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Welcome to the 2021 
edition of our Hope 
Annual 
Although this past year has been challenging in so many 
ways, we at HDAI are in awe of peoples’ strength and 
perseverance. Social distancing from family and friends, 
difficulties in accessing health and social care supports, 
the pressure of working from home or not being able to 
work, heightened anxiety from the threat of Covid and a 
restriction in freedoms add to the burden of Huntington’s 
disease.

The unfavourable research news in March 2021 was devastating 
for our community and particularly for the halted trial participants 
and their families. However, the eagerness of clinicians and 
researchers involved in the trials, to disseminate information and  
to commit to further analysis and learning from the halted trials, 
has been helpful and encourages us to hope for better outcomes 
from existing and future trials.  

The roll out of vaccines is providing some hope on the horizon 
as restrictions ease, summer arrives (slowly) and we have more 
opportunity to get outdoors. While it is important to acknowledge 
the difficulties we have had to deal with, it is also important to 
recognise the positive ways we have adapted. Spending more time 
with loved ones, embracing technology to stay connected with 
friends and family, taking up new relaxation strategies or having 
more time to exercise, to eat better or spend time in the garden  
or park, may be things we can hold on to.

The HDAI embarked on a new awareness campaign ‘Family 
Matters’ with our peers in the Huntington’s Alliance UK and 
Ireland. Although Covid took much public attention and posed a 
huge challenge to our community, we were honoured to have so 
many wonderful contributions and supporters for the campaign.

We also 
took great 
encouragement 
from the 
wonderful 
volunteers who 
took on new 
challenges and 
pandemic friendly 
fundraising to 
support our work.

We hope you 
enjoy our 2021 
annual. Thank 

you to everyone who has contributed to this edition by submitting 
articles, sharing photos and suggestions for content. If you have 
suggestions or content for future editions or for our quarterly 
newsletters please email us at info@huntingtons.ie. Your story or 
contribution can be anonymous. We welcome your feedback.  
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Meet the HD Researchers Webinar 

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 to share 
information about their work.  

This event gave an overview of the exciting Huntington’s 
Disease research studies currently taking place in Ireland. 
Thanks 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 a very interesting event and more 
importantly for the work they do to advance Huntington’s 
Disease services and research in Ireland. We have included 
an overview of the talks on page 11. We are also grateful to 
Monkstown Hospital Foundation for their funding to support 
Huntington’s Disease Research.          

Attendees included people impacted by HD and interested 
professionals. A question and answer session followed the 
presentations. Attendees asked a variety of questions and 
raised topics including: the benefit of PGD and the desire for 
public funding or subsidised PGD services here, the necessity 
for further development in mutli-disciplinary services to 
include mental health services, the role of genetic counselling 
and the need for support following a diagnosis. 

Feedback on the event included:

“ Great and informative talk. Thank you”.

“ 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”.

” Wonderful and exciting research presentations“.

” 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“.

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 
to view on our website www.huntingtons.ie 

Supports
Support meetings

Support group meetings allow people impacted by 
Huntington’s an opportunity to avail of peer support and 
share information with others who understand. The meetings 
are now online and are scheduled to correspond to our usual 
regional group meetings. As well as joining with your regional 
group you can now travel (virtually) and benefit from other 
meetings!

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.

Cognitive Rehabilitation Therapy

HDAI provides access to cognitive rehabilitation therapy 
for people who are experiencing some cognitive changes 
following a diagnosis of Huntington’s disease. Cognitive 
rehabilitation aims to support a person with changes to 
attention, concentration, memory, processing of information 
and fatigue levels. The aim of the therapy is to reinforce and 
strengthen positive patterns of behaviour and establish new 
patterns of cognitive activity to compensate for impaired 
neurological systems. HDAI contributed €1,280 towards the 
cost of sessions for four people we referred for therapy in 
2020.

Counselling

HDAI provide access to counselling services for people 
impacted by HD. Those requiring counselling support are 
referred to vetted, qualified therapists throughout Ireland 
approved by Counselling accreditation bodies. HDAI received 
a grant of €2,650 from TUSLA, Child and Family Agency 
towards counselling provision amounting to €5,360 in 
2020. Ten people were referred for counselling sessions 
funded by HDAI.
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Support for Young People

HDAI recognises 
the need for young 
people from HD 
families to have 
support in dealing 
with the stress and 
emotional upheavals 
of HD. The family 
support officer is 
available to discuss 

issues of concern for young people and assist with access to 
other supports if required. An assistance grant is available 
for HD families who require financial support to allow their 
children to participate in sporting or other  
summer camps.

International Youth Support - Huntington’s Disease Youth 
Organisation is an excellent online resource for young people 
and also provides practical information for parents and 
professionals: http://en.hdyo.org/. The first international 
HDYO Congress took place virtually in March 2021 and many 
sessions are now available to view online via their YouTube 
channel.

Assistance Fund

HDAI’s assistance fund is available to individuals or families 
who have financial worries around household bills or 
unexpected expenses such as: costs associated with hospital 
stays, heating bills, household adaptations and clothing 
expenses, school / college expenses or bereavement costs. 
Forty six assistance grants were allocated in 2020 contributing 
to costs including: back to school / college, GP visit fees, 
heating and household bills, assistance with PGD, Christmas 
expenses, bereavement costs and respite / home care support.

Aids and Appliances

In 2020, HDAI provided funding towards a personal safety 
alarm, two specialist seats, three tablets, two laptops, two 
phones and made a contribution towards an accessible car 
seat.

Information on specialist chairs and equipment is distributed 
to Occupational Therapists and carers on request. HDAI 
received a grant of €2,000 from the Hospital Saturday Fund 
to assist with Covid supports and a grant of €2,000 from 
Monkstown Hospital Foundation towards aids and equipment.

Education and Information 

HDAI provide a Freefone helpline for people impacted by 
HD on 1800 393939 or via mobile whilst working from 
home during the Covid pandemic. Family Support Officer 
Liz O’Sullivan is available for one to one support meetings 
(in adherence with pandemic guidelines) or phone / online 
support to individuals / families affected by HD.

HDAI quarterly newsletters are posted and / or emailed to 
those on our mailing list. They are also available online. 

Our Annual magazine provides a forum for family members 
to share their stories, receive updates on research and get tips 
on self-care and health and wellbeing. HDAI welcomes your 
contributions and feedback.

Huntington’s Disease Information Booklets, the European 
HD Network guidelines for Standards of Care for HD and 
conference speakers video presentations are available on the 
HDAI website: www.huntingtons.ie

Supporting Research

Thanks to the generosity of our donors and fundraisers, 
HDAI has been able to contribute €10,000 for the third 
year in a row to support vital Huntington’s Disease research 
being carried out by Professor Niall Pender and his team at 
Beaumont Hospital and Trinity College.

Information Seminars
Care Facilities

Liz (Family Support Officer) has given online talks on 
‘Understanding HD’ to staff in care facilities in Dublin,  
Co Meath, Co Mayo and Co. Waterford in 2020/ 2021.  
If you would like information sent to a care facility please  
let us know.

European Huntington’s Disease Network  
Bridging Event 2020

The European Huntington’s Disease Network (EHDN) Plenary 
Meeting 2020, scheduled to take place in Bologna, was 
replaced by a half-day virtual Bridging Event on September 
11th. Anne Rosser and Patrick Weydt from EHDN together 
with Astri Arnesen from the European Huntington Association 
welcomed approx. 1,000 attendees from 52 countries for the 
online event. The talks, which were grouped into a scientific 
and clinical session, are available to view on the EHDN 
website: http://www.ehdn.org/plenary-meeting/

HDAI’s Q3 2020 newsletter contains a report on the event and 
HD Buzz summarised the event talks in their article available 
at https://en.hdbuzz.net/293
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Awareness
Medical Independent Article

An article on Huntington’s Disease was included in the 
Medical Independent Clinical Neurology feature of November 
26th, 2020. Thank you to Professor Niall Pender, Mr Colm 
Peelo, Dr. Sarah Darcy, and Professor Orla Hardiman for 
writing the article. This is a very informative article for health 
professionals and can be shared via our website. Thank you 
to Priscilla Lynch, Clinical Editor, Medical Independent for 
featuring the article and making it available to share.

Huntington’s Disease Awareness Month 

Each year the international Huntington’s community comes 
together with the shared aim of increasing awareness and 
understanding of Huntington’s Disease during May. The 
international #LightItUp4HD campaign continues to help 
shine a light on Huntington’s disease and once again iconic 
sites in Ireland supported the campaign. 

This year the national organisations that support people 
impacted by Huntington’s disease across Ireland, England and 
Wales, Northern Ireland and Scotland, joined together as the 
Huntington’s Disease Alliance UK and Ireland to work on a 
‘Family Matters’ campaign. Members from each region shared 
their stories and contributions which can be seen on  
a dedicated website: https://hdfamilymatters.com. 
Further information and a selection of the wonderful 
contributions and support messages received are available  
in the Awareness section on page 20. 

Huntington’s featured in the national press during May with 
an article by a family member in the Irish Independent ‘The 
Heartache of Huntington’s disease’ and an article by Professor 
Niall Pender in The Irish Times: ‘Understanding the unique 
impact of Huntington’s disease’. 

Social Media

HDAI’s social media accounts also provide  
information on our activities: 

  https://facebook.com/HDAI.ie/

  https://twitter.com/HDAI_ie (@hdai_ie)

  https://instagram.com/hdai_ie (@hdai_ie)    

  Huntingtons Ireland

Fundraising and Grants
HDAI rely on the generosity of family members, friends 
and supporters who donate or raise funds to help HDAI to 
continue its service. 

Sunrise Up Croagh Patrick 

Sunrise Up Croagh Patrick has become an annual event to 
raise funds and awareness for people affected by Huntington’s 
Disease, Parkinson’s Disease and Motor Neurone Disease. The 
event was initially organised by John Kelly and supported by 
his University classmates and work colleagues from Hanson 
Regan and has steadily grown to attract wider support. 
Due to the COVID-19 pandemic, the 2020 event took 
place virtually on 27th June 2020. Instead of climbing the 
mountain, participants were asked to complete the equivalent 
challenge of 27,000 steps in adherence to social distancing 
guidelines, anytime during June 1st-27th 2020.

Due to the 
relative rarity 
of Huntington’s 
Disease and the 
lack of awareness 
outside of our 
community, the 
Sunrise Up Croagh 

Patrick event has been of vital assistance to HDAI over recent 
years and even more so in 2020, raising a magnificent 
€8,935.13 (net of iDonate fees) Huge thanks to the 
organising team and the many families form the Huntington’s 
community who loyally support the event each year.

Joe Doran Awareness walk at Lough Key

Due to the pandemic our annual Joe Doran Awareness walk 
at Lough Key Forest Park was cancelled in 2020. Peggy (Joe’s 
Aunt) and Phil Fogarty, generously sent a donation of €140 
along with their “very best wishes to all families impacted by 
Huntington’s”.

Frank’s Head Shave 

Frank Cunningham has raised over €2,000 with his Head 
Shave for Huntington’s in 2021. A huge thanks to Frank 
and his family and friends including John Griffin owner of 
Addicted Coffee Shop in Cobh who held a collection box at 
the café and collected €700 towards Frank’s fundraiser

A Song for Huntington’s Disease

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 a 
pandemic friendly way.
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Ahern Family Fundraiser 

The extended Ahern 
family held a reunion in 
the beautiful Cabra Castle 
in February 2020 with 
many family members 
attending from abroad. 
The gathering raised over 
€16,000 for their two 

chosen charities. HDAI received an exceptional contribution 
of €8,500 from the extended Ahern family which was a huge 
bonus in a year where fundraising was very restricted. Sincere 
thanks to all involved and to Howard and Mitzie at Cabra 
Castle for hosting the event. 

Birthday Celebrations

Congratulations to Austin Mann who celebrated his 50th 
birthday in 2020. Austin very generously nominated HDAI 
in lieu of Birthday gifts and raised a marvellous €550 for 
Huntington’s disease.

Football Jersey Auction 

John Scanlon and Michael Carter, pictured above with their 
friend, Anna (a HD family member), very generously auctioned 
signed football jerseys and raised a marvellous €1,250 to 
support the Huntington’s Disease Association. Thanks also to 
Mick Scanlon who contributed his coin collection of €131.

Malahide Golf Club 

Pauline Duddy, Ladies Captain, together with her associates 
at Malahide Golf Club, contributed €730 to support 
Huntington’s families.

The GPO Union Room, Dublin Mail Centre

George and colleagues were friends of the late Christy Clarke 
and donated €500 to HDAI.

D8 Fitness Store

Mark and the team at D8 Fitness Store gave a very generous 
donation of €1,000 to support people impacted by 
Huntington’s.

New Year’s Day Swim

Thank you to Catriona, Patricia, Richard and Padraig for their 
contribution of €570 from their New Year’s day Swim in 
memory of Eugene Newman.

Handknits for HD

Íde, Máire and friends raised over €300 during the year from 
sales of Máire’s beautiful hand knits. Nancy Shannon created 
beautiful crochet baby blankets and received donations of 
€145 for HDAI. 

Bank of Ireland Begin Together

HDAI received €1,500 from 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, David 
McCann and Niall Moran who each nominated Huntington’s 
Disease Association for support from the Fund.

Christmas Cards

Thanks to all you who supported HDAI’s Christmas cards 
this year. We would welcome new and original designs for 
2021 so if there are artists or enthusiasts who enjoy creating 
Christmas scenes we would love to hear from you.

Membership and Donations

Thank you to all who contribute membership fees.

We are very grateful for regular direct debit donations: 
Martina, Zil, Fionna and Jacyntha & Ger and for donations 
received via Your Cause, Benevity, Easy Pay and iDonate.

Congratulations and thank you to Miriam & Jack and Brenda 
& Colm Flanagan for wedding donations received.

Other donations received over 2020/21 included those from: 
Seamus, Patrick and Teresa O’Sullivan, Foley family members, 
Michael Moore, Leinster Cleaning, Eoin Harrington, Nigel, 
Mary McQuillan, John Moore, Marin Air, Moira MacManus, 
The Rahman family, Mary Walsh, donations on behalf of 
Triona, Alain, Mary S - €100, Sorcha “for continuous support 
over the years”, Margaret & Val and Roseanne Evans. 

In Memory Donations were received in memory of departed 
loved ones from family members and friends of the late Pat 
Carty, Martina Grant, Chloe Hayes, Gaye Kennedy, Eugene 
Newman, Tony Porter, Mary Whelan, Chloe Hayes, and for 
deceased members of the O’ Donavan family, and deceased 
members of the Connern and Mullahy families. Anonymous 
donations were also received in memory.

Sincere thanks to Shannon Hayes who set up an ‘In Memory’ 
page online in memory of her beloved mother Mary and 
raised €367 in her memory.
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Grants

The Hospital Saturday Fund provided HDAI with a grant of 
€2,200 to assist in supporting people impacted by HD to cope 
with the impact of COVID-19. HDAI have used this funding 
to support people living with HD cope with the impact of 
cocooning and social isolation by providing communication 
aids, alarms and funding for emergency care hours.

Monkstown Hospital Foundation 

Sincere thanks to the Board of 
Monkstown Hospital Foundation 
for awarding HDAI a generous 
grant of €2,000 towards the 

provision of assistive equipment for people living with HD  
in March 2020.

COVID-19 Stability Scheme

HDAI was successful in an application to the COVID-19 
Stability Scheme for Community and Voluntary, Charity 
and Social Enterprise Organisations (CSS). Thanks to the 
Department of Rural and Community development (DRCD) for 
their grant of €23,222 towards our service costs in 2020.

Statutory Funding

Health Service Executive - The HSE provided annual core 
funding of €68,294 to HDAI in 2020 to provide information 
and support to those impacted by HD. 

TUSLA Child & Family Agency - TUSLA contributed 
€2,650.00 towards HDAI’s counselling service in 2020.

Annual General Meeting

HDAI’s 2020 AGM was held in the Carmichael Centre and 
virtually on August 6th. Thomas Lillis, Chair, welcomed 
everyone and gave a report on HDAI’s activities in 2019. He 
thanked our remarkable volunteers and gave a special thanks 
to Ide Cussen and Bernard Caldwell for their very successful 
Fairyhouse event in 2019. Anne O’Shea Clarke, Treasurer gave 
an overview of income and expenditure. The 2019 Audited 
Financial Statements distributed before the meeting were 
adopted and are now available on our website. 

Elected Board members are: Thomas Lillis, Anne O’Shea 
Clarke, Deirdre Jones, Anna Porter, Valerie Moran, Patricia 
O’Reilly, and Betty McCormack. Thomas advised that HDAI’s 
Board and stakeholders have been working on HDAI’s 
strategic plan for the next 5 years and have agreed on  
main goals to include: 

•  Promote a better understanding of Huntington’s Disease 
•  Strengthen the Huntington’s Disease community in Ireland 
•  Advocate for Improved HD Services 
•  Maintain HDAI Sustainability 

The board paid tribute to those who lost their lives to HD 
during the year and mentioned especially departed friends 
who contributed to HDAI’s work. Pat Carty, who died in June 
2020, served as a Board member in the past, alongside his 
wife Eileen. They both worked to raise awareness and funds 
and always in a spirit of optimism and good humour.  

Collaboration
HDAI actively collaborates with other organisations to 
promote awareness and the development of services for  
those impacted by HD.

Umbrella Organisation Activity

HDAI is a member of International organisations  
which include:

•  International Huntington’s Association, 
•  European Huntington’s Association

Membership of National umbrella organisations include:

•  Care Alliance
•  Carmichael Centre for Voluntary Groups
•  Disability Federation of Ireland
•  Rare Diseases Ireland 
•  Mental Health Reform
•  Neurological Alliance of Ireland

The European Huntington Association (EHA) is an umbrella 
organisation formed by Huntington’s Disease (HD) associations 
all over Europe. It represents more than 30.000 individual 
members. It aims to: Support Huntington’s Disease affected 
families by encouraging collaboration and raising awareness 
throughout Europe - because we are Stronger Together!

EHA Webinars 

The EHA, together with health professionals and members 
of the HD Cope team, have been providing a wide range of 
interesting webinars for the HD community including:  
Starting a Family: Huntington’s Disease and Having Children; 
Moving Forward: How can we get involved in drug 
development?; Living Well: Physical Activity and Huntington’s 
Disease; Coping with Cognitive Changes in Huntington’s 
Disease; Oral Care & Huntington’s: Keeping the mouth 
healthy and many more.

All sessions are available from their website.  
Check out http://eurohuntington.org/
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Rare Diseases Ireland

HDAI is a member and is represented on the board of Rare 
Diseases Ireland which works as an alliance of voluntary 
groups, involved with genetics and other rare disorders. 
http://rdi.ie/

Rare Diseases Ireland joined with other rare disease groups 
around the world to mark Rare Disease Day on 28th February 
2021. Rare Disease Ireland asked people to Raise A Toastie 
to raise awareness for those living with a rare disease. 
HDAI supported the campaign and asked people to raise a 
toastie. We received some great toastie snaps which we were 
delighted to share on social media using #RareDiseaseDay 
and #RaiseAToastie. The campaign also received some media 
coverage and support from social media influencers.

The Huntington’s Alliance UK and Ireland also launched our 
#FamilyMatters campaign on February 28th.

A National Rare Disease Office is based at the Mater Hospital, 
Dublin. It has responsibility for: the mapping and validation of 
Centres of Expertise, developing Orphanet and maintaining a 
rare disease helpline. 

Neurological Alliance of Ireland (NAI)

The Neurological 
Alliance of Ireland 
(NAI), is an umbrella 
group with over 
thirty member 
groups involved in 
supporting people 
with neurological 
conditions and 
their families. The 
NAI represents its 
members on a number 
of platforms to 
promote awareness 
and highlight the 
needs of people with 
neurological conditions 
and their families. 

It has participated in a number of consultative processes 
in recent years around the development of neurology and 
neurorehabilitation services. Campaigns include ‘Invest in 
Neurology’ and We Need Our Heads Examined - 
https://www.nai.ie/

Love your Brain is an annual awareness campaign led by the 
Neurological Alliance of Ireland and is supported by research 
groups and patient organisations including Huntington’s 
Association. National Brain Awareness Week (BAW) is part  
of the campaign and takes place annually in March. 

The annual BAW 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. 

HDAI joined in the calendar of brain related events by  
hosting an online Mindfulness session for our  
members. Further information is available on 
www.loveyourbrain.ie 

Carmichael Centre

HDAI is a resident member of the Carmichael Centre  
which is the first and largest shared services centre for  
the community and voluntary sector in Ireland. Carmichael 
Centre delivers services that help to build stronger  
charities nationwide. 

Services include administration, postal, meeting, catering, IT, 
training, consultancy development and governance support. 
https://www.carmichaelireland.ie/

Care Alliance Ireland is the National Network of Voluntary 
Organisations supporting Family Carers. Their vision is that  
the role of Family Carers is fully recognised and valued by 
society in Ireland. 

Care Alliance Ireland aims to enhance the quality of life for 
Family Carers. Carers Week takes place each year in June. 
https://www.carealliance.ie/

Mental Health Reform aims to drive progressive reform 
of mental health supports in Ireland. 
https://www.mentalhealthreform.ie/

Disability Federation of Ireland advocates for the voluntary 
disability sector - supporting organisations to enable people 
with disabilities. https://www.disability-federation.ie/
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About HDAI
HDAI is based at the Carmichael Centre, North 
Brunswick Street, Dublin 7. HDAI’s Board has 
representatives from Dublin and Kildare currently 
and welcome interest from other counties. If you 
have skills to offer but distance is a problem, 
remember that online meetings are now on trend! 
The board are responsible for the Associations 
governance. Thomas Lillis is our current 
Chairperson and Anne O’Shea Clarke is voluntary 
Treasurer. Board members represent HDAI at 
various meeting and seminars and regularly liaise 
with staff to progress the work of HDAI.

A financial audit is carried out each year before 
our June AGM. Copies of our annual financial 
statements are available online and hard copies 
are available to members on request from the 
office. 

Patricia Towey works full time as Director 
of Information and Services Coordinator 
and Elizabeth O Sullivan works part time as 
Development & Family Support Officer.     

HDAI offers the following information and  
support to all those affected by HD nationwide.  

•  Consultation as required for all those  
 impacted by HD 
•  Family Support Officer available to support   
 family members 
•  Access to counselling for members of HD 
  families and access to cognitive rehabilitative  
 supports for people with a diagnosis of   
 Huntington’s disease
•  Support in advocating for services
•  Support group meetings / Carers Workshops 
•  Publications sent on request to individuals,   
 families and health professionals
•  Quarterly newsletter
•  Annual magazine
•  Support for Young People
•  Assistance Fund
•  Promoting HD research
•  Provision of specialised equipment such as   
 specialist chairs, personal alarms, tablets etc
•  Information seminars to interested health care  
 personnel 
•  HDAI ID card for people with HD

If you wish to avail of the above services please 
call the office in confidence on 1800 393939. 
Remember you don’t have to be a member to 
get help, we offer these services to all individuals, 
and families affected by HD who require our 
assistance. 

Information and 
Services
Patricia Towey, 
Information and Services Coordinator 

Patricia	provides	consultation,	
information	support	and	
advocacy	to	HD	patients	and	
their	families.	Patricia’s	role	
includes	updating	information	
and	distributing	it	to	families	
and	health	and	social	care	
professionals,	organising	
seminars	and	events,	producing	
a	quarterly	newsletter	and	
annual	magazine.	

Patricia	is	also	responsible	for	organising	our	Annual	
General	Meeting,	managing	the	HDAI	office,	submitting	
applications	for	relevant	funding,	promoting	HD	
research,	providing	assistance	to	voluntary	fundraisers,		
corresponding	with	media,	meeting	the	reporting	
requirements	of	the	HSE,	Statutory	agencies	and	other	
funders,	updating	HDAI’s	policies	and	procedures,		
supervising	volunteers,	facilitating	board	meetings	and	
representing	HDAI	at	relevant	umbrella	organisation	
meetings.	She	liaises	with	national	and	international	
organisations	to	pursue	the	aims	of	HDAI.

Family Support
Liz O’Sullivan, 
Family Support Officer

Liz	is	available	to	meet	and	
talk	with	individuals	and	
families	in	need	of	support	and	
information.	Liz	is	a	qualified	
Counsellor	and	Psychotherapist	
and	can	meet	people	affected	
by	HD	on	request	(subject	to	
pandemic	guidelines).	Liz	also	
provides	telephone	support	to	
those	impacted	by	HD.	

Liz	works	part-time	on	Mondays	
and	Fridays.	She	is	available	on	

her	mobile	in	emergencies	outside	of	these	times.	Liz	
hosts	regional	carers	workshops	and	support	meetings	
and	organises	counselling	for	people	impacted	by	HD.		
She	presents	information	sessions	to	health	and	social	
care	staff	and	medical	students	on	request.
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Research News
HD Research at Beaumont Hospital  
and Trinity College

The Huntington’s Disease Research Group at Trinity 
College Dublin and Beaumont Hospital gave an 
overview of their Huntington’s Disease research studies 
via an online Webinar ‘Meet the HD Researchers’ on 
May 31st available to view at huntingtons.ie

Professor Niall Pender, 
Principal Clinical 
Neuropsychologist/Head of 
Department of Psychology, 
Beaumont Hospital, Dublin 
and Associate Professor in 
Neuropsychology, Trinity 
College Dublin, facilitated the 
webinar and introduced the 
team members. He gave a 
brief overview of Huntington’s 
disease and the impact on the 

person diagnosed and their family. He discussed the huge 
impact of COVID-19 on people with neurological conditions 
and the restrictions on healthcare services. 

While some Huntington’s research studies such as Enroll-HD 
had been delayed, the team expect these to resume shortly 
and people involved will be contacted in due course. Professor 
Pender thanked Colm Peelo for his technical webinar skills 
and HDAI for support in providing financial assistance and 
promoting their research. He also thanked Monkstown 
Hospital Foundation for their financial funding for research. 
Professor Pender thanked Professor Hardiman for helping 
to get the research projects started and for her invaluable 
support in developing clinical services for Huntington’s 
disease. 

Professor Pender emphasised the team’s desire to hear from 
the HD community, and encouraged people to share any 
concerns or raise any queries they may have.

Emily Cleary, Research 
Assistant (Neuropsychology) 
and site coordinator for the 
Enroll-HD study in Beaumont 
hospital, gave an update 
on the Enroll study, it’s 
purpose and benefit in better 
understanding Huntington’s 

and what treatments may work best in future. There are now 
25,000 participants in 180 clinical sites world-wide. 

Beaumont have 67 participants currently and welcome new 
participants to help accelerate improved care and treatments 
for Huntington’s disease. “Participation is vital to the overall 
success of Enroll-HD”. Anyone who is a member of a family 
impacted by HD can participate, including partners or 
people with a negative test result. This research is completely 
confidential and protected by de-identifier codes so no 
personal information can be exposed. For further information 
or to register your interest contact enrollhd@beaumont.ie

Mairead Fallon, Research Assistant 
(Neuropsychology). The HD cognition 
study (HD Cog) is expanding upon 
some of the studies which have taken 
place within the Enroll study. It aims to 

examine cognitive factors and behavioural changes in greater 
detail and validate a screening measure to identify changes 
earlier in Huntington’s disease. The study also hopes to 
identify the burden on care givers. The study can help inform 
future health supports for people with Huntington’s disease 
and family carers and improve participation in future clinical 
trials. If you have any queries, or have already emailed your 
interest in the HD Cog study but haven’t heard from the 
team, you can contact Mairead at hdresearch@tcd.ie

Colm Peelo, PhD Researcher, is 
interested in better understanding 
Huntington’s disease thinking 
changes. His research will focus on 
the neuropsychology of Huntington’s 
which will include working on the 

HD-Cognition study to help find a number of sensitive 
neuropsychological biomarkers, or, patterns of changes in 
thinking, which may be used as a measurement tool in clinical 
drug trials. Specific types of thinking changes and the variance 
that exists needs to be better understood. Deep phenotyping 
will look closely at different aspects of cognition, behaviour 
and movement to see whether there are any patterns or 
clusters of patients with similarities. This can help identify 
whether other genes or environmental factors influence these 
changes. Such findings could help recruit people to clinical 
trials earlier.  

As part of the HD-Cognition study, we’re also looking to 
understand more about the impact of cognitive changes on 
caregiver and other family members. Deep phenotyping can 
help patients and their families prepare for and better  
manage cognitive change.

This project will provide insight into the experience of 
caregivers and family members, help the research team 
learn how best to support HD families and provide scientific 
backing for the need for improved resources for HD families 
more broadly. 

Eilis Conroy is a new member of staff who will help explore 
the care giver experience in more depth to learn more about 
how to best support carers.
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Colm’s article ‘Meet the Researcher’ page provides further 
information on his work. 

As part of his presentation, Colm also spoke about the impact 
of Huntington’s disease on the entire family and the need to 
raise more awareness and understanding of the condition. 
He discussed the benefit of the HD Family Matters campaign 
in raising awareness and in helping researchers and clinicians 
better understand the impact on families and how best to 
support families. 

‘I would really encourage you to continue to participate in 
campaigns like this and fighting for your voice to be heard 
alongside ours’

Dr Sarah Darcy, previously worked 
as a neurology registrar in the clinical 
setting before deciding to undertake 
research work in neurodegenerative 
diseases. Dr Darcy, who is researching a 
PhD with Professor Pender and Professor 

Hardiman in Beaumont Hospital and TCD Neurology, gave 
an overview of current trials and discussed the potential of 
gene based trials. Recruiting people earlier to clinical trials can 
lead to better outcomes. As people may not have obvious 
symptoms it will be necessary to better understand early or 
‘pre-manifest’ Huntington’s disease to assess the impact of 
potential treatments. 

People with the same HD gene expansion can experience 
a different range of symptoms and time of onset. Modifier 
genes are already known to affect the function of the 
Huntingtin protein. It is possible that modifier genes may leave 
subtle clinical traces that can be picked up to find out what 
they are doing in the body and whether they can be targeted 
for gene based therapies. Subtle early clinical markers include 
psychological and cognitive markers, electrical signals in the 
brain and possibly neurological soft signs.

Dr Darcy is hoping to study the role of neurological soft signs, 
which are signs that can be picked up by a physician on a 
physical examination of the nervous system. Neurological soft 
signs, such as subtle sensory problems, abnormal reflexes 
and sequencing, are present in 5% of a population and don’t 
necessarily indicate neurological disease onset. However, it is 
hoped that they can provide further information on the role 
of modifier genes and ultimately conduct more  
effective clinical trials.

“It is a really exciting time for HD at the moment there’s a  
real appetite and a push to drive research forward towards 
finding an effective treatment”.

Ensuring we have a number of accurate markers of 
cognitive and behavioural change in HD will allow a more 
comprehensive evaluation of the effectiveness of a new drug 
therapy, ensuring that it is not only the motor symptoms of 
HD which are addressed. It is therefore crucial that people 
with the HD gene who are not yet symptomatic participate  
in studies to track for early signs. 

Dr Róisín McMackin works at the academic unit of 
neurology in Trinity College and recently completed a PhD 
in Clinical Medicine with Professors Pender and Hardiman 
researching how brain function tests can be used to predict 
how motor neurone disease affects movement, cognition and 
behaviour changes in each person. It is hoped this approach 
can also be used to study Huntington’s disease.

Basal Ganglia is often 
studied in HD, but we 
need to know a lot 
more about the basal 
ganglia connections 
with other areas of the 
brain which generate 
brain function. If we 
know what way HD 
affect connections 
between movement, 
cognition and 
behaviour controlling 
areas, we can better 
understand the disease 
and make more 

informed choices on therapies. We also want to know how 
early we can measure changes so that we can measure the 
impact of therapies earlier.

Transcranial Magnetic Stimulation is a non-invasive procedure 
which uses magnetic pulses to investigate movement, 
thinking and behaviour controlling centres to assess normal  
or abnormal functioning 

The research team are looking for volunteers over 18 years 
who have been diagnosed with Huntington’s disease or are a 
family member, related or non-related to a diagnosed family 
member. Research takes places in St James hospital, Monday 
to Friday, and appointments can be offered to accommodate 
participants.

Professor Orla 
Hardiman, Consultant 
Neurologist, Beaumont 
Hospital and Head of 
Academic Neurology 
at Trinity College 
and Clinical Lead for 
Neurology in Ireland, 
gave a brief overview 
of neurological services 
in Ireland. 

She acknowledged the 
need to improve services for some less common neurological 
conditions such as Huntington’s disease and suggested the 
Motor Neurone Disease (MND) model can be used as a basis 
to develop a multi-disciplinary high quality of care for people 
living with Huntington’s disease. 
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Professor Hardiman stated that there is some building to 
do to ensure a high quality of care for Huntington’s can be 
delivered. She highlighted the need for service integration 
with knowledgeable psychiatrists who really understand the 
disease, the barriers to care and limitations to current services 
and who understand the types of interventions required.

Although there has been some negative news from recent 
trials, there is now a huge interest from pharmaceutical 
companies in conditions such as Huntington’s because they 
are seen as having a high probability of being able to identify 
treatments that are going to work. There will be a growth in 
trials of new potential therapies. It is essential to know who 
is suitable and willing to participate in these trials. Building 
a register is a way to do this. The MND register has been 
running for 25 years and as a result, Ireland has access to 
many clinical trials for MND despite being a small country. 
Enroll has some aspects of a register and has shown we  
can enrol people quickly in trials.

We need to generate evidence for development of HD 
services, running dedicated services in an evidenced based way 
that is beneficial, and also shows the HSE that it is good for 
patients. We have data from the MND service to demonstrate 
the benefit of a multi-disciplinary service for patients who 
live longer and have a better quality of life. Beaumont 
Hospital have some funding to build the groundwork for the 
administration of an MDT clinic for Huntington’s disease.

Professor Hardiman also mentioned the contribution of the 
voluntary sector in trying to fill gaps in the health service, and 
is a significant contributor to the development of quality of 
care. HDAI is a really good example of an organisation that 
does bridge that gap. It is important that the value and role 
of HDAI is incorporated into a service plan for Huntington’s 
disease.

The Neurological Alliance of Ireland has been advocating for 
improved neurological care for over twenty years and has 
helped recognise the importance of voluntary organisations  
in the provision of services. You can watch the webinar online 
via our website to learn more about the ongoing research 
team at Trinity College Dublin and Beaumont Hospital. 

To express an interest or 
contact the team, email 
HDresearch@tcd.ie

We are grateful to 
the research team, to 
Monkstown Hospital 
Foundation for helping  
to fund Huntington’s 
disease research and  
to Professor Pender and 
Colm Peelo in particular  
for co-ordinating and 
hosting this event and 
making it available to  
view online.  

Disappointing News from some  
International Clinical Trials 

The Roche announcement in March 2021 that their 
GENERATION - HD1 phase III antisense oligonucleotide (ASO) 
therapy trial (22 March 2021), was halted following advice 
from an Independent Data Monitoring Committee, was 
devastating for the Huntington’s community worldwide.  
A week later, Wave Life Science announced disappointing 
results from their PRECISION-HD1 and 2 Trials. 

The HDBuzz articles at: https://en.hdbuzz.net/300 and 
https://en.hdbuzz.net/301 provide further information 
on these trials and remind us that learnings gained can 
improve other trials. 

HDBuzz 
http://hdbuzz.net/

HDBuzz provides high-
quality HD research 
news online to the 
global community, 

written in plain language, by HD clinicians and scientists. 
Launched in 2011 by HD researchers Dr. Jeff Carroll 
(USA) and Dr. Ed Wild(UK), the HD Buzz team has greatly 
increased. An oversight committee of independent clinicians, 
scientists and lay community members meets regularly to 
ensure their content is impartial, scientifically accurate and 
understandable.

For people new to 
Huntington’s disease, the 
Start Here page https://
en.hdbuzz.net/056 
gives an overview of HD 
research and highlights 

some of the most promising things scientists are doing to 
come up with effective treatments for HD.

Care HD 

CareHD is a Horizon 2020 research project that aims to 
investigate how the use of Connected Health technologies 
can support and improve the care of people living with HD 
and their families. The study is on hold currently due to the 
pandemic.

HEALTHE-RND 

This project aims to use HD to develop a multilingual e-health 
platform, using an innovative approach to develop, apply, 
test and evaluate an e-health platform to improve care and 
support caregivers - regardless of where patients live or the 
distance to the nearest specialist centre. Project participants 
include professionals from Huntington centres and research 
institutions in Germany, the Czech Republic, the Netherlands, 
the United Kingdom, Ireland (Bloomfield Health Services) and 
Italy. The project will actively collaborate with the EHA to 
include patient and family member involvement as research 
partners in all phases of the project. 

11



The EHA hold patient and family meetings with 
representatives from the countries involved. HDAI are grateful 
to Anne Lennon Bird for participating in these meetings and 
would also like to thank Irish family members who have 
participated in pilot interviews and volunteered to participate. 

http://eurohuntington.org/2019/08/07/new-project-e-
health-for-huntingtons-patients-and-families/

Research Resources

The following websites offer up to date information on  
HD research news:

The European Huntington’s Disease  
Network (EHDN) 
http://www.ehdn.org/about-ehdn/

The EHDN is a non-profit 
research network committed 
to advancing research, 
facilitating the conduct of 

clinical trials, and improving clinical care in HD. Scientists, 
clinicians, patients and families can collaborate through 
the EHDN on academic and industry studies to advance HD 
research. The EHDN is supported by and collaborates closely 
with the CHDI Foundation. The EHDN publish a newsletter 
three times a year which communicates the network’s 
activities and other developments of interest in the field of 
Huntington’s disease. You can receive their newsletter by 
requesting it through their website. EHDN’s 2021 Conference, 
due to take place in Bologna, Italy, will now take place 
virtually from 9-11 September so keep an eye on their  
website if you wish to attend.

CHDI Foundation 
http://chdifoundation.org/ 

CHDI Foundation 
is a privately-
funded, not-for-

profit biomedical research organisation devoted to HD. Their 
stated mission is to “Rapidly Develop Therapeutics That Slow 
the Progression of Huntington’s disease”. CHDI Foundation 
activities extend from exploratory biology to the identification 
and validation of therapeutic targets, and from drug discovery 
and development to clinical studies and trials.

The Huntington Study Group
http://huntingtonstudygroup.org/ 

The Huntington Study 
Group facilitates clinical 
research trials and studies in 

Huntington disease (HD). It has a research network of over 
400 investigators, coordinators, scientists and HD experts 
dedicated to seeking treatments that make a difference 
and improving the quality of life and outcomes for families 
affected by HD. Check out their Care Education Videos at  
http://huntingtonstudygroup.org/care-education-
videos/ 
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Helpful Websites
Huntingtons	Disease	Association	of	
Ireland	http://www.huntingtons.ie	

HD	Family	Matters	
https://hdfamilymatters.com/

Beaumont	Hospital	Mindfulness	Centre	
http://www.beaumont.ie/marc	

Bloomfield	Health	Services		
http://www.bloomfield.ie	

CHDI	Foundation		
http://chdifoundation.org/	

European	Huntington’s	Association		
http://eurohuntington.org	

European	Huntington’s	Disease	Network	
www.euro-hd.net	

Huntingtons	Disease	Youth	Organisation	
http://en.hdyo.org/

International	Huntingtons	Association	
http://www.huntington-assoc.com/

Hereditary	Disease	Foundation		
http://www.hdfoundation.org/home.php

Huntingtons	Disease	Association	N.	
Ireland	http://www.hdani.org.uk/	

Huntingtons	Society	Canada		
http://www.hsc-ca.org/	

Huntingtons	Disease	Association	UK		
http://www.hda.org.uk/	

Huntingtons	Disease	Society	of	America	
http://www.hdsa.org/	

Scottish	Huntington’s	Association		
http://www.hdscotland.org/	

Huntington	Study	Group		
http://huntingtonstudygroup.org/	

Dublin	Brain	Bio	Bank		
http://www.iicn.ie/research/dublin_brain_	
bank.508.html	

Department	of	Health		
http://health.gov.ie/	

Department	Children	and	Youth	Affairs	
http://www.dyca.gov.ie	

Department	of	Social	Protection		
http://www.welfare.ie	

Citizens	Informaton		
http://www.citizensinformation.ie	

Family	Carers	Ireland		
http://familycarers.ie/	

Mental	health	Support	websites:	

www.mentalhealthireland.ie	
www.yourmentalhealth.ie	
www.aware.ie	www.shine.ie	
www.grow.ie	www.pieta.ie
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Colm Peelo
PhD Researcher in Trinity College Dublin,  
based in Beaumont Hospital

My name is Colm Peelo. I’m a PhD Researcher in Trinity 
College Dublin, based in Beaumont Hospital, and I am 
interested in cognitive (thinking) change in Huntington’s 
disease (HD). My background is in Psychology and 
Neuroscience, getting my BSc Psychology through 
Science from Maynooth University, and my MSc Clinical 
Neuroscience from the Institute of Neurology, Queen 
Square in University College London. 

While in London, I worked on a project looking at detection of 
biomarkers (measurable signals of disease in the body) in HD 
with Prof Ed Wild, who’s group, along with Prof Sarah Tabrizi, 
leads the international field in ‘wet’ biomarker research in 
Huntington’s disease. During both of these degrees, I found 
myself drawn to how changes in the brain due to neurological 
illness and ageing can cause changes to peoples thinking, 
or, cognition. Neuropsychology is at the intersection of these 
curiosities, and it led me to many answers - and many more 
questions - about cognitive change in conditions such as HD, 
which is the area of my research and clinical work now. 

I have wanted to work in a hospital setting for a long time, 
both in a research and a clinical capacity, to understand 
the science of neurodegenerative changes to cognition, 
but also to help directly patients with neurological disease. 
Understanding and pushing forward the field (I hope) will 
allow us make changes to improve the lives of people  
with neurodegenerative diseases in the future.  
But I also wanted to work with patients,  
to help them understand, manage and  
improve their circumstances  
in any way I could,  
right now. 

The clinical aspect of 
my current job is also very 

important for allowing me to 
interpret and apply the science, and so 

both roles are mutually beneficial! In both 
capacities, my supervisor in Beaumont Hospital is 

  Principal Clinical Neuropsychologist, Prof Niall  
 Pender, who I’m sure many readers have come  
 across before and who has been working  
 with patients and families affected  
 by HD for over 20 years. So, I was very 
 excited to be offered the chance to  
 work with the clinical Neuropsychology  
 and Neurology teams, and  
 the research teams in  
 Beaumont Hospital  
 in 2019. 

I began working with 
patients with MND, another 

devastating neurological movement 
disorder that also affects the thinking 

and behaviour of about half of all patients. The 
multidisciplinary MND clinic in Beaumont has been 

running for over 20 years, led by Prof Orla Hardiman, and 
has always had a keen research focus, as well as an incredibly 
experienced clinical team. Though MND and HD are quite 
different disorders, there are many similarities. Through the 
vast experience of my predecessors in MND research, the 
excellent clinical neurology teams in Beaumont Hospital, and 
under the supervision of Prof Pender, we hope to apply this 
experience in MND to Huntington’s disease, where we can 
begin to develop similarly robust multidisciplinary services 
and make similar progress in understanding cognitive and 
behavioural changes that can occur in HD. 
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I was very lucky to be given the opportunity do a PhD in 
Trinity College Dublin in October 2020 with Prof Pender and 
Prof Hardiman. My PhD research will continue on work done 
by my colleagues in Amyotrophic Lateral Sclerosis (ALS; a 
type of MND), as well as focusing on cognitive changes that 
occur in HD patients, and the cognitive and psychological 
traits and wellbeing of their family members. A key aspect 
of this understanding and a large part of my clinical and 
research activities is neuropsychological assessment. 
Neuropsychological assessment helps us figure out how a 
patient’s cognitive (thinking) ability, thoughts, emotions and 
behaviours might be affected by neurological disorders. We 
do this to get a better understanding of the brain changes 
causing these symptoms, and offer support to patients and 
caregivers to help manage these difficulties. 

This kind of assessment can also give us more insight into the 
different types of changes that can present in HD, why some 
people don’t experience cognitive change, and others are 
affected more severely, and investigate further why this might 
be, for example, due to other genetic factors or lifestyle. 

After the devastating news of the Roche Tominersen 
clinical trial ending, followed by further disappointing 
news from two Wave Life Sciences trials, morale is 
inevitably low in the HD community, with a lot of 
hope having rested on these potential new drug 
treatments. With questions still to be answered around 
the discontinuation of the Roche trial, we hope that 
whatever the outcomes to be discovered over the next 
weeks and months, existing and future trials will  
learn from it and be better. 

It is all the more reason to redouble our efforts to understand 
HD and continue to push towards effective treatments and 
management of the condition now, and not let this news 
defeat us. Wave Life Sciences are optimistic, having learned 
from the PRECISION-HD trials, and are proceeding with a new 
drug treatment trial, ‘WVE-003’. The HD team in Beaumont 
and TCD is also expanding. We have a number of ongoing 
projects that are looking at different 
aspects of HD in the hopes of discovering 
key information that will help develop 
treatment plans and therapies, and which 
will increase access to clinical trials for Irish 
people affected by HD in the future. Despite 
the difficulties posed by the COVID-19 
pandemic, some studies continue, and 
our group are always looking for people 
interested in participating!

The main focus of my PhD research will be 
part of the already established HD-Cognition 
study. The HD-Cognition study hopes to find 
a number of sensitive neuropsychological 
biomarkers, or, patterns of changes in 
thinking, which may be used as a  
measurement tool in clinical drug trials. 

Ensuring we have a number of accurate markers of 
cognitive and behavioural change in HD will allow a 
more comprehensive evaluation of the effectiveness 
of a new drug therapy, ensuring that it is not only the 
motor symptoms of HD which are addressed. 

As part of the HD-Cognition study, we’re also carrying out an 
examination of the thoughts and feelings of HD patients and 
their families. HD causes significant stress and strain on the 
entire family, whether or not you are a direct caregiver. 

Therefore it is important to determine whether the unaffected 
family members of HD patients experience higher rates of 
mental health difficulties, even if they don’t have the HD 
gene! This project will provide insight into this experience 
of caregivers and family members, help us learn how best 
to support HD families and provide scientific backing for the 
need for improved resources for HD families more broadly.

A large, long-standing international study, Enroll-HD, has 
a centre in Beaumont Hospital which has been active there 
since 2016. Enroll-HD is a global study of HD patients and 
their families, which hopes to understand all aspects of HD to 
inform on clinical trial development and best clinical practice 
in caring for patients and families affected by HD. There 
are over 20,000 active participants in this study, who have 
provided over 70,000 visits globally examining the cognitive 
(thinking), behavioural, psychiatric and motor aspects of HD. 

We hope to use our experience in MND to better meet 
the needs of Huntington’s disease patients and families, in 
research as well as in clinical settings, and we will be starting 
the country’s first multidisciplinary HD clinic in Beaumont 
Hospital very soon! We were delighted to provide a recent 
webinar, which introduced the growing team of researchers 
investigating HD in the Department of Neuropsychology at 
Beaumont Hospital and TCD, and gave an overview of our 
research. It was great to see the interest in our work. 

Members of the HD community can continue offering 
suggestions or ask questions about our work by  
contacting us at HDResearch@tcd
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There is a great HD community on twitter where you can keep 
up to date on all HD news and events and where you can 
follow me at @ColmGPeelo and the HDAI on @HDAI_ie. I am 
just at the beginning of my research career in HD, but in my 
work, I am hoping to raise more awareness of the need for 
clinical services, and to promote research into this devastating 
disease. I hope my own work as part of my PhD will shed light 
on the often overlooked cognitive and behavioural aspects 
of HD, and how these can affect the wider family unit. All of 
this work is ultimately with a view to support development 
of new therapies for better management and treatment of 
HD, and to help people living with the disease to understand 
the changes they’re experiencing, and manage them better 
to maximise wellbeing! I hope the I might meet many of you 
along this journey. 

If you have any questions you would like to ask me about our 
team, or are interested in participating in our research, you 
can email me on cpeelo@tcd.ie! 

Dr Heather Ging
Huntington’s Disease family member and Postdoctoral 
Research Associate, UCL HD Centre

Hi, I’m Heather. I would firstly like to thank HDAI for the 
opportunity to write this article, I am truly honoured. This is 
my story of how HD is a part of my family, which is ultimately 
why I became a researcher. I’m from Clondalkin in Dublin, but 
I moved to London in 2014 to start my postgraduate studies 
at University College London (UCL). I am now a Postdoctoral 
Research Associate at the UCL HD Centre. My project is driven 
under the guidance of Prof Sarah Tabrizi, who I’m sure, needs 
no introduction. I can only reinforce her genuine motivation 
to develop therapies for HD and I am so lucky to be a part of 
her team. 

One of my earliest memories as a child is of HD, not that I 
knew what it was then. My Aunty on my Dad’s side, Breda 
Ging, was diagnosed with HD in 1996 and carried HD for 
eight years before she passed away at 54 years old. From the 
positive diagnosis of Breda, it allowed us to trace the disease 
backwards through the family tree. 

There was evidence of a movement disorder amongst the 
children of my grandfather’s mother’s siblings - however, 
nothing was known about HD at that time. My Grandad died 
at the very young age of 46 and had no symptoms prior. 

He had four children, Peter, Breda, Patrick and Laurence - in 
order of birth. Breda was tested for HD when she started 
having movements that she couldn’t control and became 
imbalanced. Genetic testing confirmed that Breda was gene 
positive for HD. On this news, my Dad had already had my 
brother and I - so he and my Mam went through the  
Genetic Testing together. 

Back in the mid 90s this took two years for my Dad to 
get his result as this service was only being set up. My 
Dads result was gene negative and so, my brother and 
I were also gene negative, a result that we didn’t have 
to carry the weight of. When we were young and not 
being at risk of HD we didn’t understand what this 
really meant - it didn’t affect us. 

I don’t remember my Aunty Breda before she was 
symptomatic, but I wondered what was different about  
her and why was she sick. 

As we grew older, our 
experience of HD was 
watching our family be 
caregivers to our Aunty. 
The family home was 
adapted constantly for the 
ease of my Aunty, having 
all the necessities on one 
floor. I witnessed the 
impact HD has on a family 
as a whole. My Dad and 
his two brothers would 
mind Breda using a shift 
system, taking it in turns, 

along with other extended family members and friends. We 
were also very lucky to have a professional carer, Geraldine, 
who soon became an extension of our family - and for whom 
we are forever grateful. I knew Breda through stories from my 
Dad, he told me of my likeness to her - which I could blame 
on me testing his patience more than once, and particularly of 
her drive to pursue her career as a barrister. 

One of the hardest aspects of HD for Breda was losing 
her independence and having to leave her career, which 
she worked so hard for - something that we can’t really 
understand. Another difficulty experienced by Breda 
and our family was that people often saw the disease 
instead of the person. 
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When I was old enough to understand what HD was,  
I realised that very few others did. I was the only one in my 
school who knew of HD and even during my undergraduate 
degree in Biochemistry and Molecular Biology at University 
College Dublin (UCD) - we had a genetics module that 
covered HD - the lecturer said “I’m sure none of you have 
heard of HD…” and this would have been true if I wasn’t a 
family member. I don’t think this should be the only reason as 
to why you know what HD is. 

During my undergraduate degree at UCD, my 4th year 
modules focussed on Neuroscience and Genetics - these 
really drove my interest in the brain and particularly 
diseases affecting the brain. I decided to do a Masters in 
Neuroscience at UCL where I would subsequently complete 
my PhD in Triplet Repeat (like the 3 DNA letters “CAG” and 
the repeat you hear about in HD) Disorders- including HD, 
Spinocerebellar Ataxia Type 1 and Friedreichs Ataxia. 

These diseases are caused by a repeated stretch of three 
letters of DNA that is longer in those with the disease 
than in the general population. I looked at how the 
sequence or the order of these letters affected how 
the disease presented, specifically at how early or late 
symptoms would start based on what DNA sequence 
the patient had. 

Doing my PhD was my way of giving back to my family -  
I was too young to help when my Aunty was progressing and 
too young to understand the emotional impact this had on 
my family - something that was never made obvious to my 
brother and I - thank you Mam and Dad!

I thought I was a unique case in that I was a HD family 
member researching HD until I met Dr. Lauren Byrne - us Irish 
always find each other (especially as this was at a party)!  
Once figuring out that we were both Irish, both doing a 
Masters and both from a HD family - we became  
colleagues and most importantly, friends. 

All it took was a casual open conversation about our 
interests and what led us to our research - I often felt 
HD was a taboo at home, and it shouldn’t be - maybe 
a reason as to why so few people who aren’t impacted 
don’t know about it! My PhD thesis was dedicated to 
Breda and Lauren - two hugely inspirational women -  
a force!

After my PhD, I still wasn’t done with HD research and being 
the glutton for punishment that I am - I started a Research 
Associate position with Prof Sarah Tabrizi. My project focused 
on the brain cells that are first affected by HD - the medium 
spiny neurons (MSNs), which are located in the motor region 
of the brain and are involved in the major pathways dictating 
how we move. 

When they get sick and die due to too many CAGs - we 
lose control of our movements and this presents as chorea. 
My job is to grow these brain cells from stem cells that were 
reprogrammed from blood samples kindly donated from HD 
patients. I do love telling people “I grow brain cells” when I’m 
asked what I do. It sounds extreme but the blood cells from 
HD patients are made into stem cells - which are cells that can 
be any cell in the body if they are directed that way. 

With our stem cells, we gave them nutrients and 
chemicals that tell them to develop into brain cells and 
we used techniques to lift and separate them from cell 
dishes into more dishes to allow them become MSNs. 
The cells I work most with are called 125 CAG MSNs - 
these MSNs have 125 CAGs, and are representative of 
Juvenile HD. 

My job is to investigate what makes them better or worse to 
identify new therapeutic avenues. I do this by measuring the 
size changes of the 125 CAG repeat - if the number reduces, 
we know that this is good, if the number increases, we know 
that this adds more stress to the cell and is not what we want.

This is what the MSNs can look like - (1) I took this image 
because it reminded me of a sun flower! The dark dense 
bubbly circle in the centre is a clump of cells so tightly knitted 
together that light can’t penetrate them. 

What you can see around the edge and shooting out are the 
neurons - their cell bodies and their protections (which look 
like wires joining the dots!) - they are all interconnected and 
using their projections to talk to each other. 
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Underneath the 
sunflower (2, 3, 
4) you can see an 
up-close of the 
neurons - how 
their cell bodies 
look with their 
projections and 
further right just 
how close they 
can knit together. 

We can also stain 
the neurons (5) 
with markers that 
tell us what kind 
of cell they are 
- the blue stains 
the nucleus, the 
brain of the cell 
in the cell body 
and the greeny-
yellow colour is 
a mixture of two 
markers that stain 
neurons and more 
specifically MSNs.

As much as I love growing my brain cells (yes, you do become 
very attached to them!), my research was in the lab and not in 
the clinic with the patients and families. I wanted to be more 
involved in the HD community so I volunteered with  
the Huntington’s Disease Youth Organisation, HDYO  
(https://en.hdyo.org/). I originally volunteered to help at  
the HDYO Young Adult Congress, which was to be held in 
person in Glasgow 2020. However, due to COVID-19 this was 
no longer possible and so I ended up volunteering on HDYO’s 
board of trustees as Educational Co-Chair. 

I was, and I still am, so shocked at the amount of 
work that goes into this organisation - this work was 
recognised this year with our founder Matt Ellison 
receiving and MBE from the Queen herself (I’m sure 
mine is still in the post!). This work is as vital as the 
research I do - what use is research if it’s not translated 
to the people who need it. 

What I’ve also learned in HDYO is the importance of 
team work - HDYO is built on strong foundations, those 
foundations being Hayley Hubberstey, Donna Spencer, Lauren 
Byrne, Bonnie Hennig-Trestman, Clare Braithwaite, Eric Miller, 
Ana Wieser and Rudolf H Schaffrath, who make up the board 
and all the other members and volunteers! We are a team of 
people who all work to bring HD to the forefront, some of us 
are impacted directly by HD and some are not - we do not all 
need to have a direct link to want to help. That’s an important 
point for me - if we just keep HD in our community then we 
are limiting ourselves and keeping the conversation closed.

My role with HDYO on the Education Committee is mainly 
to make any educational content about HD translatable to 
whoever needs it. Our latest projects are in collaboration with 
HD Buzz (https://en.hdbuzz.net/) to bring the latest news in 
HD research to anyone who wants to hear about it. 

The power of social media has shown us how news  
can be translated so quickly by video snippets - so  
for those of us who rather scroll than read articles -  
we are creating short videos to explain what the  
latest research is. 

Additionally, for the same reason I began volunteering 
with HDYO - I wanted what I was doing in the lab to 
be understood by everyone - fellow researchers, the HD 
community, and my Mam! Now, with HDYO - we plan to 
expose the inside of the lab and show exactly what HD 
researchers are doing and what their projects are. 

So please follow the HDYO socials to see what we are up to; 

Instagram - https://www.instagram.com/hdyofeed/, 
twitter - https://twitter.com/hdyofeed, 
YouTube - https://www.youtube.com/channel/
UCiO73l6SP8_x6Rci_ZX3ZUA, and 
FaceBook - https://www.facebook.com/HDYouthOrg
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AWARENESS

In 2021 we were involved in a number of initiatives to 
increase awareness, particularly during May which is 
Huntington’s disease Awareness Month.

Family Matters Campaign

The Huntington’s Disease Alliance UK and Ireland, which 
consists of The Huntington’s Disease Association Northern 
Ireland, Scottish Huntington’s Association, Huntington’s 
Disease Association (England and Wales) and Huntington’s 
Disease Association of Ireland teamed up with project funders, 
Roche, to increase awareness around Huntington’s disease. 

The Huntington’s Alliance alongside our communications 
company, M & F Health sought to raise awareness in a  
variety of ways, including:

 • Launch of a campaign website  
  HDFamilyMatters.com

 • A Living History project to share contributions  
  from families

 • The creation of very special short films featuring  
  interviews with Huntington’s disease families  
  across Ireland and the UK

 • A survey to gain important data from the  
  Huntington’s community

 • A large social media campaign

 • Sharing information with decision-makers

 • Engaging with celebrity ambassadors and  
  other supporters

 • Raising awareness by sharing information  
  with the press

The Family Matters campaign was launched on Rare Disease 
Day February 28th, with the creation of a special website 
hdfamilymatters.com to collect ‘Living History’ contributions 
from within the community in addition to messages of 
support from people and organisations with a high profile 
who were asked to support the campaign. 

Huge thanks to all those family members who contributed 
to the overall direction and success of the Family Matters 
campaign by participating in the initial workshops run by M&F 
Health; sharing their Living History contributions and blogs; 
bravely telling their stories in the Family Matters short films; 
volunteering to speak to the media; speaking with campaign 
ambassadors and supporting the campaign on social media.

Living History

Families and health professionals shared a variety of very 
special contributions to tell their story and provide an insight 
into the impact of Huntington’s, which are available to view at  
hdfamilymatters.com 

Here are  
a selection:
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Stories and Short Films

Sharing stories from family members across the region has 
helped to portray the impact of Huntington’s on the entire 
family. While there are similarities and common issues with 
Huntington’s disease the stories and films help to show that 
no two people will experience exactly the same symptoms and 
families will require different supports at different times. The 
Huntington’s Alliance is immensely grateful for all the stories 
we received. 

Anna, Heather, Nikki and Sean, together with their family 
members, allowed us to share their inspiring stories of Living 
with Huntington’s on film. Family members taking part in 
the filming also spoke about what their individual support 
organisations mean to them. Bernie and Sean (from Ireland) 
mentioned the importance of HDAI in helping to overcome 
the isolation and loneliness often felt following a diagnosis 
and from being a care giver. Some short films were also 
created from conversation clips with Sarah Winckless and 
George Rainsford and these are also well worth a watch.
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Despite the extraordinary challenges of Huntington’s Disease, 
the films, stories and living history contributions highlights 
the resilience and strength of people living with Huntington’s 
disease and their families. 

The Huntington’s Alliance ran a community survey leading 
up to May to find out how living with the disease impacts 
different people within a Huntington’s family unit. The UK  
and Ireland Survey results are available on our website and  
at hdfamilymatters.com. 

We extracted some results from the 145 respondents from 
Ireland and these include:

Full survey findings at huntingtons.ie

Ambassadors

Our wonderful ambassadors Sarah Winckless MBE and 
George Rainsford met families virtually and spoke to the 
media to create awareness.  

Sarah Winckless and Ashley from Northern Ireland interviewed on BBC News

Sarah Winckless MBE is a former GB rower and became 
the first female to umpire the Oxford-Cambridge boat 
race in 2021. She is a patron for the Scottish Huntington’s 
Association and avidly campaigns for Huntington’s disease 
charities. Huntington’s is in Sarah’s family and she has tested 
positive for the gene herself. Sarah said:

“ My Olympic effort was nothing compared to what my   
 mum battled with every day of her life. Knowing I have the  
 gene that leads to Huntington’s is difficult, but it reminds  
 me to seize every opportunity. I am so proud to be part of  
 this campaign so that we can make things better for families  
 affected by Huntington’s. It’s important we raise awareness  
 to help improve access to good local services – specialist  
 support is absolutely key for improving the quality of life for  
 these families.”

George Rainsford, BBC 
Casualty star plays the 
character of Dr Ethan Hardy 
who has tested positive for 
Huntington’s disease in the 
BBC drama

George Rainsford is 
a UK actor who plays 
a doctor who tests 
positive for the HD 
gene in the BBC Drama, 
Casualty. Having 
completed detailed 

research for his character, George said: 

“ The impact of Huntington’s disease can be incredibly difficult  
 for those living with the disease and for their loves ones.  
 It has been fascinating, heartbreaking, life-affirming and  
 humbling talking to those brave enough to share their   
 experiences. I am supporting the Family Matters campaign  
 to raise awareness of Huntington’s disease, so that the  
 public understand not only how devastating the disease can  
 be but also to celebrate the amazing strength and positivity  
 that families with Huntington’s have.”
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Supporters

As	part	of	the	Family	Matters	campaign	we	asked	
health	professionals	and	people	with	an	interest	in	
Huntington’s	disease	to	share	messages	of	support		
in	solidarity	with	families	across	the	UK	and		
Ireland.	

Some	of	the	very	supportive	messages	received		
included	those	from	our	patron,	President	
Higgins,former	patron	Mary	McAleese,	Senator		
David	Norris,	Senator	Ivana	Bacik,	Lord	Mayor	of		
Dublin	Hazel	Chu,	Professor	Jennifer	Hoblyn,		
Professor	Niall	Pender,	Huntington’s	researcher		
Colm	Peelo	and	from	other	voluntary		
organisations.

Social Media Campaign

Our	social	media	campaign	gained	significant	attention	
throughout	the	month	of	May	and	we	were	delighted	
with	support	received	on	Twitter,	Facebook	and	
Instagram.	We	received	support	from	some	high	profile	
people	including:	Mary	Butler	Minister	of	State	with	
Responsibility	for	Mental	Health	and	Older	People,	
Róisín	Shortall	TD,	co-leader	of	the	Social	Democrats,	
Senator	David	Norris,	Dave	Moore,	Today	FM	Presenter,	
Professor	Luke	O’Neill,	Immunologist,	Author	and	
Newstalk	contributor	and	Professor	Ian	Robertson,	
Clinical	Psychologist,	Neuroscientist	and	Author.

We	were	also	grateful		
for	the	support	received	from		
umbrella	organisations	
including:	Care	Alliance	Ireland,	
Carmichael	Centre	for	Voluntary	
Groups,	Disability	Federation	of	
Ireland,	Mental	Health	Reform,	
Neurological	Alliance	of	Ireland	
and	Rare	Diseases	Ireland	for	
their	messages	of	support	and	/	
or	their	support	of	social	media.	

Carmichael	Ireland	featured	
an	article	about	the	Family	
Matters	campaign	on	their	
website	and	the	Neurological	

Alliance	of	Ireland	helped	to	increase	understanding	of	
Huntington’s	by	sharing	facts	about	the	condition	on	
social	media	throughout	the	month	of	May.		
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Press Coverage

There was significant press interest in the UK with demand for 
interviews on TV, radio and newspapers. This included a TV 
interview with Sarah Winckless and Ashley, a family member 
from Northern Ireland on BBC News. Articles on Huntington’s 
disease featured in two national newspapers in Ireland 
during May awareness month as part of the Family Matters 
campaign.

The Irish Independent 

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. She discussed the impact of her 
husband’s diagnosis ‘the rug was pulled from under us’ at 
a time when their children were very young and how their 
‘plans and dreams changed’ as a result. Bernie also mentioned 
the impact of Covid and the stress of not being able to visit 
her husband.

The Irish Times 

Professor Niall Pender, Principal Clinical Neuropsychologist/ 
Head of department of Psychology at Beaumont Hospital 
Dublin and Associate Professor in Neuropsychology, 
Trinity College Dublin, wrote about the ‘unique impact’ of 
Huntington’s Disease in the Irish Times May 19, 2021.

Professor Pender discusses 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”.

He referred to the studies underway to better understand the 
neuropsychological aspects of Huntington’s disease in order to 
improve supports for people living with the disease and their 
family caregivers.

“ The long-term picture in Huntington’s is exciting. There are 
  many research prospects, in which the community is very  
 invested. A disease-modifying treatment is surely a future  
 option. We have a determined new generation coming  
 through, more interconnected with social media, and   
 perhaps more determined to bring conversations into  
 the open”.

Light It Up For Huntington’s Disease

#LightItUp4HD is an annual event with iconic buildings in 
Ireland and around the world lighting up in purple (or purple 
and blue) to raise awareness for Huntington’s Disease.

We very much appreciate the support of the county and city 
councils who lit up sites and shared posts on social media 
including Cork City Council, Donegal County Council, Dublin 
City Council, and Kildare County Council. Thanks to Cllr. Ide 
Íde Cussen, Co Kildare, Cllr. Hazel Chu, Lord Mayor of Dublin 
and Cllr. Fergal Dennehy for supporting our Light Up.

This year Mary, Brian, Agnes and Martin made a lovely 
awareness video at Cork City Council with Deputy Lord Mayor 
Fergal Dennehy which we shared on social media and is 
available on our Facebook page.  

Lord Mayor of Dublin Hazel Chu took a photo with HDAI 
representatives Anne and Liz on May 11th and she also 
provided a supportive message for the Family Matters 
campaign and shared posts on social media.

Thanks to everyone who supported the campaign. If you 
would like to get involved or are aware of any buildings who 
might participate please get in touch.
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Thank You! - It’s been a marvellous #LightItUp4HD campaign

Umbrella Organisation Awareness
European Huntington’s Association 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.

Rare Disease Awareness

Vicky McGrath, CEO of Rare Diseases Ireland(RDI), met with 
the Oireachtas Joint Committee on Health on May 26, 2021 
to discuss the need for timely access to appropriate genetic 
services in Ireland and to highlight the severe under-resourcing 
of existing services. 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, also attended.

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

Brain Awareness

The Neurological Alliance (NAI) 
of Ireland hosted a webinar on 
March 15th (Brain Awareness 
Week) to report the findings 
from their report, “Resourcing of 
Neurology Services Five Years On 
2015-2020”.

In line with the 2021 Brain 
Awareness theme, “Access to 
Services”, the NAI are calling 
for investment in neurology and 
neuro-rehabilitation services, as 
well as the need to support not-

for-profit providers of neurological care services who were 
already completely under-resourced pre-COVID-19, and are 
now struggling to meet pent-up and additional demand into 
the future in the wake of the current pandemic.
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Coffees With You

Coffees with you, coffees with you

out for a walk whether the sky is grey or blue.

We laugh; we joke, discuss the news and share smiles,

my favourite is hearing stories of you as a child

about growing up,

your memories of going to school in Leamington Spa, across the pond, 

coming home to Cork City and meeting my mother 

of whom you are so fond. 

Cappuccino, latte, flat white with a cake.

It’s the simple things in life you have taught me to appreciate, like

taking time to pause, stop and listen

sip your coffee, look at cute dogs, and watch the rain on rooftops glisten. 

‘There is no such thing as bad weather, only bad rain gear’

you always used to say

well that couldn’t be more true on this wet wintery day. 

With your Beatles cap and blue coat, umbrella in hand, we sit in the rain

all fancy and grand.

My dad, my prince, so few like you...

There is nothing I love more then to have coffees with you.
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MEMBERS’ STORIES

Love, in HD
HD	or	Huntington’s	disease

Of	it	have	you	heard?

When	I	first	learned	of	it	

I	was	lost	for	words

And	lost	on	the	net	Googling	
cures

Because	the	man	that	I	love	I	
had	to	be	assured

Would	be	with	me	forever	in	
body	and	mind

No	cure,	I	found	but	a	love	
redefined

Loving	someone	outside	your	
family	but	carrying	HD

Asks	more	of	yourself	than	life	
would	normally

You’re	forced	to	confront	daily	
what	could	be	a	nightmare	

Or	choose	to	defer	pain	and	
show	how	you	can	care

For	one	and	another,	HD	sisters	
and	brothers

Tell	the	world	outside,	so	you	
don’t	have	to	hide

There	are	people	who	will	love	
and	do	their	best	to	understand	

Reach	out	your	palms	and	take	
our	hands	

To	know	someone	with	HD	is	to	
be	compelled	to	help	forever

And	in	this	we	find	new	heights	
of	human	endeavour	

The	science	community	blazing	
a	trail

We	will	them	each	day	to	help	
with	what	ails

We	hail	them	as	heroes,	as	
heroes	they	are

Just	like	each	HD	family,	near	
and	far

Anon, Dublin
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Stan and I
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My husband Stan is 65 years old. He came from his 
home in Poland to work in Ireland in 2007. He was 
determined to learn the language and do well at his 
job. I came to Ireland to join Stan in 2009. Our two 
daughters were grown up by then and had their own 
lives in Poland.

Stan learned English faster than I did and I relied on him to 
translate for me. He passed his work exams through English 
in 2010 even though he wasn’t speaking very much English 
at the time. We enjoyed our life together in Ireland. We loved 
visiting scenic places and gardens in Ireland and also enjoyed 
taking holidays abroad and spending time with our family. 
Two grandchildren arrived (free of the HD risk) and are a great 
joy for us. 

Stan was excellent at his job in quality 
control and was always popular 
among his colleagues. After Stan was 
diagnosed with Huntington’s in 2012, 
his company supported him to remain 
at work for as long as possible. They 
made changes to his role and allowed 
him to work part-time. Stan loved his 
work and it was wonderful that they 
supported him so well. 

They knew how important his work was to him. His 
colleagues always showed understanding and kindness and 
when he had to finish working in 2018 they remained in 
contact and continued to invite us to the SR Technics Sports 
and Social Club events. 

When they met, his colleagues would remind him ‘Stan, you 
are a legend’. I treasure a message he received from his work 
after he had left saying: ”Some people just know how to 
bring out the best in people and you are that person Stan”.

After the diagnosis we got in contact 
with the Huntington’s Association 
and we regularly attended the Cork 
support meetings where we met good 
friends. We also enjoyed meeting 
other families at the annual meeting  
in Roscommon.

Not being able to work, and spending time alone while I 
worked, was difficult for Stan. Changes with his thinking 
and emotions caused him to become very agitated and also 
depressed. He became ill in 2019 and had to go to hospital. 
He was in hospital for a couple of months before he began 
to make some improvement. The hospital decided he needed 
more care and he moved to a local care facility. I am grateful 
to my friends from HD families and to HDAI who helped me 
to explain Stan’s condition and his likes and dislikes. Stan 
settled in, and I was relieved when we could once more take 
walks together again. It was very difficult not being able to 
visit properly during COVID-19.

Stan and Elzbieta

We will be 40 years married this year. 
We always enjoyed having a meal on 
our wedding anniversary each year 
and we had a tradition of inviting a 
different couple to celebrate with us. 

Stan is now having difficulties eating, and I find it hard to see 
how my dear husband struggles with Huntington’s. However, 
he can take part in activities once again, and his mood has 
improved a lot. We enjoy our visits and regular walks together. 
His former colleagues surprised him with a socially distanced 
visit in the park recently and he was so happy to see them.
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My Personal Tips  
for Each Day
by a HD family member

Introduction

My Mam was diagnosed with HD a few years ago….  
she is an amazing woman and has just reached the 
grand old age of 70! 

I’m in my early fifties and I received a positive gene test a 
couple of years after my Mam’s diagnosis. If I have any issues 
related to HD, they are not immediately obvious or visible 
to anyone; but I do have some minor challenges on some 
days like managing pain/aches, bouts of depression, variable 
emotions that can come in waves from feelings of deep 
sadness/anger, distractions/losing things, balance, difficulty 
focusing, disorganised thoughts, planning and managing 
‘things to do’.    

Because of ongoing lower back and pelvis issues over the 
years, especially in the mornings and when sitting, I’ve spent 
some of my time regularly looking at alternative ways of 
managing chronic pain Luckily for me though, this appears 
to have indirectly prepared me for today and tomorrow as I 
understand much better those things that affect how I feel 
each day and how I can use that to make each day a better 
day, both physically and mentally, for me and all those I love 
dearly. 

I’d like to thank HD Ireland for the support and the amazing 
work they do and for this opportunity to share some of those 
things that work for me. I was a bit apprehensive about my 
personal tips as I appreciate some of it might sound very 
simplistic or might not be your cup of tea; and everyone’s 
situation is completely different and not all those things that 
help me will work for you. …..but I’ve really been inspired 
by my wife, my Mam & Dad, family and friends (some who 
have passed away recently), and those who might not be 
able to get out or move around easily, which hasn’t been 
straightforward for many in the past 18 months! I think we 
probably have a heightened awareness of not being able to 
reach out to those most in need as much as we would have 
liked to in the past year, so maybe in some way I wanted 
to share the simple things that have helped me during that 
time, not always but most of the time. The key message is to 
keep trying, something that worked for me last year may not 
work today or even something I tried yesterday may not work 
tomorrow. Some days, I don’t want to try any more…the 
trick is to give yourself the space to have a bad day (or two) 
and then to try again. Try to find what feels good for you and 
never give up! 

Quite early on in understanding HD, I realised that progression 
was very complex and certainly not easy to explain, at least 
not over a pint! I also realised that for now and in the absence 
of medication, the best way to slow the progress is to be 
more disciplined with my approach to my daily wellbeing or 
health. 

So now I not only get to feel the benefits each day, I know 
that whatever I do is in some small way is contributing to a 
healthier future too…. I’ve bunched my tips into the following 
categories to make them easier to remember.

• Movement/Exercises
• Nutrition
• Mornings
• Relaxation Techniques

Other tips

Exercise/Movement - gentle exercise or movement is very 
important for me every day, I’ll never be super fit or run a 
marathon but it is important for me to keep moving as much 
as possible throughout the day to feel better. I need to avoid 
heavy exercise but maintain muscle mass & flexibility. As well 
as gentle walking, simple movements like stretches that can 
be done indoors or even sitting in an armchair can all help 
with this. Exercising in pairs or groups is great but I’ve found 
that I find it much more relaxing and beneficial to undertake 
exercise on my own…. this allows me to fully concentrate on 
how I move, so that I move as freely as possible and at my 
own pace, with no one distracting or nagging me, ha.

Walking - I love walking outdoors, I can usually feel better 
within lift 20 or 30 minutes (stick with it). I always feel more 
relaxed, balanced and energised after a walk (ideally away 
from traffic), and it has the benefit of fresh air, loosening up 
my muscles and getting the blood pumping around my body.

Stretching/muscle waking - another important part of my 
morning routine, is gentle stretching…. I generally think of 
this as waking up my muscles in the morning in a slow but 
gentle way – this cannot be rushed. There are some really 
simple stretches that you can incorporate into your day 
especially for first thing in the morning. Anytime I feel achy 
or stiff during the day, I will stretch. This is something I also 
picked up after sitting down on an office chair for 25 years…. 
once I started to have back issues, sitting down obviously 
became an issue and I took stretching breaks every hour or so 
for a few minutes - I looked a bit weird in the office but 
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hey, I’m not shy anymore when trying to relieve discomfort! 
Doing the right stretch (for you) though is important so please 
take advice from someone. I now use Stretching or Resistance 
bands which are fantastic for many stretches and really easy 
to carry around.

Nutrition - In the last few years, I’ve taken more of an 
interest in food and nutrition and the importance of getting 
the right combination to most help your body. I changed how 
I viewed food a little and looked at it like as a way of helping 
my body and mind, rather than doing damage to it. I got a 
book about the healing properties of food and somewhere 
along the way, I noticed that when my diet is bad and I eat  
a lot of rubbish, I feel worse the following day. 

I’ve also noticed that I sometimes struggle with chewy or dry 
foods, so we’ve incorporated more softer dishes and soups 
into our meals. The added bonus of this is that when I spend 
an hour or so cooking, the also helps me to switch off and 
relax. Diet is something quite personal so I’m not going to list 
what I think you should/shouldn’t eat but here’s some things 
that I know help me:

• Having at least 2 decent meals each day, including breakfast

• Soups are amazing, even in summer….so simple and you  
 can get so much nutrition in 

• Drinking a lot of water also helps to make me feel better  
 and have more energy.

• Use more herbs, spices and vegetables

Mornings - a bad start to the day can affect my whole day, 
and it doesn’t have to take too long! Sometimes, my first 
emotion can stick and something as simple as reading the 
news headlines on my phone in bed can turn things sour - so 
it’s really important for me to have a positive start to the day. 
I try not put any pressure on myself to do early so I can focus 
on getting pressure to do a lot in those first couple of hours, 
but still with the discipline not to lie in bed for too long and 
to quickly focus on waking up or warming up my body and 
mind. 

At the very least, do not check your phone, read the news or 
have a coffee in bed.    

• Sit up on side of bed with eyes closed and feet flat on the  
 floor for at least a few minutes (I’ve noticed that sometimes  
 especially in winter, my legs are still asleep or at least not  
 on the same page as my brain…..ensuring your feet are  
 flat on the ground seems to wake them up. Always handy  
 to make it to the toilet!!)

• If you read, read something positive when you wake up  
 and settle - I enjoy reading a page from the Bible.

• I lie on the floor with my feet flat and knees up with a book  
 under my head for 15 minutes looking up at the ceiling (this 
  is called the semi-supine position and helps ease any   
 tensions in my body from poor sleep)

• stretch for 15 minutes

• meditate or pray for 15 minutes (I have found that   
 mediating for 10 minutes before praying makes the  
 prayer much nicer 

• drink a room temperature glass of water

• shower (incorporate 20 seconds coldish in your shower  
 which can help your body waking up - increase this in  
 time if you find it helpful) 

• don’t skip breakfast

• make sure you have a comfortable mattress and pillow  
 for sleeping, it can make a difference to how you sleep

Relaxation Techniques

Meditation - meditation or mindfulness has really helped 
me over the years, initially with settling my thoughts but now 
also I notice the physical benefits of meditating including 
less general pain afterwards. I think this is related mainly to 
my muscles relaxing and tensions are released. I feel more 
aligned after meditation and breathing and believe it helps my 
balance. The beauty again of this is that once you know how 
to do it, you can do it anywhere on your own. There are many 
different types but for a beginner, I would recommend many 
things including relaxation for me.
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Breathing - recently, I’ve noticed that my breathing has 
become shallower, especially when I’m sitting and lying down, 
so much that I notice it and it aggravates any anxiety that I 
might have. My breathing also seems to slow down when I’m 
thinking, which on some days can be a lot. So now, at least 
twice a day, I try to completely focus solely on my breathing 
for 10 minutes (so that you get to a nice slow natural rhythm, 
outdoors preferably so you get fresh air). 

The trick with this is find the correct breathing technique…. 
believe it or not, there are many different ways to breath 
and I’m still not sure I’ve mastered the correct one for me; 
nonetheless, when you spend time focusing on one, you will 
feel a benefit quite quickly. It also helps to increase oxygen in 
your bloodstream (apparently helpful to reduce inflammatory 
pain), it’s one of the quickest ways to reduce any tensions that 
I might be holding onto (can start to feel better someday after 
3 or 4 focused breaths and it also improves/straightens my 
posture which reduces any pain I might have throughout my 
body. 

Other simple tips

• Watch some TV that will make you laugh - if you don’t  
 find comedy to your taste any more, watch some of the old  
 comedies that you know will get you going - the old ones  
 are usually the best, some lines just get funnier and funnier  
 and can help move you away from a foggy day.

• Listen to your favourite music (old ones are the best!)

• Try not to get cold in the winter, especially your hands and  
 feet. This has a knock-on effect on overall muscle tightness  
 this winter, which can be difficult to overcome until the  
 weather warms up.

• Create a daily routine of activity that is not too pressured  
 geared around what makes me feel better, or at least not  
 any worse. Activities that give me energy rather than sap it!

• All of this feels sometimes I think it’s all inter-linked -  
 one positive step or change can trigger a positive approach  
 to another, keep trying and dry not to dwell on unhappy  
 feelings…..try to understand them/explain them if needs be, 
  then try to switch onto or refocus on something that will  
 lift you a little.

Resources

There are lots available but here are some examples:

Internet - Although it can be a bit of a nightmare to find 
your way through all the noise of the internet/Technology, 
bear with it as there is loads of helpful information there/or 
get someone in the family who is familiar with technology to 
help. With a little help, and patience, it is possible to watch a 
lot of this stuff on your TV, if that is helpful for you.

Stretches - if you already have a plan or stretches/exercise, 
stick with them and practise them. Bill and Bob are one 
example of people who publish their own videos on You Tube 
daily about how to stretch. 

Meditation - loads free on YouTube, apps (Calm is brilliant 
and about f40 per year). Netflix has a series of 10 minutes 
Meditation videos called Headspace.

Pope Francis delivers masses from the Vatican every few days 
live on You tube……Vatican News - YouTube
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Mindfulness & 
Wellbeing Virtual  
Events 2021
by Aoibh Boyle Brennan

As part of Love Your Brain’s Brain Awareness Week 2021, 
psychotherapist and body work therapist Mallika Lancaster, 
with the help of Liz O’Sullivan, HDAI Family Support Officer 
hosted a virtual Mindfulness & Wellbeing event for people 
living with Huntington’s Disease, carers and family members 
of those with Huntington’s. Those participating found the 
event helpful and HDAI hosted a second event for May  
Awareness month.

Mallika Lancaster

Mindfulness is a type of meditation which involves becoming 
aware of what you’re sensing and feeling in the moment, 
without interpretation or judgment. Practicing mindfulness 
involves breathing methods and other practices to help reduce 
stress and relax both the body and the mind. 

During the event, participants described their own ways of 
being mindful. These included going for walks, spending time 
outdoors, and listening to music. 

Mallika then guided the group through some mindful deep 
breathing exercises, such as belly-breathing.

How to Belly-Breathe: 

1.  Sit in a comfortable position with your feet flat  
 on the ground.

2.  Place one hand on your belly.

3.  Take a deep breath through your nose and feel  
 your belly push your hand out as you inhale.

4.  Breathe out through your mouth and notice your  
 hand move inwards with your belly as you exhale.

5.  Repeat three to ten times.

6.  Notice how you feel after the exercise.

Practicing mindfulness is a great way to de-stress and can 
help us feel more grounded during difficult times. Taking 
some time out every now and then to reflect and practice 
mindfulness can have a positive impact on both mental 
and physical health, and is recommended for anyone and 
everyone.
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12 Ways Huntington’s 
Disease Can Affect  
Mental Health  

Professor Rickards is a 
Consultant in Neuropsychiatry at 
Birmingham and Solihull Mental 
Health Foundation Trust and 
an honorary Professor at the 
University of Birmingham

“People with HD may consult 
with a psychiatrist, a neurologist 
and a psychologist for their 
diverse symptoms, but what 
they really need, says Hugh 
Rickards, FRCPsych, MD, is a 

“Huntingtonologist”: A doctor who has been trained in all  
the diverse manifestations of the disease, from motor  
control to emotional issues to cognitive changes.”  

Source:  Enroll- HD https://enroll-hd.org/qa-with-hugh-rickards/

Huntington’s disease can affect emotions and behaviour 
in different ways, including irritability, apathy, depression, 
anxiety and problems with remembering. When this is 
coupled with changes in posture, and facial expression, it 
can make emotions difficult for others to spot and adjust 
to. Understanding these symptoms and their effect can 
go a long way towards improving quality of life for people 
with Huntington’s, their families and carers. - Professor 
Hugh Rickards explains 12 ways Huntington’s disease can 
affect mental health,  available on the Huntington’s Disease 
Association (England and Wales) website.

Huntington’s disease can affect emotions and behaviour 
in different ways, including irritability, apathy, depression, 
anxiety and problems with remembering. When this is 
coupled with changes in posture, and facial expression, it 
can make emotions difficult for others to spot and adjust 
to. Understanding these symptoms and their effect can go 
a long way towards improving quality of life for people with 
Huntington’s, their families and carers. - Professor Hugh 
Rickards.

1.  Getting overloaded

 Sometimes people with Huntington’s find it difficult to  
 multi-task so they may find some situations, including  
 social gatherings and some types of work, difficult to  
 cope with.

2.  Understanding surroundings

 Some people with Huntington’s can find it difficult to  
 pick up what’s going on in social situations and this can  
 result in them appearing rude or uncaring.

3.  Anger

 People with Huntington’s can have short fuses. This is  
 usually because they’re feeling anxious about dealing  
 with situations, especially if there’s a change in the plan  
 or too much happening.

4.  Difficulty being motivated

 Sometimes people with Huntington’s may not get started  
 with activities. This may be because they have difficulty in  
 imagining things to do, or in getting going.

5.  Being content

 Quite a lot of people with Huntington’s can be mentally  
 content throughout the illness, even if they don’t appear  
 to be doing much. They may well be quite happy living in  
 a world with less going on.

6.  Anxiety

 People with Huntington’s can often get anxious at all  
 different stages of the disease. In the early stages, people  
 commonly worry about the future and in the later stages  
 anxiety often comes with overload or changes in routine.

7.  Getting a bee in your bonnet

 It’s really common for people with Huntington’s to keep  
 thinking about something long after everyone else   
 has moved on. They can be a stickler for certain things  
 and become compulsive.

8.  Depression

 Depression is more than just being sad. The main thing  
 to watch out for is if people don’t get any pleasure   
 in everyday things (like a cup of tea or a favourite TV  
 programme) and this is there almost all the time for  
 a few weeks.

9.  Physical problems can lead to behaviour changes

 If there’s a change in your state of mind or behaviour,  
 it’s important to make sure there are no other physical  
 triggers, like infections, pain or constipation.

10.  Treatments really help

 With a proper assessment, many mental and behaviour  
 changes in Huntington’s disease can be managed   
 really well. This might include medicines, changes in  
 the environment, diet or physiotherapy.

11.  Wait during conversations

 People with Huntington’s can have difficulty processing  
 stuff so you may need to wait after you’ve said   
 something before rushing in to say the next thing.  
 They may not be able to get a word in edgeways if  
 you don’t slow down a bit.

12.  It’s not always about Huntington’s disease

 All of us have changes in the way we feel and behave  
 all the time; it’s a normal part of life. Don’t assume that  
 changes in a person with Huntington’s are caused by the  
 Huntington’s - they might just be fed up with a bunch of  
 non-Huntington’s things that affect us all!

 Source Huntington’s Disease Association website.

hda.org.uk/blog/understanding-changes-with-emotion-
and-behaviour-in-people-affected-by-huntington-s-
disease



HDAI - Annual Review 2021

Huntington’s Disease
Association of Ireland

34

Guidance on 
Psychological 
Interventions for 
Neurodegenerative 
Conditions
The British Psychological Society 
published national guidance on 
psychological interventions for 
neurodegenerative conditions including 
Huntington’s Disease, in January 2021.

This guidance 
was facilitated 
by a grant from 
the Division 
of Clinical 
Psychology, part 
of the British 
Psychological 
Society and with 
the support 
of the BPS’s 
Faculty for the 
Psychology 

of Older People (FPOP). The support 
and endorsement of the Division of 
Neuropsychology is also acknowledged in the 
guidance document.

The stated aim of the guidance is to provide 
evidence-based recommendations for 
providing psychological support to individuals 
living with the following four motor 
neurodegenerative conditions:

• Huntington’s disease

• Parkinson’s disease

• Motor neurone disease

• Multiple sclerosis

This guidance focuses on psychological 
interventions for specific psychological 
outcomes in adults experiencing each of  
these four neurological conditions.

Huntington’s disease interventions for people 
who have received a positive genetic test 
result have also been included. The guidance 
is for all psychologists, and other health 
professionals, who may work with individuals 
with these conditions and who wish to have 
easy access to up-to-date guidance and 
recommendations.

https://www.bps.org.uk/news-and-policy/
psychological-interventions-huntingtons-
parkinsons-motor-neurone-multiple-
sclerosis

Volunteers Needed for 
Huntington’s Disease 
Research
Researchers at Beaumont Hospital and Trinity College 
Dublin, led by Professor Niall Pender and Professor Orla 
Hardiman, are seeking volunteers to participate in research 
into HD in Ireland.
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