following Minister 
Rabbitte’s address at our members meeting in 
September. The articles are available to read 
on our website https://www.huntingtons.
ie/Minister-Rabbitte-Meets-Families-
Impacted-by-HD

 

Aspire-HD
Assessing Social Perception, Interaction 
& Recognition of Emotion in Huntington’s 
Disease

Clinicians and researchers from Galway 
University Hospital, Galway Neuroscience 
Centre, and the University of Galway have 
joined an international group of clinician-
scientists interested in supporting people 
with Huntington’s Disease at the Centre for 
Neuroimaging, Cognition, and Genomics. 
Some people with HD can struggle to 
understand other people’s thoughts and 
emotions, and this may happen at a very 
early stage, before any other symptoms. 
These problems can negatively affect social 
interaction, relationships, and the well-
being of people with HD, their families, 
companions, and carers. 
(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

Annual Members 
Meeting
Saturday, 

20th May 2023
at the Shearwater Hotel, 
Ballinasloe, Co. Galway

SAVE THE DATE

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

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

info@huntingtons.ie

HDAI’S SERVICES

2022 Members Meeting

HD Advocacy Group at Leinster 
House with John Lahart (2nd left)



 

(Continued from page 1)

 We are inviting people with Huntington’s disease (HD),   
 plus their close others (e.g. partners/family/friends/ 
 carers) who don’t have HD, to participate in a new   
 study. 

The study has different parts which involve either questionnaires, 
or cognitive tasks. You can choose which parts of the study to 
take part in. Questionnaires can be completed by hand, on a 
computer, or over the telephone, and returned by email or post. 
Other tasks can be completed online (e.g., Zoom), or in person. 
If you would like to find out more about ASPIRE-HD, register 
interest to participate, or find out about our other research (brain 
imaging, neurophysiology, and genetic markers in Huntington’s 
disease), you can email the Principal Investigator,
 Dr Tom Burke or a member of the team  
 @huntingtons@universityofgalway.ie

HDYO Conference in Glasgow, March 2023
The Huntington’s Disease Youth Organisation (HDYO) are holding 
the FIRST IN-PERSON HDYO International Young Adult Congress 
on March 17-19, 2023! To register or stay tuned to more details,  
visit HDYOCongress.Org.

If you are a young person from a HD family and are interested 
in attending the conference HDAI can provide information on 
bursaries available to attend.

Visit to a HD Specialist Centre,  
Topaz, Leiden, The Netherlands
Members of Bloomfield’s HD specialist multi-disciplinary team 
invited Patricia, HDAI Information and Services Coordinator along 
on their visit to Topaz in Leiden, The Netherlands in November 
to learn more about their specialist HD service. Topaz offer an 
outreach service in addition to their residential service for people 
living with Huntington’s Disease and other neurodegenerative 
conditions. 

The Topaz Leiden outreach service offers family therapy, respite, 
ongoing support with advanced care planning, training for family 
carers, social worker support, neuro-rehabilitation, psychological 
and psychiatric support. The centre also has academic links with 
Leiden University and carries out research.

Patients Deserve Better Campaign
In addition to HDAI’s advocacy work throughout 2022 to call 
for specialist HD services we have also participated in the 
Neurological Alliance of Ireland (NAI) led “Patients Deserve Better” 
campaign which has secured 23 additional neurology nurses across 
the country.

Minister Rabbitte has stated that these nurses will cover 
neurological conditions including Huntington’s disease so we look 
forward to hearing more about their allocation in the new year.
Mags Rogers, Executive Director of NAI spoke of the key role 
of collective patient advocacy in this campaign “Over 11,000 
e mails have been sent to TD’s via the campaign website 
patientsdeservebetter.ie 

The NAI launched a new campaign in November to call for 
community neuro-rehabilitation teams to be put in place 
nationwide. Only 15% of neurological patients in Ireland have 
access to a community neuro-rehabilitation team. The National 
Neurorehabilitation Strategy states that 9 teams are required but 
only two have been delivered. 
Timely access to specialist physiotherapy, speech and language 
therapy, psychology and other rehabilitative supports can 
ensure that people living with Huntington’s disease and other 
neurological illness will have a better quality of life. Find out  
more at www.patientsdeservebetter.ie 

 Clinical Trial Updates
 uniQure resumes testing of their HD  
 gene therapy
 In early November, uniQure shared the good news that  
 their trial of the HD gene therapy AMT-130 will continue   
 enrollment, with new safety measures in place. There was  
 a 3-month pause in enrollment due to concerns about  
 side effects of the gene therapy which is delivered via  
 brain surgery.

 Prilenia Investigates Pridopidine for HD
 Prilenia is currently running a phase 3 global clinical trial  
 called PROOF-HD to measure the benefit of their oral  
 drug Pridopidine in patients with early HD. The purpose  
 of the study is to evaluate the effect of Pridopidine on 
  functional capacity, as well as on motor and behavioral   
 features over 65 weeks.
 In prior clinical trials with HD patients, Pridopidine 
  demonstrated a beneficial effect in maintaining functional   
 capacity after one year. Phase 3 trial results are expected  
 in summer 2023. 



FUNDRAISING - THANK YOU(Clinical Trial Updates continued)

VIBRANT-HD Trial Ended
In early December Novartis have announced the 
disappointing news that they are ending their 
VIBRANT-HD clinical trial for the drug Branaplam.  
This announcement comes following recent bad  
news about side effects of Branaplam in HD  
patients, being tested in the trial. 

Family Voices Series
The Huntington’s UK and Ireland Alliance held a 
pre- Christmas webinar in conversation with family 
member Melanie Pearson and HD specialist OT Alex 
Fisher (based in England).  

While Christmas is a happy occasion for most, the 
festive season can be a sad or challenging time for 
families where there is Huntington’s disease. Fatigue 
and multi-tasking can lead to stress for carers.  
A person with HD may often feel overwhelmed by 
more visitors and noise than usual so it may be best 
to agree a structure in advance. We can’t expect to 
compete with master chefs or event planners and it’s 
often helpful to take a break from the fuss if that’s 
easier for us! 

Melanie shared stories of some of her own family 
experiences at Christmas, and how she navigated 
bumps along the way. Eating beans and toast on 
Christmas Day as a child is one which she now 
remembers fondly! 

Alex reminded us of the advantage of being organised 
yet flexible. She mentioned the possibility of reaching 
out online or over the phone if we are feeling lonely. 
Christmas is a time to remember loved ones no longer 
with us. There are a lot of resources online to cope 
with bereavement such as the Good Grief Festival 
https://goodgrieffest.com. (See also Bereavement 
& Loss Hub - Irish Hospice Foundation https://
hospicefoundation.ie/our-supports-services/
bereavement-loss-hub/ 

Alex and Mel spoke of the benefit of asking for help 
and accepting help offered. Sometimes a visitor to 
share a cuppa with a loved one with HD can mean 
a lot and perhaps that person in your circle is just 
waiting to be asked?
We were also treated to some good tunes - a 
Christmas one from Professor Hugh Rickards and 
another from the lively Dughoose Ska Band (friends of 
SHA). Recordings of previous Family Voices webinars 
are available from our website.

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 support for 
parents. Please contact us if you feel yourself or your child would benefit 
from counselling.

Lovely Limerick
Maura Downes and 
family held a HD 
fundraiser which 
received great support 
from extended family, 
neighbours and friends. 
Stephen Keane bought 
a signed Limerick 

jersey in aid of HD. Special thanks to Ciaran O’Connor who contributed 
so generously and to Apple Distribution International for their matched 
funding donation. Limerick City and County Council Staff members 
gave an extremely generous contribution of €1,000 to HDAI from their 
Humanitarian and Benevolent Fund. This combined effort has raised an 
incredible €14,000 for HDAI
Pictured: Mike Keane, Thomas Downes , Pat Keane, Natasha Downes, Melissa Kenihan née 
Downes, Helen Keane and Steven Keane, held in the Cats Cradle, Ballyneety Limerick.

Remembering Beccy

Beccy’s family and friends organised a remote 5km walk/Run/Swim/
Cycle and an in-person event in the Blue Lagoon, Sligo to mark her first 
anniversary. Many in Ireland and beyond participated in her memory. The 
Pound Street Boys (which include Beccy’s relatives Dean and Francie 
Mahon) provided marvelous entertainment on Sunday, November 27th. 
Thanks also to all who participated and supported the raffle. A huge thanks 
to the Mahon family (Sue, Francie, Darren, Dean, Megan), Beccy’s partner 
Darren, Beccy’s extended family and friends for organising this event 
which raised around €6,731.88 for Huntington’s Disease and provided a 
wonderful tribute for their beloved Beccy.

Cork Generosity
The Cahill Family and Ballymore Vintage Club, Cobh held a 
very successful fundraiser and raised a wonderful €2,345 for 
Huntington’s disease. Thank you to all involved. 

Bank of Ireland - Begin Together Fund
Bank of Ireland’s Begin Together Fund supports 
community and enterprise, financial, physical and 
mental wellbeing, through a number of programmes. 
HDAI was delighted to be nominated for the Bank of 
Ireland Begin Together Fund for Colleagues, which 

is available to support colleague-chosen causes that positively impact 
vulnerable groups. A huge thank you to Stephanie O’Reilly who nominated 
Huntington’s Disease Association for a €500 contribution towards our 
work.

Donations
•  Direct Debit donations from Fionna, Martina, Paul and Zil
•  Monthly Donations via iDonate: Darren and David 
•  John Moore €500 • The Glass Doll, Maynooth €100 • Marion at Total  
 Health Pharmacy €20 • Alain €300 • Marian H €50 • Mick & Arlene  
 Scanlon €100 • Stephen Gorman €100. 

Judy & Sue
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Acknowledging 
Kindness

Selina has been 
nominated 
for flowers 
by Anne O’ 
Shea Clarke to 

say a big Thank You for her 
advocacy work in 2022.

ID Card
A free Huntington’s ID card  
is available if required.  
Email info@huntingtons.ie  
or mobile 087-051 7772.

Follow HDAI
 Huntingtons Disease   
 Association of Ireland

  @HDAI_ie

Thank you to our volunteers 
for their social media work.

In Memory
The family and friends of the 
late Greg Brogan, who died 
in October, have donated 
€200 to HDAI in his memory. 
Sincere sympathies to Eva 
and family. 

Support Meetings
HDAI were delighted to host a lunch for attendees at our Dublin and West meetings. We look 
forward to hosting lunch in 2023 for the Limerick and Cork meetings

Great to meet Dr Shaimaa El Jaafary (1st picture, 4th person from left), who is completing a 
fellowship at the Global Brain Health Institute at Trinity College. She has a keen interest in HD and 
in developing services in Egypt when she completes her fellowship.

Limerick: 28th Jan • 15th April
Dublin: 11th February • 6th May
West: 25th February
Cork: 25th March  

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

HDAI Support Meetings 2023

Dates subject to change - contact HDAI for confirmation

HD CAB
HD CAB (Huntington’s Disease Community 
Advisory Board) members in Bologna in 
September. Anne Lennon Bird represents 
Ireland at these meetings (1st left second 
row). HD CAB’s mission is to represent 
the voice of the global HD community 
and provide HD community experience 
to regulators, industry, researchers and 
governing bodies. HD-CAB is an instrument 
to facilitate patient-oriented research and 
clinical trials as well as fair processes to 
make treatment accessible for all patients. 
We will provide the unique expertise of 
living with HD to stakeholders relevant for 
therapeutic development.

Support Meeting - West

Support Meeting - Dublin

Support Meeting - Dublin


