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Welcome to the 
2019 edition of our 
Hope Annual 
Thanks to all who have contributed 
to this edition by submitting articles, 
sharing photos and suggestions for 
content. Hope Annual aims to provide 
useful information to families impacted 
by Huntington’s disease. It also provides 
a summary of HDAI’s activities. 

This year we have chosen a globe as 
our design theme, to symbolise the 
strength and solidarity within the global 
HD community, and to acknowledge our 
national and international friends for 
their support during the year. 
If you have any suggestions or content 
for the next Annual or newsletter please 
email us at info@huntingtons.ie. Your 
story or contribution can be anonymous. 
We welcome your feedback and 
contribution.

	 THE	YEAR	REVIEWED

Annual	Members	Meeting		
&	Respite	Weekend

HDAI’s 2018 Members Meeting and 
respite weekend was held in our usual 
location at Cuisle Holiday Centre, the 
Irish Wheelchair Association Respite 
Centre in Co. Roscommon. 58 people 
attended the Members Meeting held 
on Saturday with the majority enjoying 
the weekend at Cuisle. The HSE 
National Lottery respite grant scheme 
contributed €5,600 towards the cost 
of the event.

Members	Meeting	Guest	
Speakers

Michaela	Hammond, Research 
Assistant and Enroll-HD Co-ordinator, 
Beaumont Hospital gave a very 
informative presentation on the Enroll-
HD Study and outlined its aims which 
include: 

• to better understand HD as it   
 happens in people and gain 
  insights into developing new drugs,

•  to improve clinical trial design in   
 order to move as quickly as possible  
 to find successful treatments and to 
  improve clinical care for HD   
 patients.

Michaela explained that the study 
protects the privacy of participants by 
allocating each person with a unique 
number as names are never entered 
into the system. 

To encourage scientists world-wide 
to work on HD, any recognised HD 
researcher can apply to work with 
Enroll-HD data. The study is also 
developing a comprehensive dataset of 
people who may be interested in future 
studies, including drug trials.

Anyone from a HD family can join the 
study, and by doing so:

• Help researchers come up with new  
 ideas to develop novel therapeutic  
 approaches,

• Help improve care by identifying the  
 most effective way to treat HD,

• Meet healthcare professionals and  
 find out more about HD,

• Feel empowered by contributing to  
 medical research,

• Find out about potential research   
 studies and possibly drug trials,

• Help build a database of people   
 who could be invited to participate  
 in trials.

Contact the Enroll-HD team at 
Beaumont: enrollhd@beaumont.ie or 
phone 01 809 2223.

Marie	Duff, Genetic Counsellor, 
Department of Clinical Genetics, Our 
Lady’s Children’s Hospital, Dublin, 
discussed the genetic counselling 
process available to individuals and 
families at risk of certain inherited 
diseases. It allows individuals and 
families to learn about how a particular 
disease is inherited and the options 
open to them in terms of testing and 
management. 

The HD genetic counselling clinic was 
established in Ireland by Rosemarie 
Kelly who has now retired. Genetic 
counsellors are trained in both genetics 
and counselling skills. 
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A person who does not have symptoms 
but has a genetic risk of HD can avail 
of genetic counselling and a pre-
symptomatic test (to find out if they 
carry the HD gene). The uptake for 
HD predictive testing world-wide is 
currently about 5-20% of eligible 
individuals.

Factors which may change demand 
include:

• Availability of family planning   
 techniques such as PGD (pre-  
 implantation genetic diagnosis),

• If successful therapies become   
 available - clinical trials are ongoing. 

Marie outlined some of the perceived 
benefits of having a predictive test (get 
rid of uncertainty, make family planning 
decisions, practical and employment 
decisions etc.) and not having a test 
result (why know if there’s currently 
no treatment, test only replaces one 
uncertainty with another - worry over 
when will symptoms start). 

People availing of predictive testing 
are offered three appointments 
with a genetic counsellor and one 
appointment with a consultant 
psychiatrist. Valid consent (voluntary, 
informed with decision making 
capacity) is sought before a person’s 
blood sample is taken. The decision to 
have the test should be well informed 
and be a free and personal decision. 
Just because a test is available it doesn’t 
mean an individual has to have it and 
anyone availing of genetic counselling 
can change their minds about getting 
a test result or postpone receiving their 
test results. Separate appointments 
are now offered to the partners of 
individuals considering testing. Follow 
up calls are offered following test 
results.

Anne	Lennon	Bird, HD Cope 
Representative, discussed her role as 
a family representative with HD Cope, 
an international coalition for patient 
and family engagement. HD Cope 
was established by The European HD 
Association together with the HD 
Associations of America and Canada 
in order to give families a direct voice 
in HD clinical research. Anne is one 
of ten family members representing 
European families, with 4 Canadian 

representatives and 6 from USA. 
The coalition held its first annual 
meeting in London in 2018 where 
it met representatives from Roche 
Pharmaceuticals who were interested 
in learning how best to design clinical 
trials to accommodate people with HD. 

Thomas Lillis, Chairperson thanked 
Anne on behalf of HDAI for her 
voluntary work with HD Cope.

Carers	Workshop	and	
Relaxation	Therapies

Liz O’Sullivan, HDAI family Support 
Officer held a Family Caregivers 
workshop on Saturday morning 
to allow participants to share their 
concerns and receive support from  
their peers. Therapies including 
reflexology, chiropody and massage 
were available throughout the day on 
Saturday. 

Socialising	- Following our conference, 
there was plenty of time to enjoy dinner 
and socialise. The Cuisle team’s catering 
and hospitality was up to the usual very 
high standard. Members enjoyed music 
and dancing as well as catching up with 
new and old friends. The annual raffle 
generated a laugh and a prize for most 
as well as the proceeds contributing 
towards the cost of the weekend. 

Feedback on the weekend included:

“	Excellent	weekend.	An	opportunity	to		
	 meet	people	and	just	chat	and	/	or	get	
		advice.	The	talks	were	great,		 	
	 informing	us	of	the	bigger	picture	and	
		what’s	happening	on	the	medical		 	
	 front”

“	Carers	meeting	reminds	me	that	I	am		
	 not	alone....	Looking	forward	to	next		
	 year”

“	I	had	a	great	time,	don’t	change	a		 	
	 thing”

“	Great	to	catch	up	with	everyone	and		
	 very	nice	to	meet	the	speakers	on	a		
	 personal	level	as	they	work	hard	on		
	 our	behalf”		

SUPPORT MEETINGS AND 
CARER WORKSHOPS

Support	meetings

Support group meetings allow people 
impacted by HD to avail of peer support 
and share information with others in a 

similar situation. They offer the chance 
to build relationships with those who 
can help you or who can benefit from 
your experience and friendship. Family 
care givers are encouraged to seek 
support in managing the challenges 
associated with HD and to take steps 
to look after their own health and 
wellbeing.

In 2018, Support meetings took 
place in Cork, Dublin, Limerick, and 
Roscommon. Meetings are facilitated 
by Liz O’Sullivan HDAI’s family Support 
Officer. Family members and people 
impacted by HD are welcome to attend. 
The meetings offer participants a 
chance to avail of peer support, seek 
and share information and discuss 
and concerns. Family care givers 
are encouraged to seek support in 
managing the challenges HD can 
bring. HDAI host a lunch once a 
year following the regional support 
meetings. The following support 
meetings were held:

Cork			 Dublin

Mar. 11 people  Feb. 7 people 
Oct. 8 people  May 9 people
Dec. 13 people  Aug. 8 people
   Nov. 22 people

Limerick		 West

Jan. 13 people Feb. 15 people
Apr. 4 people Jun.  CW (Cuisle)  
Oct. 7 people   19 people
   Sept. 8 people  
   Dec. 13 people 

1
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Support	Meetings:	1).	Dublin,	2).	Cork,	3).	The	West.
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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’s one-to-one meetings 
include meetings with young people 
and offering referrals to counselling if 
required. 

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/

Assistance	Fund
HDAI provides an assistance fund 
to individuals or families in need by 
contributing towards expenses such as 
winter heating bills, costs associated 
with hospital stays, visits to relatives, 
short breaks for carers, bereavement 
costs, household adaptations and 
clothing expenses. Applicants can apply 
for assistance by written request. Thirty 
assistance grants were allocated in 
2018 towards costs including: hospital 
stay costs, heating and household 
bills, family visits, back to school costs, 
christmas expenses, funeral costs, 
concert tickets and home care support.

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 in 2018. 
Nineteen people were referred for 
counselling sessions funded by HDAI.

Aids	and	Appliances
In 2018, HDAI provided funding 
towards specialist seating and 
equipment for people with HD 
including funding for two specialist 
chairs and funding towards a third, a 
safety lock box, two ipads and smoking 
aids for people with HD. 

Information on specialist chairs 
and equipment is distributed to 
Occupational Therapists and carers on 
request. 

Education	and	Information	
HDAI provide a Freefone helpline 
for people impacted by HD on 1800 
393939. Family Support Officer Liz 
O’Sullivan is available for one-to-one 
support meetings with individuals / 
families affected by HD.

HDAI’s website has been upgraded 
this year thanks to financial assistance 
received from The	Ireland	Funds.	

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

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.

INFORMATION SEMINARS 

Residential	Care	Facilities: Liz (Family 
Support Officer) and Patricia have given 
talks on ‘Understanding	HD’ to staff in 
care facilities in Dublin, Kildare and Co 
Mayo in 2018/2019. 

UCD: Dr Paula Byrne, Associate 
Professor, UCD School of Medicine, 
once again invited HDAI to give a talk 
on Huntington’s Disease to medical 
students taking a module on rare 
genetic disorders. Anne O’Shea Clarke 
and Patricia (Information & services co-
ordinator) discussed the complexity and 
impact of HD in April, 2019. To sum 
up her talk, Anne asked students to 
remember when qualified to	

‘treat	the	person	as	well	as	the	
symptoms’, the patient and the carer 
should have an opportunity to discuss 
concerns. Students stood in line after 
their class to personally thank Anne 
for her moving talk. Irene Ward, Co-
ordinator and CareHD Researcher on 
secondment also attended the talk.

All-Ireland	Joint	Conference

HDAI and HDANI held a two day joint 
conference in September. Day 1 was 
attended by health and social care 
professionals working with people with 
HD. Professor	Asa	Petersén,	Lund 
University Sweden and Lauren	Byrne, 
HD Centre, University College London, 
discussed their work and following 
their presentations, were joined by Irish 
health professionals with HD expertise 
including: Muthu	Thangaramanujam,	
Senior Physiotherapist and Dr	Jennifer	
Hoblyn from Bloomfield Health 
Services Dublin, Dr.	Seamus	Kearney 
and Dr	Peter	Trimble, Belfast CIty 
Hospital, for a panel discussion. 

Attendee comments included:

“	Liked	link	up	of	neurology	and		 	
	 psychiatry	as	it	can	be	difficult	to		 	
	 get	psychiatric	engagement	with	HD	
		patients.	I’ve	a	better	understanding		
	 of	HD	and	feel	I	could	cope	with		 	
	 managing	the	different	aspects		
	 much	better“

The second day of the conference was 
dedicated to HD families and included 
presentations from HD professionals: 
Dr.	David	Craufurd, University of 
Manchester, Dr.	Niall	Pender, 

Anne, Dr Paula Byrne and UCD 
medical students April 2019
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Beaumont Hospital, Lauren	Byrne, 
Institute of Neurology, University 
College London and Professor	Asa	
Petersén, Lund Sweden. See a report 
on their talks in the Information section.

Workshops were held in the afternoon 
including ‘Planning	Ahead	with	a	
Neurological	Condition’ facilitated by 
Deirdre	Shanagher, Irish Hospice 
Foundation and Genetic Counselling 
facilitated by Siobhan	Harding	Lester,	
Genetic Counsellor, Belfast.

Family members had a chance to meet 
or catch up over dinner on Saturday 
night. It was a pleasure to work with 
our colleagues at HDANI to organise 
and host this conference.

HDAI	BNA	2019	Event

The British Neuroscience Association, 
in partnership with Neuroscience 
Ireland (NI) and the British Society for 
Neuroendocrinology (BSN), hosted an 
international Festival of Neuroscience 
in Dublin in April. Other organisations 
involved in creating a public programme 
of events included: Dementia and 
Neurodegeneration Network Ireland, 
Global Brain Health Institute, National 
University of Ireland Maynooth, 
National University Ireland, Galway, 
Royal College of Surgeons in Ireland, 
Trinity College Institute of Neuroscience, 
University College Cork and University 
College Dublin.

Neuroscience Ireland kindly offered 
HDAI an opportunity to host an event 
- Huntington’s	Disease:	Hope	For	A	
New	Decade as part of the public 
festival. It was a great pleasure to 
welcome guest speakers	Professor	
Bernhard	Landwehrmeyer, Ulm 

University Hospital, 
Germany and 
Dr	Tom	Burke, 
(left), Trinity 
College Dublin. 
See a report on 
their talks in 
the Information 
section.

AWARENESS

Invest	in	Neurology	
Campaign

The Neurological Alliance of Ireland and 
eleven other national charity members 
(including HDAI) held a presentation 
the AV room Leinster House in June 
2018 to highlight the crisis in Ireland’s 
neurology services. Anne O’Shea 
Clarke, a HD family member, spoke 
about the delays in getting the services 
and supports needed for her late 
husband Christy. She called for a much 
needed specialist clinic for Huntington’s 
Disease, similar to the Motor Neurone 
Clinic established by Professor Orla 
Hardiman in Beaumont Hospital.

NAI	Meeting	with	Deputy	
Harty,	Chair	of	Health	
Oireachtas	Committee

The Invest in Neurology campaign 
met with Michael Harty, TD on 
December 113th in Leinster House. 
Representatives from NAI, HDAI and 
Epilepsy Ireland briefed Deputy Harty on 
growing waiting lists for neurology and 
the need to urgently invest in services.

Meeting	with	Minister	Daly

HDAI had a meeting with Minister 
Jim Daly, Minister of State at the 
Department of Health with special 
responsibility for Mental Health and 
Older People in November 2018. 
Representatives of HDAI, together 
with Dr Niall Pender, discussed issues 
of concern for the HD community 
including the need for a dedicated 
HD multi-disciplinary clinic, improved 
access to psychiatric and psychological 
services, home care supports and access 
to appropriate MDT care services.

Eoin	Murphy’s	HD	
Presentation	wins	the	2018	
Researchfest	Competition

Inspirefest is an international festival 
of technology, science, design and 
the arts which takes place in the Bord 
Gáis Energy Theatre in Dublin. Margie	
McCarthy, Science Foundation Ireland, 
introduced	Eoin	Murphy as the 2018 
Researchfest champion for his overview 
of HD and some of the research

success to date. Eoin is a PhD student 
in NUI Galway and is researching 
the biochemical and genetic aspects 
of HD in Professor Robert Lahue’s 
laboratory. In addition to trying to 
develop a better understanding of the 
biochemical pathways which lead to 
Huntington’s disease, the team at NUIG 
aim to investigate potential therapeutic 
targets.	https://www.youtube.com/
watch?v=C9_84C3xTV4

Supporting	patient	and	
patient	organisation	
involvement	in	neuroscience	
research

HDAI was invited to speak at a 
Neurological Alliance of Ireland 
BNA 2019 Festival of Science event. 
The event aimed to highlight the 
importance of patient involvement in 
neuroscience research in Ireland and 
how this is being supported through 
the work of patient organisations and 
the PPI ignite academic initiative. There 
were presentations from organisations 
from both the UK and Ireland who 
are working to support and promote 
research into neurological conditions. 
Anne Lennon Bird and Patricia Towey 
spoke on behalf of HDAI.  
The event was attended by researchers, 
academics, patient organisation 
representatives and people impacted  
by neurological conditions. 

FUNDRAISING AND 
GRANTS

Family members, friends and 
supporters have raised significant funds 
throughout the year to help HDAI 
to continue its service. Fundraising 
events included Joe Doran’s HD 
Awareness walk in Lough Key, Sunrise 
up Croagh Patrick, Toonagh Charity 
Walk, Fairyhouse Racecourse Event, Tea 
Dance, a fun run, a Ticket Draw, Beer 
Bobble Run an All Ireland Hurling Ticket 
Draw, St Andrews Resource Centre 
Coffee morning, coin collections, 
marathons and sponsored runs, coffee 
mornings, a charity cycle, a craft fair 
hand-knits stall, charity collections and 
wedding favour donations to HDAI.  
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Marathons	and		
Sponsorship	Events	

Joe Doran’s HD	Awareness	Walk 
at Lough Key raised a phenomenal 
€12,000 in 2018. This event is of huge 
importance to HDAI thanks to the 
commitment of Joe, Pauline and Anne, 
Joseph (UK) and all their extended 
family and friends.

 

Thanks also to the many family 
members who participated and made  
it a very enjoyable day. 

Sunrise	Up	Croagh	Patrick is growing 
from strength to strength thanks to the 
hard work of John Kelly and the SUCP 
team, together with family, friends 
and colleagues. The 2018 climb was 
very well organised with awareness in 
local media including Midwest Radio, 
Shannonside Radio, Galway Bay FM 
iRadio, The Western People, Mayo 
News and social media support from  
@galwayhour. Sponsorship was 
raised for HDAI, IMNDA and Young 
Parkinsons. 

Climbers and walkers raising 
sponsorship for HDAI included: Kelly 
and Breen family members, Anne 
O’Shea Clarke, Bridie O’Shea, members 
of the McNerney family, Joe Hannon, 
Nathan Ring, Kathleen Connern, Frank 
Kildea, Leonie and Eric, David Coyle, 
Ide Cussen, Paul, Oisin and Patricia. The 
event has raised over €7,000 for HDAI. 

Annual	Charity	Toonagh	Walk

Denise Whelan and friends organised 
a very successful Annual Charity Walk 
in Toonagh, Co. Clare, along with a 
raffle on Sunday January 13th 2019. 
There was excellent support from the 
Toonagh community with over 350 
people registered to walk. Local papers 
featuring photos and articles included 
The Clare Echo, The Clare Champion 
and The Clare People. The walk has 
helped to raise important awareness 
in addition to €8,250 to assist HDAI 
in providing services and supports to 
people impacted. 

Sincere thanks to all who participated, 
donated, raised sponsorship and 
volunteered on the day. 

Toonagh	Hunt

A big thank you to all the riders (and 
horses) who took part in the Toonagh 
Charity Hunt, Co Clare which was in 
aid of Huntington’s Disease this year. 
The event raised a marvellous €2,000. 
Many thanks to all involved.

All	Ireland	Hurling		
Ticket	Draw

Michael Moore very generously donated 
All Ireland Hurling Final premium tickets 
which raised €1,629 through an online 
draw.

Fairyhouse	Racecourse	Event

HDAI held a very successful fundraising 
and awareness event at Fairyhouse 
Racecourse on Sunday 7th April, 2019. 
See report further on in Awareness 
section.

Marathons	and	Runs	

Thanks to the wonderful women 
who participated in the Dublin mini-
marathon raising over €2,000: Aisling 
€410, Adrienne, Marion & Ann €160, 
Dee €47, Roisin €200, Shannon & 
Nicole €1020 and Susan €190.

Josie Leavy ran yet another Half 
Marathon for HDAI with her friend 
Kathleen Keogh raising an excellent 
€695.

Jane Merrigan and her friends very 
kindly had a Beer Bobble Run raising 
€758.  

Wayne	Merrigan	and	Liam	Sloan.

Jack’s	282	Miles	for	HD	

Jack Jones has committed to a huge 
challenge of running, cycling, kayaking 
and swimming to raise funds for 
HDAI in support of people affected 
by Huntington’s disease. HDAI Chair 
Thomas Lillis and Patricia met Jack on 
March 23rd before he took part in 
Gaelforce Dublin. 

You can track Jack’s progress and 
support him at: https://www.
justgiving.com/fundraising/jack-
jones30
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Wild	Atlantic	Mizen	Cycle	

HDAI was among 6 charities to benefit 
from the 2018 Wild Atlantic Mizen 
Cycle held on July 14th, with over  
500 cyclists taking part. 

The Cycle organised by the West 
Cork Emergency Services & Friends is 
primarily supported by members of 
An Garda Síochána, Cork County Fire 
Service, HSE Ambulance Service, West 
Cork Civil Defence, The Red Cross and 
The Irish Coastguard. 

HDAI received €3,000 towards 
supporting families impacted by 
Huntington’s Disease in Cork.  
Nuala O’Brien very kindly attended the 
event presentation in The Bantry Bay 
hotel on behalf of HDAI. 

A big thanks to Cormac Daly and 
all the organisation team, to the 
event sponsors and to all those who 
volunteered to make this spectacular 
event a great success. 

Crookhaven	Pub	Quiz	

We are very grateful to Dawn Little, 
Claire Barrett and to all who helped 
organise a very successful Pub Quiz in 
the Crook haven Inn in West Cork in 
2018. The event raised a marvellous 
€1,610 for HDAI.

Dunnes	Stores	Casual	Day	

A very big Thank You to everyone at 
Dunnes Stores Head Office who baked 
cakes, organised a raffle and supported 
the Casual Friday on October 19th to 
raise €2,975 for HDAI. The association 
is indebted to Martina O’Reilly and her 
family, friends and colleagues for all 
the wonderful support given in recent 
years.

Bingo	Night

Massive thanks to Nuala O’Brien and 
Dawn Little who together with their 
family and friends raised a magnificent 
€3,000 from a Bingo Night in 
Dunmanway, Co Cork. 

Thank also to Siobhan O’Donavan for 
co-ordinating the event.

Tuam	Tea	Dance

Della Dolan and her team work with 
various charity members to hold Charity 
Tea Dances in the Ard Ri Hotel, Tuam. 
A big Thank You once again to Ann 
Hannon who together with her family, 
friends and neighbours organised a 
Charity Dance for HDAI in November 
2018 raising €1,920 for HDAI.

MountJoy	Garda	Station

Colleagues and friends of the late 
Sergeant Padraig Moran at Mountjoy 
Garda Station held a coffee morning in 
his memory. 

Thank you to Inspector Mick Mulligan, 
Sergeant Catherine Curtin, Garda 
Sonya Deane and Inspector John Egan 
for organising this event which raised 
€1,110. A huge thank you also to 
Padraig’s wife Fiona (centre) for all her 
help in raising awareness and funds in 
support of families living with HD.

St	Andrew’s	Coffee	Morning

Sincere thanks to Ann Maher and her 
colleagues at St Andrew’s Resource 
Centre who held a Christmas Hamper 
raffle in December €215 and a Coffee 
Morning in April €736.45 raising an 
excellent €951.45 for HDAI in total. 

Christmas	Cards

Members and friends were once again 
very supportive of HDAI’s Christmas 
cards. Special thanks to: Ann Hannon 
and friends in Centra Ballindine and 
Euro Saver Claremorris, Cecil O’Reilly, 
Deirdre McInerney and colleagues at 
Mary Immaculate College, Íde Cussen, 
Pat Davis, Angelina O Shea, Mary 
Murphy Gurteen Post Office, Mark Kelly 
and Life Pharmacy Santry.

Celbridge	Craft	Fair	

Íde, Máire, Oisin and friends once 
again held a very successful ‘Handknits 
for Huntington’s Disease’ stall at the 
Celbridge Craft Fair in November. Local 
shops in Celbridge (Walsh’s Pharmacy) 
and Maynooth (The Elite Bakery) also 
stocked their unique HD snowmen.

Collections

Thanks to Pearse College staff and 
students for their ongoing support to 
HDAI, to Flanagans Mill who sent in 
collection box proceeds of €83 and to 
Mick Scanlon who sent in €190.

In	Memory	Donations

In Memory Donations of €1,880 in 
memory of departed loved ones, were 
received in 2018/19 from family and 
friends of: Tom Connern, Thomas 
Downes, Jacinta Grant, Theresa Kelly 
and Michael Lacey.
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Donations	

Thank you to our regular direct debit 
donors: Martina, Zil, Fionna and 
Jacyntha & Ger. Other donations 
received in 2018/19 included: Ernie 
McElroy €250, Patrick & Teresa 
O’Sullivan €1,000, Christine Dempsey 
€300, John Moore €500, Myles 
O’Toole Boys Club €500, Seamus 
€1,000, The Cremin Family €715, 
Nigel €500, Sylvia Ayling €100.

Membership	

Sincere thanks to all of you who have 
renewed your membership in 2019. 
Your support is central to HDAI’s work.

Statutory	Funding	

The Health	Service	Executive	(HSE)
provided annual core funding of 
€68,292 to HDAI in 2018 to provide 
information and support to those 
impacted by HD. 

TUSLA	Child	&	Family	Agency	
contributed €2,650 towards HDAI’s 
counselling service in 2018.

The	National	Lottery provided a grant 
of €5,600 towards the cost of our 
2018 Cuisle weekend.

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 (formerly   
 Genetic and Rare Disorders   
 Organisation)
• Mental Health Reform
• Neurological Alliance of Ireland

The European Huntington Association 
(EHA) is an umbrella organisation 
formed by Huntington’s disease 
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!

Astri	Arnesen, President of EHA, gave 
a talk at the 2018 EHDN conference: 
‘Living	with	Hope	and	Setbacks	-	a	
Family	Perspective’. She discussed her 
own personal experience of having a 
parent with HD and being previously at 
risk herself. 

She recalled how she heard about the 
discovery of the Huntington gene in 
1993 and the hope that followed.

“	We	know	that	we’re	on	the	right	
		path,	but	we	don’t	know	what’s		 	
	 around	the	corner,	or	how	far	it	is		
	 to	the	next	breakthrough,”	….	“		 	
	 we	will	continue	until	we	reach	the			
	 finish	line	and	until	we	have	efficient		
	 treatment	available	for	all”.	

Check out the EHA website at  
http://eurohuntington.org/

Rare	Diseases	Ireland	

HDAI is a member and is represented 
on the board which works as an 
alliance of voluntary groups involved 
with genetics and other rare disorders. 

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. 

The NAI organises and promotes 
events for Brain Awareness Week in 
March each year and highlights the 
need for improved neurological and 
neurorehabilitation services. The NAI 
and some of its member groups, 
including HDAI, launched an ‘Invest	in	
Neurology’ campaign in March 2018. 
NAI also continues to advocate for 
improved neurorehabilitation services 
with their ‘We	Need	Our	Heads	
Examined’ campaign.

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. 

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. 

Mental	Health	Reform aims to drive 
progressive reform of mental health 
supports in Ireland.

Disability	Federation	of	Ireland 
advocates for the voluntary disability 
sector - supporting organisations to 
enable people with disabilities.

Annual	General	Meeting

HDAI’s 2018 AGM was held in Cuisle, 
Donammon, Co Roscommon during 
our Annual respite weekend. Thomas 
Lillis, HDAI Chairperson, welcomed all 
in attendance and reported on HDAI’s 
activities over the year. HDAI’s audited 
financial statements were discussed 
and approved. DF Byrne was appointed 
as Auditor for the coming year. HDAI’s 
Financial Statements and Annual 
Review were distributed to members 
and are available online via  
www.huntingtons.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, Kildare and Limerick. 
The board are responsible for the Associations 
governance and meet regularly at the Carmichael 
Centre. 

Thomas Lillis is Chairperson since July 2015. He 
represents HDAI at various meeting and seminars 
and regularly liaises 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 on request from 
the office. 

Patricia Towey works full time as 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  
  meet family members 
 •  Access to counselling for members  
  of HD families
 •  Support group meetings / Carers  
  Workshops in Dublin, Cork, Limerick  
  and West of Ireland 
 •  Annual Information Meeting and  
  respite weekend 
 •  Publications sent on request to  
  individuals, families and health  
  professionals
 •  Reference library
 •  Quarterly newsletter
 •  Annual magazine
 •  Therapies for people with HD 
 •  Support for Young People
 •  Assistance Fund
 •  Promoting HD research
 •  Provision of specialised equipment  
  such as HD chair on loan
 • 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. 
Her 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, 
organising our Annual Members 
Meeting and AGM. 

Patricia is also responsible for 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 also 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. 
She is a qualified Counsellor and 
Psychotherapist and can meet 
people affected by HD on request. 

Liz also provides telephone support 
to those impacted by HD and 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, as well as 
presenting information sessions to health and social care staff 
and medical students on request.
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Research News
Beaumont	Research	Study

Prof. Niall Pender and his HD research team in Beaumont 
Hospital are currently beginning a new research study to 
investigate the cognitive and behavioural changes that take 
place in Huntington’s Disease over time. HDAI have committed 
€20,000 over two years to contribute to this valuable study 
in order to highlight the burden associated with management 
of cognitive and behavioural changes in patients and to 
recommend interventions to reduce this burden.

Individuals who are part of a HD family are eligible to 
participate in this study. Like Enroll-HD, if you have a diagnosis 
of HD, are at risk of the HD gene, have tested negative for 
the HD gene, or are a spouse of someone with HD you 
are welcome to take part. Participants will be asked to 
complete thinking and memory tests and some psychological 
questionnaires for research purposes. Please let us know if you 
are interested in contributing to this research by emailing us at 
info@huntingtons.ie or contacting Michaela Hammond at 
michaelahammond@beaumont.ie

Enroll-HD	

The Enroll-HD study at Beaumont now has 50 participants 
enrolled. We know there is a long waiting list but the team are 
working hard to see everyone as soon as possible. 

Care	HD	

CareHD is a Horizon 2020 
research programme that 
aims to design patient-
centred Connected Health 
enabled care-pathways 
for people living with 
Huntington’s Disease. The 
project team is made up 
of a collaboration of cross-
sectorial partners from a 
variety of different settings 
including healthcare, 

academia, industry and patient organisations located across 
five European countries - Scotland, Ireland, England, France 
and Slovenia. 

The project lead is based at UCD, Dublin and Dr. Niall Pender 
and HDAI are among Irelands’ collaborators. The project aims 
to develop a new model of patient care through identifying 
how technology can assist those with a HD diagnosis improve 
their quality of life at various key points along the care 
pathway. 

HD	Clinical	Trial

The HD Clinical trial GENERATION HD1, conducted by Roche 
Pharmaceuticals, has enrolled its first participants in the USA 
and Canada in January. This trial will investigate the efficacy 
and safety of the huntingtin lowering drug RG6042, formerly 
known as IONIS-HTTRx. This is a Phase III study, meaning 
that it is designed to determine whether RG6042 is safe and 
effective. We are all hoping that this drug will “slow	down” 
the progression of the disease and have a positive effect on 
symptoms. 

Roche Pharmaceuticals have produced an educational video 
featuring a personal testimony from inspirational researcher 
Lauren Byrne, who works at the HD Centre, University 
College London with Dr. Ed Wild and Professor Sarah Tabrizi. 
The video is available at https://www.youtube.com/
watch?v=X89AjFBpmu0

HD	Cope

The Huntington’s 
Disease Coalition 
for Patient 
Engagement 
(HD-COPE) held a 
meeting in New 
York in February. 
Anne Lennon 
Bird attended 
as Ireland’s 
representative. 
The group had an 

opportunity to meet with representatives from Roche, Wave 
Life Sciences and PTC Therapeutics. Dr Ed Wild gave a talk 
on bio markers. The group visited the Huntington’s Disease 
Society of America and CHDI offices in New York where Anne 
admired a painting of Woody Guthrie - a pioneering HD Hero.
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Research	Resources

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

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. It was 
launched in 2011 by HD researchers 
Dr. Jeff Carroll and Dr. Ed Wild with 
the guidance of Emmy Award-winning 
journalist Charles Sabine. 

Dr. Carroll and Dr. Wild lead a team 
of writers and volunteer translators 
to make their award-winning content 
available in fourteen languages.

It covers laboratory and clinical 
research, with the aim of helping 
people impacted by HD to understand 
the latest HD science on their own 
terms. HDAI gives a modest financial 
contribution towards this very valuable 
resource.

CHDI	Foundation
https://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. CHDI’s 2019 Therapeutic 
Conference video postcard is available 
on HDAI’s website and at:  
https://chdifoundation.org/ 

Enroll	HD
enrollhd@beaumont.ie

Enroll-HD is a worldwide research 
project that aims to involve as many as 
20,000 people in an effort to improve 
treatment and support HD clinical trials. 

There are now over 20,000 active 
participants enrolled at 162 active 
sites around the world. In Ireland 50 
participants are now enrolled with 
many others waiting to join. 

Dr Niall Pender leads the Enroll-HD 
site at Beaumont Hospital. See the 
Enroll-HD Information video on HDAI’s 
website or You Tube channel. If you 
wish to take part contact Enroll-HD  
at Beaumont by email:  
enrollhd@beaumont.ie

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/	

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

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 CHDI Foundation, Inc.

“	Anyone	who	has	an	interest	in	HD,			
	 including	those	affected	directly	by	
		 the	disease,	may	join	the	EHDN	and,		
	 in	so	doing,	make	a	personal		 	
	 contribution	to	HD	events	and		 	
	 research”.	

EHDN held it’s 2018 Meeting in Vienna, 
Austria, from 14-16 September 2018 
with over 1000 people attending  
http://www.ehdn.org	

Every second year EHDN hosts a HD 
conference with presentations from 
family members, world renowned HD 
researchers, clinicians, and HD service 
providers. 

Anne and Deirdre from HDAI, attended 
for the first time and were very 
impressed by the positive atmosphere 
and the scale of the three-day event. 
Dr Jennifer Hoblyn, Bloomfield Health 
Services, was elected to EHDN’s 
Scientific Bioethics and Advisory 
Committee. 

Many of the presentations are available 
to view on the EHDN website, including 
that of NUI Galway based researcher 
Professor Robert Lahue, at: 
https://www.euro-hd.net/html/
ehdn2018/programme
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HDAI Seminars 
Summarised
HDAI	/	HDANI	Joint	Conference

HDAI and HDANI held a two-day joint conference in 
September, 2018. This was our first joint conference and gave 
professionals and families a chance to meet and network.

Day 1 of the conference was attended by health and social 
care professionals working with people with HD with HD. 
Professor Asa Petersén, Lund University Sweden and Lauren 
Byrne, HD Centre, University College London gave an overview 
of their work followed by a Q&A where they were joined by 
Irish health professionals with HD expertise including: Muthu 
Thangaramanujam, Senior Physiotherapist and Dr Jennifer 
Hoblyn from Bloomfield Health Services, Dublin and Dr. 
Seamus Kearney and Dr Peter Trimble Belfast City Hospital for 
a panel discussion. 

Report	on	keynote	speakers	for	our		
family	conference

Dr.	David	Craufurd, University of Manchester, Centre for 
Genomic Medicine discussed ‘Treatment for HD: where we are 
now, and where we might be going’ Dr Craufurd is a senior 
lecturer and honorary consultant in neuropsychiatric genetics. 
He set up the UK’s first multidisciplinary management clinic 
for HD. He is actively involved in a number of European and 
World-wide research projects and clinical trials. 

Dr Craufurd mentioned the motor, cognitive and behavioural 
aspects of HD and noted that behavioural symptoms are often 
more distressing, and have greater impact on Quality of Life 
for both patients and carers. 

He spoke about factors which can influence  
irritability for instance: 

•  hunger
•  fatigue
•  frustration (e.g. clumsiness, communication)
•  cognitive overload
•  anxiety and depression
•  impaired ability to defer gratification
•  inability to anticipate consequences
•  emotional blunting
•  loss of inhibitory input 

Dr Craufurd discussed the benefit of psychological support 
including education for family members and caregivers and a 
structured routine for the person with HD. He also discussed 
medication to treat irritability and depression in HD.  
A video of Dr Craufurd’s presentation is available online at:  
https://www.youtube.com/watch?v=FymLF-QUcB0

Dr.	Niall	Pender,	Principal Clinical Neuropsychologist and 
Head of Department of Psychology at Beaumont Hospital, 
Dublin discussed ‘Coping	with	the	emotional	and	cognitive	
challenges	of	HD’.

Dr Pender discussed the complexities of the human brain and 
reminded us that any normal human brain is susceptible to 
mistakes and forgetfulness. He cautioned against people at 
risk mistaking everyday memory lapses for the onset of HD 
symptoms as this causes unnecessary anxiety and suggested 
talking to people you trust or your GP to help reduce anxiety.

Dr Pender talked about the importance of people with 
neurological illness being supported to maintain their physical, 
mental and social activity where possible. Chronic illness 
management models use disease modifying measures to 
minimise the effects of the condition allowing a person to 
maintain their quality of life for as long as possible. How we 
manage our memory, daily routine, our sleep and anxiety 
can all help to keep us well and independent for as long as 
possible. 

Important factors to consider when working with cognitive 
difficulties:

•		 Do	not	overload	a	person	with	lots	of	demands	-	
 one task at a time
•		 Little	and	Often	- small amounts of things done more  
 frequently rather than lots done at once
•		 Routine	- space tasks into a regular routine 
•		 Slow	down	-	don’t	jump	in	- wait for a person to respond
•		 Reduce	distractions	where	possible	- focus on one task 
 at a time
•		 People	with	HD	fatigue	easily	- take rests
•  Use memory aids: calendars, diaries, smart phones and  
 making paper lists to assist memory (this doesn’t make  
 your brain lazy)
•		 Everyone	is	different	-	symptoms can vary a lot between  
 people - each person needs an individualised plan.
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Self-management involves taking control of the way you think 
and feel about HD and how you cope in everyday life. It is 
important to get as much information as possible to learn 
about the condition and potential treatments. Relaxation and 
mindfulness helps to reduce stress and anxiety. Linking in with 
a multidisciplinary team to help manage symptoms is very 
important. 

•		 Seek	Information	- Understanding your condition

•		 Identify	stress,	anxiety	and	fatigue	and	learn	strategies		
	 to	cope	- Mindfulness, relaxation, (abdominal breathing,  
 progressive muscle relaxation)

•		 Cognitive	assessment

•		 Medication	review

•		 Self	care:

 -  Healthy diet
 -  Minimise alcohol (it can magnify cognitive  
  difficulties and irritability)
 - Avoid smoking
 - Exercise for fitness and general well-being
 - Sleep well - adopt good sleep practices 

•		 Psychotherapy	to	address	adjustment	issues	such	as		
	 low	self-esteem,	social	isolation,	grief	and	lack	of		
	 independence

The physical and emotional burden of coping with a loved 
one’s illness can be a significant challenge for caregivers. It is 
important to have systems in place to protect and support care 
givers. Dr Pender hopes to work with HDAI and colleagues at 
Beaumont to developing projects which focus on supporting 
caregivers. He urged care givers who are struggling to reach 
out and seek support.

There are a lot of helpful mindfulness and relaxation resources 
online including: The Mindfulness and Relaxation Centre at 
Beaumont Hospital: http://www.beaumont.ie/marc

Mental Health Ireland:  
https://www.mentalhealthireland.ie/what-we-do/	

A video of Dr Pender’s presentation is available online at: 
https://www.youtube.com/watch?v=L6nFz8-1HAg

Lauren	Byrne, Research fellow, UCL Institute of Neurology, 
London titled her presentation ‘Fighting	Public	Enemies	#1	and	
#2’. Lauren is working on developing biomarkers that can be 
used to track disease onset and progression in the blood and 
spinal fluid of patients with HD. Her recent work on a blood 
test known as neurofilament light (NFL) was published in 2017 
in the prestigious journal, the Lancet Neurology. Lauren is also 
a member of a HD family in Northern Ireland.

Lauren	referred	to	the	HD	gene	as	public	enemy	#1. She 
gave a summary of the advances in HD research over the years. 
Over 12,000 family members and 58 scientists contributed to 
finding the HD gene and the ethos of collaboration continues 
to this day. Knowing the cause of HD gives scientists a head 
start in finding treatments. Mouse models have shown that 
interventions work in slowing the disease. 

Currently there are more trials (drug, exercise, brain training 
and invasive non drug trials) in progress than ever before. The 
Huntington’s Disease Clinical Trials Corner in the Journal of 
Huntington’s Disease https://www.ncbi.nlm.nih.gov/pmc/
articles provides a summary. 

Lauren (left),  
discussed the ASO 
gene lowering 
Ionis HTTrx which 
was tested initially 
by 46 people for 
safety. Following this 
success, the Roche 
Pharmaceuticals 
(GENERATION-HD1) 
clinical trial will test 
the long-term efficacy 
and safety of the drug 
now called RG6042. 

Lauren	considers	public	enemy	#2 to be the silence around 
HD. She spoke about the secrecy and stigma surrounding HD 
historically and the current day difficulties in talking about 
the illness and seeking support. The last 25 years have seen 
positive developments in research and awareness with the 
establishment of networks such as CHDI, EHDN and the 
development of HD studies such as Enroll-HD, Track HD etc. 
Technological advances in brain scans, blood tests, lumbar 
punctures, thinking tests and genetic studies can help to 
detect changes earlier so that people can potentially have 
access to treatments before the onset of symptoms. HD Buzz 
is an excellent research news resource and HDYO is of huge 
benefit to young people from HD families. Lauren attended the 
HDddenNoMore Papal audience for HD last year and found it 
an amazing experience. 

To conclude Lauren thanked all the HD Research Heros who 
have taken part in trials. She emphasised the need for family 
members to step forward and ask for better services and 
stressed that there are things we can do to take control of our 
situation.

A video of Lauren Byrne’s presentation is available online at: 
https://www.youtube.com/watch?v=wrO__YKmsVY
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Professor	Asa	Petersén,	Neuroscientist and Senior 
Consultant in Psychiatry, Lund, Sweden discussed Research on 
non-motor aspects of Huntington disease

Professor Petersén leads a weekly HD multi-disciplinary clinic 
at the University Hospital in Lund, with psychiatry, neurology, 
neuropsychology, nurse, social worker, occupational therapist, 
physiotherapist, speech therapist, dietician, clinical geneticist 
and genetic counsellor input. Professor Petersen has been 
involved in HD research for over 20 years and has worked as a 
HD clinician for 10 years. She is now working with colleagues 
to develop a HD centre of expertise to progress research, run 
clinical trials and become a national reference centre. HD 
is usually diagnosed with the onset of physical symptoms 
however there is now a lot more focus on problems with 
cognition and changes to behaviour. 

Professor Petersén is interested in understanding 
neurobiological mechanisms in order to find new targets for 
therapeutic interventions. Depression, apathy, irritability and 
anxiety are common and difficult symptoms in HD. Sleep 
problems and changes to circadian rhythm can be a feature 
of HD; causing anxiety, lack of concentration, irritability and 
forgetfulness. Studies in HD mice have revealed that a good 
sleep can slow disease progression. This demonstrates the 
benefit of treating sleep problems for people with or at  
risk of HD. 

A key question in HD research is the effect of the mutant 
huntingtin protein on some specific cells. Changes to certain 
areas of the brain cause physical and cognitive symptoms but 
less is known about what causes psychiatric symptoms and 
sleep and metabolic disturbances. The hypothalamus controls 
emotion, sleep and metabolism and this is the area of the 
brain Professor Petersén laboratory is interested in studying 
further. One study in the Lund lab used HD mice models to 
study depression by comparing the mice to their siblings who 
do not have the gene. Studies show a lack of Oxytocin in the 
hypothalamus causes depression but when the HD mice are 
given Oxytocin it ameliorates their symptoms. These studies 
can potentially reveal targets for novel therapies.  

Professor Petersén joined family members for dinner on 
Saturday evening. We are very grateful to her for her time  
and expertise over the weekend.

A video of Professor Petersén’s presentation is available online 
at: https://www.youtube.com/watch?v=wrO__YKmsVY

Workshops were held in the afternoon including	‘Planning	
Ahead	with	a	Neurological	Condition’ facilitated by Deirdre 
Shanagher, Irish Hospice Foundation and Genetic Counselling 
facilitated by Siobhan Harding Lester, Genetic Counsellor, 
Belfast.

Family members had a chance to meet or catch up over 
dinner on Saturday night. It was a pleasure to work with our 
colleagues at HDANI to organise and host this conference.

HDAI	BNA	2019	Event
Huntington’s	Disease:	Hope	For	A	New	Decade

Neuroscience Ireland kindly offered HDAI an opportunity to 
host an event at the BNA 2019 Festival of Science. Professor 
Bernhard Landwehrmeyer, Ulm University Hospital, Germany 
and Dr Tom Burke, Trinity College Dublin, were guest speakers 
at our Seminar,	Huntington’s	Disease:	Hope	For	A	New	
Decade.	

Professor	Landwehrmeyer	(centre),	with	Muthu	Thangaramanujam,	
Senior	Physiotherapist,	and	Dr	Melanie	Ryberg,	Neuropsychologist	at	
Bloomfield	Health	Services.

Professor	Landwehrmeyer reminded us that it is truly 
exciting times in HD research with gene lowering clinical 
trials now reaching patients. Phase II of the Ionis-HTT trial 
is completed with Roche now conducting the ASO gene 
lowering (GENERATION HD1) Phase III trial.

Researchers have already learned a lot from studies such as 
Registry and Enroll-HD. The current gene lowering clinical 
trial is backed up by 15 years of research. 46 patients 
have been treated in the Phase II study - 9 patients in Prof. 
Landwehrmeyer’s clinic - and although his patients have shown 
clinical improvements this could be due to a placebo or hope 
effect. A wider human study over a longer period will answer 
necessary questions such as: Does the compound reach all 
required sections of the brain? Does treatment bring about 
sustained clinical improvement? Is ongoing treatment safe and 
tolerable? Can dosage frequency be reduced?

Prof Landwehrmeyer gave an overview of the mechanics 
of HD and how better understanding of the process will 
lead to additional therapeutic targets - Hope For Tomorrow. 
Observational studies have revealed that CAG counts can 
expand in cells so this implies they can possibly also contract. 
CAG repeats are not the only determinant of age of onset. We 
now know there are genetic modifiers which influence disease 
progression and age of onset. Life style and DNA damage can 
have an impact. Further research in this area is required before 
any therapies will emerge. 
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There are a number of potential therapies in the pipe line and 
currently gene silencing is a front runner with four categories 
of gene silencing tools: 

•	 Roche’s Gene lowering (GENERATION HD1) Phase III 
 trial is underway. 

•	 UniQure have received FDA approval to begin a Phase I/
 II Clinical Trial. They are studying the use of a virus to  
 carry an artificial micro-RNA to the brain, specifically   
 tailored to silence the huntingtin gene. Challenges include 
  ensuring it reaches all relevant areas of the brain and 
  whether the virus will have any adverse effect. These  
 techniques do not distinguish between the mutant and non  
 mutant gene.

•	 Zinc	Fingers is a protein combined with a repressor to  
 target the mutant gene and it is hoped this technique will  
 reach clinical trials in the next 5 years.

•	 Gene	editing is a potential therapy involving the correction  
 of the genetic defect eg CRISPr which received a lot of  
 publicity in recent years.

There is a lot of study still required so although we have a lot 
of reason for hope, Professor Landwehrmeyer reminded us 
that we also need to be realistic and wait for trial results.

Other	studies	offer	help	For	today

There is a lot that can be done to manage symptoms and 
multidisciplinary care is very important. Studies looking at 
interventions include the Active-HD study looking at the effect 
of exercise on brain plasticity. What exercise is most beneficial 
to a HD brain? Is working with a personal trainer over a year 
more beneficial than managing your own exercise regime with 
the help of a diary?

A European HEATHe study funded by JPND (Joint Programme 
of Neurodegenerative research) will look at the benefit of 
accessing HD expertise online. It will involve a number of 
European experts’ input, including Dr Jennifer Hoblyn at 
Bloomfield Hospital Service.

Dr	Tom	Burke	gave an interesting 
talk about Beaumont Hospital’s 
psychological service and the HD 
research projects taking place at 
Beaumont.

He spoke about the cognitive test 
process and the importance of 
gathering information to learn more 

about a particular condition and also to determine possible 
interventions for managing cognitive decline. To manage 
cognitive defects he suggested we keep in mind: Little and 
Often, Don’t Rush and Reduce Distractions. If tasks or activity 
is becoming problematic we can change the environment, 
identify and remove triggers and aim for a structured routine.

Self-management can minimise the effects of stress by 
changing our response to stress. 

Therapy can help to reduce stress and there are different 
models available: Cognitive Behaviour Therapy (reversing bad 
thoughts), Commitment Therapy (learning to tolerate stress) 
and the Hexaflex Model (accepting bad thoughts and moving 
through them). A GP should be able to offer advice about 
what services are available locally.

Dr Burke discussed research projects at Beaumont Hospital 
including the Enroll-HD project and its importance in gathering 
useful data on HD. Beaumont Hospital are working towards 
providing a multidisciplinary team service model for HD. 
Other research projects include a HD Cognitive & Behavioural 
Phenotype Study kindly funded by Monkstown Hospital 
Foundation and a study examining caregiver burden in 
Huntington’s Disease and Motor Neurone Disease.

On behalf of the team at Beaumont Hospital, Dr Burke 
acknowledged the importance of support from HDAI and the 
HD Community and thanked especially the family members 
willing to give up their time to take part in research studies.  
He also stressed the benefit in coming to Information events 
and spreading public awareness.
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What health services are 
required for HD care?
People	living	with	HD	will	require	a	variety	of	health	and	
social	services.	It	is	important	to	engage	with	services	on	
offer	to	self-manage	your	condition	and	keep	well	and	
active	for	as	long	as	possible.

Our Local Health Office provides access to community health 
and personal social services. Services provided through 
Local Health Offices and from Health Centres include: 
general practitioner (GP) services, public health nursing 
(PHN), community welfare, speech therapy, social work, 
physiotherapy, occupational therapy, chiropody, psychiatric 
services and home help. 

See: https://www.hse.ie/eng/services/list/

GP - It is important to talk to your GP about any changes 
to your health or any worries you may have relating to the 
onset of symptoms. If you have a diagnosis of HD your GP can 
help you manage symptoms and can make referrals to other 
specialists such as physiotherapists and dieticians. If you believe 
that you have HD symptoms but do not have a diagnosis 
you can ask your GP to refer you to a neurologist. HDAI can 
provide information on neurology services.

Public	health	nurses - (PHNs) provide a range of health care 
services in the community. They provide advice and assistance 
in accessing other care services. You may be referred to your 
local PHN by your family doctor (GP), or you may contact 
the service yourself through your local health centre or Local 
Health Office. Info at: http://www.citizensinformation.ie

Dietician	-	A dietician will assess your nutritional needs and 
give advice. Many individuals with HD require a high calorie 
intake to maintain their body weight. You can be referred to a 
dietician by your GP, PHN or through a neurology clinic.

Physiotherapists show you how to keep as active as possible 
to maintain muscle strength and minimise potential problems 
of falling. You can ask your GP, PHN or Neurologist to refer you 
to a physiotherapist.

Occupational	therapists (OTs) can advise on equipment or 
alterations to your home that may help you carry out normal 
everyday activities and do the things that matter to you. This 
might include specialist seating and eating aids, for example. 
You can ask your GP or PHN to refer you to an OT.

Speech	and	language	therapists (SLT) help people who 
have difficulties with communicating, eating, drinking or 
swallowing. You can ask your GP or PHN to refer you to an SLT

Social	workers can work with individuals and families to 
support and advocate for services. 

Neurologists provide medical care for people with 
neurological illnesses at hospital based clinics. A neurologist 
will assess your symptoms and talk to you about ways to 
manage and treat them including both medication and 
support from other professionals.

Neuropsychologists can help with the cognitive and 
behavioural challenges of HD. You can ask your GP or 
neurologist for a referral.

Neuropsychiatrists can help when the behavioural or 
emotional side of HD is causing challenges by looking at 
symptom management, including the possibility of medication 
and lifestyle adaptations.

Mental	Health	Services can include support from 
community mental health nurses, counsellors, psychiatrists and 
psychologists. They provide people with opportunities to talk 
through difficulties relating to mood and emotional wellbeing 
and help find ways of coping better. You can ask your GP to 
refer you to a mental health professional.

Dental	Care	- It is very important to keep up good dental 
hygiene. Your dentist can talk to you about how best to 
care for your teeth and offer guidance on toothbrushes and 
toothpastes. If you have any problems with swallowing or 
sudden movements it is important to let your dentist know  
and ask them to adapt the work they do for your safety  
and comfort.
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From personal to 
professional advocate
Anne	O’Shea	Clarke,	Sage	Representative

On 18th November 
2016, my world 
fell apart when my 
husband Christy passed 
away. I couldn’t have 
asked for a better 
passing for him, it was 
peaceful and Christy 
was ready to go.   
I, on the other hand, 
was never going to 
be ready. Everything 
changed for me that 
day. I lost my hero, 
our fight had ended, 

all of Christy’s medication, his bed, wheelchair and hoist had 
to be returned. There were no more visits/calls to hospitals, 
appointments, calls from carers, community nurses, it all 
ended. It was hard to cope with. I went back to my job after 
two weeks and struggled to settle in to a normal 9-5 routine 
working as a financial controller in an office. My job had been 
so accommodating over the years by allowing me to work in 
the mornings in the office and later from home but this ended 
when Christy passed.   

I found it hard to get used to being out after 2.00pm in the 
day. I started to realise that my job was not what I wanted to 
do anymore. I felt there was a need for someone to be out 
there to support vulnerable people in the community that 
needed to have support in having their voice heard.   

About 3 months after Christy had passed, I received a 
comprehensive questionnaire from Trinity college. The 
questions comprised of care given in the community by nurses, 
doctors and home help, hospital and hospice care. On filling 
the questionnaire in, I realised how many issues I needed to 
address, issues that caused us so much stress over the years, 
examples like the medical card, home help hours, access to 
physiotherapy etc, so I answered the questions and added 
notes to each section. On completion, I rang the doctor who 
was going to be looking at the questionnaire. I explained 
how strongly I felt about someone actually looking at what 
had been sent back. The doctor assured me that it would be 
looked at but also suggested I contact a lady who was a very 
prominent advocate in Cork. 

I contacted the lady and she was extremely helpful and 
supportive. From there, I spoke to a number of her contacts 
which eventually led to me having an interview for a job with 
Sage Advocacy for a role as Regional Coordinator for the 
Midlands, Cavan and Monaghan. I really could not believe 
when I got the news that I got the job.  

I knew it was my passion to work with vulnerable people and 
with older people who need support in having their voice 
heard. I had learned so much over the years, I could not let 
it go to waste, I had so much to offer. I knew what it felt like 
to be on the receiving end of services, the struggle we had to 
get the services in the first place and how to not give up when 
things got tough. Christy had helped me to find my voice and 
encouraged me to never give up, he was my inspiration and I 
wanted to do him proud.   

I started my job on 1st October 2018, alongside a course in 
Sallynoggin College, to complete an Advanced Social Studies 
course on “Information,	Advice	and	Advocacy”. It has been a 
very busy, exciting and rewarding 7 months so far. It is amazing 
how much I have learned over the years that I can now bring 
to my job. I know from personal experience what it is to have 
home help come into your private home, to allow strangers 
become such a big part of your life, learning to trust, having 
to fight for your rights and to have to get other people to 
understand what you are going through when they have not 
lived it.     

My work involves getting referrals within my regional area to 
people who need support in getting services or information.   
I also assist people in having their voice heard. In some cases,  
it may be a family member that is not being listened to by their 
own family or by health services/nursing home or hospitals.   
From my own personal experience, I know that sometimes 
people treat the condition rather than the person.  

I was able to break down the barriers for Christy and open 
doors so that he could live as normal a life as possible. Now, 
in my job as an advocate, I am supporting people with health 
conditions such as dementia and Alzheimer’s. I know the 
barriers people face day to day and to remember that each 
person is an individual and needs to be treated with respect 
and dignity.   

I also assist people who are waiting on services or placements.  
It can be helpful to have someone there from an independent 
service to strengthen your cause. Sage Advocacy is a free, 
independent service to all vulnerable adults and older 
people. If a person contacts the service and comes from a HD 
background, I may be asked to assist the Regional Coordinator 
dealing with the case because of my own background.  

We also look at systematic issues, so where there is an issue 
which is a common problem, we highlight it and bring it to the 
attention of people higher up within the HSE.

It is such a great honour to be a part of a company that have 
the same beliefs as you and you know you are making a 
difference to people who need it and really appreciate it also.  
There is no better payment in a job than job satisfaction. 

I do hope that I can make a difference to many more people 
and it always helps to keep Christy’s memory alive.
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HD - genetic choices 
across the life-cycle
by	Professor	Patrick	Morrison	-	An	excerpt	
from	a	journal	article	first	published	in	Clinical	
Genetics	2014:	85:	76-77.

Choices for patients and families with Huntington disease 
(HD) have multiplied considerably in the last decade. My own 
interest in this difficult disease started in the 1980s when I met 
a patient with HD as part of a neurological attachment. I was 
struck then and on meeting subsequent families, with the lack 
of information about both the condition and its 

management, and the lack of choice for clinicians - the 
only tool appeared to be a diagnostic label which often 
was an indirect death sentence. Despite that, the resolve 
and determination and kindness of families and carers of 
patients with HD has never wavered. The condition then had 
considerable stigma, not so much so nowadays when HD is 
often used in film and television drama as a story to draw 
in the viewer, so the general population now has a wider 
exposure to what used to be an infrequently discussed or 
recognised disorder.

Diagnosis and management of HD has come a long way since 
the 1980s when the neurologist whose clinic I was sitting in 
with, broke the news of the diagnosis to the patient with the 
not uncommon phrase ‘I’m	sorry,	its	Huntington	disease	-	
there’s	nothing	more	I	can	do’.	

We now have accurate figures on how common HD is - the 
prevalence being roughly 10-15/100,000 in recent studies 
(2013). A disease that was thought to have an  
onset mostly in ‘early middle life’  
(between 35 and 50 years of age),  
is known to affect a range of  
onset ages from early  
childhood through to 
 the ninth decade.

Awareness of HD in paediatric neurology and elderly care 
medicine has vastly improved, and the implications for care  
of patients and their families also extend to early pregnancy -  
a true example of a disease that covers the entire human life 
cycle.

Characteristically early onset HD with a longer triplet repeat 
length is more severe than later onset milder phenotypes. 
Current management is also much better with a range 
of treatments available for neurological and psychiatric 
dysfunction. Clinician awareness if an

HD patient has pneumonia, allows health professionals in 
primary care to recognize that they are experts in treating 
the pneumonia or other common complications, rather 
than referring almost as a reflex for specialist opinion into 
tertiary care as ‘they	know	nothing	about	HD’ thinking that 
pneumonia treatment is more complicated just because the 
patient has a strange name to their underlying disorder. 
Lifespan of affected patients has accordingly increased, with 
patients having a longer and better quality of life because of 
simple awareness of the issues affecting families, and applying 
management and support to the entire family situation, 
both medically and socially, and considering the role of the 
unaffected carer and other at-risk family members.

All this is now possible despite a lack of a specific treatment  
to halt the progression or reverse symptoms of HD.

Pre-symptomatic testing protocols are well advanced and  
are part of routine practice. These have acted as a model  
for other late onset and incurable diseases.
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We now know that around 14% of at-risk relatives approach 
genetic centres for testing - a small number understandable 
given the lack of treatment available but none the less giving 
certainty for those who do not carry the gene on testing, and 
the potential for disease modification in those who are shown 
to be gene carriers. Even being a gene carrier now means that 
around a third of the age at onset is not due to the actual 
triplet repeat size and therefore careful diet, stimulation of the 
brain, exercise and other lifestyle factors may help ameliorate 
the onset of symptoms.

So the journey towards the end of the life cycle is perhaps now 
a little easier. What about the start of life? Prenatal diagnostic 
options have considerably improved over the last decade. 

Patients now have a menu of choices from direct testing of the 
foetus, through exclusion testing, to pre-implantation genetic 
diagnosis (PGD). The number of patients terminating a high 
risk HD pregnancy has reduced in comparison with the number 
of couples now continuing with a pregnancy that most likely 
will result in a carrier foetus, possibly being told their carrier 
status earlier than they may have wished to find out for 
themselves from a genetic clinic.

This may reflect maturity of the assimilation of the knowledge 
of HD by parents, and better treatment and life expectancy 
experienced by families, in the context of society where 
whole exome and genome screening is revealing all sorts of 
potential mutations and increasing the complexity of genetic 
counselling.

Pre-pregnancy diagnosis through PGD is now possible, with 
an uptake of PGD in the Netherlands steadily increasing year 
on year to a level seen in other European countries such as 
Belgium and France, making it almost routine. This reflects 
improved genetic counselling and the fact that more HD 
families are taking control of their disease and influencing its 
management. Some countries have very low uptake of PGD 
reflecting a series of factors, not least in Germany where 
prenatal diagnosis for HD is still prohibited by law, but the 
choices are becoming available worldwide, and leading to a 
better understanding not only in HD, but in other diseases 
where less scrutiny has been available over the decades.

Hopefully continued advances in the epidemiology, natural 
history, genetics and reproductive choices for HD patients 
and their families will make living with HD through the entire 
life cycle much easier than it was, and remove any remaining 
stigma from the disorder.

Families with HD and the general public now realise that better 
management of the disease is possible and that there is much 
more choice than some families (and often also their clinicians) 
realise.

PJ	Morrison	-	Regional	Medical	Genetics	Centre,	Belfast	HSC	Trust	and
Queens	University	Belfast,	Belfast,	UK.	Huntington	disease	in	2013	-	genetic	
choices	across	the	life	cycle	©	2013	John	Wiley	&	Sons	A/S.	Published	by	John	
Wiley	&	Sons	Ltd	CLINICAL	GENETICS.	doi:	10.1111/cge.12093

Minding your mental 
well-being while 
living with HD
Authors	/	contributors:	Dr.	Andrea	Higgins,	
Dr.	Jennifer	Hoblyn,	Dr.	Melanie	Ryberg	with	
acknowledgement	to	Huntington	Society	of	
Canada	HD	Fact	Sheets

Huntington’s Disease (HD) is a hereditary, 
neurodegenerative illness with physical, cognitive and 
emotional symptoms. Symptoms vary, but include 
involuntary movements (chorea), difficulty with focus, 
planning, memory and making decisions, as well as 
things like depression, apathy, irritability, anxiety or 
obsessive behaviour; each person experiences HD in a 
different way. Being aware of, and attending to, one’s 
own mental health needs is vital. A combination of 
therapeutic approaches may be helpful and access to 
an experienced Mental Health Multidisciplinary Team 
for those with HD is considered best practice. Research 
has shown that a combination of physical and cognitive 
activities can help delay the development of symptoms 
and optimise wellbeing. Early interventions can 
significantly impact the quality of life for those with HD 
and their Families and caregivers. 

What	is	Mental	Health?

Mental health is defined as: “A	state	of	well-being	in	
which	every	individual	realises	his	or	her	own	potential,	
can	cope	with	normal	stresses	of	life,	can	work	
productively	and	fruitfully,	and	is	able	to	make		
a	contribution	to	his	or	her	own	community” 
(World Health Organisation). 

Looking	after	your	Mental	Health

Self-care, or looking after yourself, is essential when you 
have HD or are caring for someone who has HD. Looking 
after yourself means you will be the best you can be, 
even if that is different from before. 

Steps to effective self-care include:

•  Eat well, get plenty of rest and exercise.

•  Have realistic goals for yourself.

•  Ask yourself, what one thing would make this   
 situation better, easier or more enjoyable; small  
 changes can make a huge difference.

•  Pace yourself; take one day at a time.

•  Watch out for coping strategies that masquerade as  
 helpful, but can actually cause more problems   
 that they solve (e.g. drinking too much or using other  
 substances, putting your head in the sand).
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•  Stay true to yourself and preserve your own identity;   
 act from within your core values.

•  Value and appreciate what you’re doing, and take   
 time to appreciate those around you.

•  Try to maintain balance in life where possible, setting aside  
 time to do something nurturing, enjoyable, relaxing or even  
 challenging!

•  Do whatever gives you a sense of wellbeing; spend time  
 doing things you enjoy and things you are good at.

•  Take time to appreciate and savour small moments, such as  
 a hug, a warm drink, a nice meal, beautiful scenery, time  
 with pets or children, and times where you feel at ease.  
 Look for what’s good; consider mindfulness!

•  Connect with people who make you feel good.

•  Identify stressors that can be reduced or delegated to  
 someone else.

•  Step back from a problem to identify new or different  
 approaches to solving it; ask for other opinions and  
 accept offers of help.

•  Accept yourself as being human, even if you lost patience  
 sometimes; re-think or let go of unnecessary and unhelpful  
 self-critical thoughts (thoughts are not facts - even the ones  
 that say they are!).

•  Set limits - you have rights and feelings too.

•  Acknowledge the emotional challenge you face each day  
 and remember it’s your right to have strong emotions;  
 know that it’s okay to cry or laugh!

•  Seek help as soon as you need it; things don’t need to  
 be as difficult as they may seem.

•  Make sure that you are linked-in with your GP and   
 healthcare team so that you can understand the changes  
 that are happening and how best to manage them; your  
 GP can also arrange a referral to specialist services.

•  Use your supports, including friends, family and   
 professionals; find out who may be able to help you  
 in the future.

•  Link-in with the Huntington’s Association of Ireland.

•  Come to HD events such as the Bloomfield Hospital HD  
 Café and meet others managing the same circumstances;  
 find out more information that will help you and get   
 support.

Depression

Depression is a type of mood disorder that can affect every 
part of a person’s life, and it is a common condition in HD; 
it can affect those living with HD, those at-risk for HD, and 
family members and caregivers.

The types and severity of symptoms vary for each person, but 
can include persistent sadness, anxiety or “empty” mood, 
loss of interest/pleasure, feeling hopeless, change in appetite 
and/or sleep, reduced energy, feeling worthless or guilty, 
restlessness/irritability or anger, difficulties concentrating 
or making decisions, withdrawing from people, thoughts 
of suicide or death, physical symptoms such as headaches, 
stomach pains or pain. When a person experiences several of 
these symptoms over a period of time, it is recommended that 
further assessment by a GP or mental health professional be 
conducted; this is especially important as successful treatment 
can improve a person’s quality of life. If you are 
concerned that someone is thinking 
about suicide, ask them directly; 
talking with someone about 
suicide does not give a 
person the idea. Take the 
comments seriously and, 
if needed, contact 
your GP, out-of-
hours service, or visit 
your nearest A&E 
Department.

If life is feeling very 
tough or if you, or 
those around you, 
are concerned about 
how you are doing, 
contact your GP or local 
Hospital. Seek help. You 
are not alone. 

All of those with Huntington’s 
disease and their family need 
support and hope. 

The cause of this disease is known and targets for intervention 
have been identified. There is intense scientific activity across 
the globe and new potential therapeutic interventions are in 
development. 

Most of all there is an active, organised and receptive HD 
community ready to advocate and support all individuals with 
HD and their families. Individuals with HD need to remain as 
active and healthy for as long as possible. Attention to minding 
their mental health is huge part of this work.   

We hope you have found this article to be of some help.  
If you require any further information about our services at 
Bloomfield Hospital please call or visit our website:  
www.bloomfield.ie or the webite of the Huntington’s 
Disease Association of Ireland: www.huntingtons.ie
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Helpful websites
Huntingtons	Disease	Association	of	Ireland
http://www.huntingtons.ie

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

#LightItUp4HD
HDAI’s	#LightItUp4HD	campaign	took	place		
from	May	13th	-17th,	2019.	

This has now become a prominent international awareness effort 
with buildings in Canada, USA, UK, Ireland, Cyprus, Spain, Australia, 
lighting up in purple.

We had great support from Councils and iconic buildings throughout 
Ireland including The Mansion House, The Convention Centre Dublin, 
Kerry County Buildings, Tralee, Killarney Town Hall, Donegal Council 
Buildings in Lifford, Millford, Donegal Town and Buncranna, Dublin 
City Council Civic Offices, Dublin City Hall, Kildare County Council, 
Naas and Newbridge Town Hall, The Irish Life Fountain and The Rock 
of Cashel supported our campaign. 

A big Thank You to everyone who took photos and supported us on 
social media. We hope to continue with this growing international 
#LightItUp4HD campaign next year. You can get involved by 
contacting prominent buildings in your area or by organising 
an imaginative purple event. Contact info@huntingtons.ie with 
suggestions.
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Awareness 
week
During awareness week HDAI 
launched our upgraded website. This 
was possible thanks to the generosity 
of Irelands Fund who allocated a 
grant for awareness and information 
provision to HDAI in 2017. Website 
company “I	Like	Cake’ were very easy 
to work with in the redesign process. 
Thank you to everyone involved in 
reviewing the content and a special 
thanks to Michelle for her editing skills. 
We hope that you will find it easier 
to find information and access our 
selection of video presentations from 
HD experts. We appreciate ongoing 
comments and suggestions. Feedback 
received to date includes:

New	website	looks	great.	I	looked	for	
a	few	things	and	found	them	straight	
away…	Family	member

The	update	to	your	website	looks	
fantastic!!	I	enjoyed	looking	through	it	
this	morning.	It	looks	really	impressive	
and	will	be	a	great	resource	for	the	
community!	Research	Assistant,		
Neuropsychology	Dept.

The	website	is	so	impressive	well	done.	
I	particularly	like	the	part	on	Enroll	
HD,	very	well	put	together,	simply	
explained	and	easily	understood.	
Family	member

Website	looks	great,	very	functional	
and	helpful.	Family	member

The	tab	across	the	top	line	and	boxes	
underneath	make	it	too	busy	to	
me.	It’s	all	a	bit	loud	and	colourful	
so	a	bit	distracting,	especially	on	a	
smartphone.	Family	member

I	have	downloaded	a	lot	of	information	
from	your	website	and	find	it	very	
useful.	It	is	very	clear,	a	hugely	
beneficial	resource.	Mary,	Staff	Nurse

Very	user	friendly…	very	accessible	and	
informative	..excellent	presentation	
and	faultless	navigation	around	the	
site.	Family	member

HDYO - Diary date
HDYO plan to hold the world’s 1st International Young Adults Conference for 
18-35-year olds in Glasgow, Scotland from 9th	-11th	May	2020.	
The Conference will be held at Strathclyde University Technology  
and Innovation Centre.

https://www.strath.ac.uk/research/technologyandinnovationcentre/>	

Film screening
HDAI, together with Irish filmmakers Amanda Spencer and Brian Moore, hosted a 
special preview screening of the powerful and inspirational film ‘Dancing	At	The	
Vatican’, a documentary based on the May, 2017	HDdennomore	event
(http://hddennomore.com) in the Lighthouse Cinema on 23rd May. 

The identification of the HD gene in South America in 1993 has paved the way 
for promising gene therapies with the first clinical trial (conducted by Roche 
Pharmaceuticals) (GENERATION HD1) to combat the root cause of HD now 
underway. The film follows brave South American families, who despite the 
poverty and isolation of their lives, journey to Rome to meet the Pope and call for 
an end to the fear and stigma surrounding HD. The film comes at a time when the 
need for HD families to participate in research has never been more important.

Following the film, we had a Q&A expert panel with Brian Moore (filmmaker) 
and clinicians/researchers who attended the HDdennomore event: Dr. Ed Wild 
and Lauren Byrne Huntington’s Disease Centre, UCL, Queen Square Institute of 
Neurology London, and Dr Niall Pender, Beaumont Hospital, Dublin. The Q&A 
panel was expertly led by Mick Clifford, Irish Examiner journalist who facilitated 
a very open and informative discussion on the film and on the principal issues of 
concern to HD families. The Q&A session was recorded and will soon be available 
on our website. 

HDAI are very grateful to the panel members and to Mick Clifford for their 
generous support. Thanks also to those who attended: health care clinicians, 
academics, researchers, HSE representatives and members of HD families and 
their friends. Congratulations and thanks in particular to Amanda and Brian for 
allowing us to screen the film and for their ongoing support to the HD community 
and we wish them deserved success with this beautiful film.
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Fairy
House
Racecourse
HDAI, together with the help of our  
amazing volunteers Ide Cussen and  
Bernard Caldwell, held a very successful  
fundraising and awareness event at Fairyhouse  
Racecourse on Sunday 7th April, 2019. 

Fairyhouse very kindly accommodated us on a busy  
racing day (Five Star Sunday), gave us an advert page  
in the race card and allocated a HD featured race 
‘Huntington’s	Disease	Mare’s	Handicap	Hurdle’ on the 
day. We are very grateful to all who generously supported the 
event by buying a table or donating raffle prizes. 

Eighteen tables of ten were sold for the event and tables 
included: admission tickets, a race card, a 4 course meal in a 
private lounge overlooking the racecourse with Race Stand 
access and pre-race celebrity tips from successful jockey Rachel 
Blackmore (pictured below). Sincere thanks to the generosity 
of those involved in the Irish horse racing world and to HD 
families and friends who bought tables.

Thanks to all who sponsored generous raffle prizes including:

Fairyhouse, Curragh, Downroyal, Dundalk, Galway, Gowran 
Park, Leopardstown, Listowel, Naas, Navan, Tramore, and 
Punchestown Racecourses. 

Other sponsors included: 

Leinster Cleaning Services, Kilronan Castle Hotel & Spa, 
Ashford Castle, Amanda & Brian, Rathfarnham Golf Club, 
TOTE Betting, Horse Racing Ireland, TRI Equestrian Shop,  
N. Conlon Motors, Elite Bakery, Sparks Restaurant, 
Michelangelos Restaurant, Walsh’s Chemist, Cussen Civil 
Engineering, Redwood Developments, Rossa Lighting.
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The year in review |  A look back at some events during the year involving members and friends.
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Congratulations to Joe who celebrated his 
50th birthday with family and friends
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I changed my life by 
changing my outlook

In 2015 we said goodbye to the glue of our family. We 
watched him go from being this wonderfully independent, 
strong amazing human who’s family was the most important 
thing in his life, to slowly and painfully struggling and bravely 
battling Huntington’s Disease until the very end without 
complaint. 

His	passing	was	more	painful	than	anything	I	could	have	
prepared	for,	no	matter	how	I	tried,	and	also	a	relief	
that	his	suffering	was	over	-	now	he	didn’t	have	to	fight	
anymore.	

HD didn’t destroy my family it just ramped up her “self	
destruct”	button. He was everything to us. He could have 
lived another 10 years and that button would have sat idle 
until then. 

In 2015, I met my partner. I felt like I had to offer a “get	out	
of	jail	free	card” right away and told him about HD in the 
family. To me, it wouldn’t have been fair not to warn him. I 
felt almost obligated. It’s not a position I want to put anyone 
in. This is where life started becoming less like a chore and 
became more about living.

I have not been tested for many reasons. I sat in limbo for a 
long time - too busy being afraid of something that I don’t 
know if I will ever have. It took a serious toll on my mental 
health and everyday life. 

HD	is	very	dominant	in	my	family.	However,	I	have	
learned	the	steps	to	take,	how	to	fight	to	get	the	help	
that’s	needed	and	how	to	get	that	help	for	the	next	
symptomatic	solider	within	our	dysfunctional	family.	We	
are	becoming	better	equipped	with	every	symptom	that	

shows.	

Every night of restless legs or arms, every time I forgot a 
word, stuttered or stumbled, alarm bells rang loud in my 
head. I was terrified - constantly living in the shadow 
of HD. I never took account of the fact that it’s ok - 
everyone forgets a word, or that it was because  
I was working 16 hour days and in full time college. 
I was also mourning our loss so maybe I was just 
tired, never mind that I’m naturally clumsy anyway. 
Yesterday I opened the door and hit my head getting 
out of the car, dropped my water bottle and keys 
all within 30 seconds of each other. Really just your 
average day!

At	21	years	of	age	I	was	told	I	wouldn’t	have	
any	children.	At	31	years	of	age	I	have	the	most	

amazing	2	year	old	little	girl.	

When I found out I was pregnant I was so afraid for my 
baby. What if I do have HD? What if I give it to her? Was I 

being selfish? It was time to make a choice, sink back into the 
shadow of HD or change how I think. So I did. We can’t live 
life thinking “what if”. 

I don’t have HD but I am affected by it. Until I am tested and 
get a positive result, I will live everyday not letting a possibility 
ruin my, or my families days. If it ever comes to a head I can 
say I lived without regret because I lived the best I could and 
achieved what I set out to and more, and I will continue until  
I physically can’t. 

I	changed	my	life	by	changing	my	outlook.	

We had the cutest little girl in 2016, moved to the country, to 
a town we didn’t know anything about or anyone in, cut out 
any unnecessary negativity and took the risk of opening our 
own business. However, this I could not have done without 
being positively influenced in some way or another by Liz, 
Patricia and all of the HDAI members I have met at meetings, 
retreats etc., and their stories since we became part of this HD 
team too. 

For	now	I’m	going	to	enjoy	just	sitting	here	on	the	couch	
watching	my	daughter	use	her	toy	Henry	to	hoover	the	
inside	of	the	oven	in	her	wooden	kitchen	and	before	her	
brother/sister	gets	big	enough	to	decide	to	use	my	rib	
cage	as	a	foot	rest.

Sarah	
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My mum
“ I’m wide awake and I can hear birds chirping. 
  It’s beautiful and I know you would love it.  
 I remember you waking me numerous 
  times to share moments like that with   
 me and I regret, that being a child as I was, 
  the magic of it may have been lost on me.  
 I hope I humoured you and made you   
 happy. I appreciate it now, the life outside 
  the window and the stillness within my  
 mind by just focusing on this moment.”

I wrote these words exactly one year after my mum passed 
away. And in her passing I had never been more aware of the 
magic of another person.  

My	mum	was	a	gift.	From	her	I	learned	humanity,	the	
power	of	kind	gestures,	kind	words	and	manners	and	to	
trust	my	intuition.	Huntington’s	Disease,	which	was	just	
one	facet	of	her	life,	taught	me	many	other	invaluable	
lessons.	And	her	journey	with	it	also	gave	me	presents,	
such	as	the	beauty	of	being	in	the	moment.		

I have not always felt that way but as I grew up, I could see 
the beauty in the challenges her path presented. Huntington’s 
Disease taught me the incomprehensible power of treating ALL 
people with dignity, patience and regard. The difficult aspects 
of it has taught me to cherish the good, be a little calmer, not 
to be mindful of frivolities, the inevitability of change, not to 
worry so much about the exterior or other people’s opinions 
of it. 

Huntington’s taught me that to 
laugh, really truly and heartily, can 

make even the darkest moment a little 
better. It taught me to believe in people.  

Illnesses, in all their forms, have a sneaky way of 
masking our true selves or our loved one’s true self.  

For anyone who has been floored by a flu or woken up in  
a foul mood on what should be a great day you know what  
I speak of. Your best self gets hidden behind these symptoms. 

But	that	does	not	mean	it	is	gone.	Sometimes	we	must	
dig	a	little	deeper	or	work	a	little	harder	to	replenish	it,	
but	it	is	always	there.		

As the daughter of someone with Huntington’s Disease,  
I sometimes only saw the illness. I am human. This was usually 
down to being tired or stressed or preoccupied. However, on 
the good days, as with any other relationship, I could see the 
best in my mum. 

Even	towards	the	end	of	her	illness	she	would	brighten	
when	hearing	her	favourite	Fleetwood	Mac	song,	delight	
in	chocolate	buttons,	develop	very	cute	instantly	sleepy	
eyes	when	getting	her	hair	brushed	and	a	mischievous	
smile	when	funny	stories	were	told,	particularly	if	they	
involved	her.	

This is not to say I didn’t have bad days. All human 
relationships are turbulent and fraught with conflict or 
disappoint from time to time and that is perfectly ok. But I 
never stopped speaking to her as if she was my mum, because 
she was my mum. It is important to recognise that with illness, 
any type of illness, we experience a sense of loss. Grief is not 
a linear path and it is part and parcel of life. Every day we 
change a little, sometimes a lot.  

As human beings, we are all constantly changing pieces of the 
puzzle that is our lives. Sometimes, certain pieces stand out 
more than others and it is all we believe we can see, but that 
doesn’t make it so. 

Sometimes,	the	pieces	we	like,	or	are	looking	for,	seem	
lost	in	a	bed	of	other	pieces,	or	we	can	grow	to	believe	
they	are	gone	altogether,	lost.	But	they	are	there,	we	
just	have	to	keep	looking	for	them.	The	wonderful	
pieces	are	always	there,	and	we	must	not	forget	them.		

Katie
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China trip
I	was	lucky	to	be	given	the	chance	to	go	on	an	amazing	
trip	to	China	with	my	sister,	her	husband,	my	brother	
and	his	new	Chinese	wife.

We began with three days in Hong Kong. We got the hop-
on, hop-off bus for two days exploring the city first. There are 
over 7 million people living in Hong Kong and skyscrapers as 
far as the eye can see. Most people speak English and are very 
friendly. We travelled on a double decker tram and paid the 
30 cent into a box beside the driver on the way out. I don’t 
see that working in Dublin! We took the Water Taxi over to 
Kowloon across Victoria harbour to visit the top of the highest 
building, which has 100 floors. It took 1 minute to go to the 
top where we had 360 degree views of Hong Kong. 

That evening we saw a light and sound show called ‘
A	Symphony	of	Lights’.	The music plays and the buildings 
light up to the rhythm of the music, the reflection on the 
water of Victoria Harbour is beautiful.

We travelled across the border to mainland China and headed 
to Shenzhen. Most people don’t speak English there but my 
brother speaks some Chinese and my sister in law did most of 
the translating. It is a relatively new city with a mainly young 
population of over 12 million people. The public transport 
system there is second to none. Everyone stood up as soon as 
we entered the train, being very respectful to seniors. I noticed 
that Shenzhen is mainly a cashless and cardless society with 
most people using phone apps to pay even in small outlets on 
the side of the road. I must not forget about the squat toilets 
which were not for the faint hearted or dodgy kneed.

We then went on a two and a half hour flight and three hour 
bus journey to Poyang where we met my sister in law’s family. 
They speak no English but a smile and a friendly handshake 
does go a long way.  We had a typical Chinese wedding meal 
which was a very different but a lovely experience. I loved the 
different foods and tried most dishes (using chop sticks!).  
I even tried black ckicken feet, a favourite chinese deliciacy but 
it was not tasty to me. The family took us to a Chinese history 
museum that is only open three years and we were the first 
foreign visitors, so they gave us a free tour and took many 
pictures of us. 

We had lunch for ten of us which only cost €15. Poyang is a 
smaller place, which they call a village, but has a population 
of 70,000 people. Most people there never saw a foreign 
person so lots of people asked to take our photo - I even had a 
toddler popped on my lap for a picture, he was not impressed.

Next we went to Zhengzhou with a population of 10 million 
people. We went to a large folk park depicting many examples 
of China and Chinese culture throughout the years. It was 
such a vast park that we explored it in a tuk tuk (like a golf 
buggy). We visited a shopping centre that was as big as Liffy 
Valley, Blanchardstown and Dundrum put together. The shops 
were very modern and filled with young people. 

There are Starbucks everywhere and a McDonalds on every 
corner. Sadly this new fastfood diet means there are also very 
overweight Chinese people. We were given a tour of one of 
the hospitals there and it seemed the same as here but they 
have no catering so family have to bring in all food and drink, 
you also have to pay before recieving any treatments such as 
having x-rays or blood work done.

We flew back to Shenzhen and saw my sister in law’s office 
and met the staff. Some of them had been to Ireland which 
they loved, especially the chocolates and Baileys which they 
couldn’t get in China.

This was a trip of a lifetime, made all the more enjoyable as all 
planning was done expertly by my brother, who we nicknamed 
Francis after Francis Brennan. He could have a new career 
in organising group tours to China. He has been travelling 
to China for work for the past 10 years. I hope you enjoyed 
reading a small snapshot of my time in China.
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8 top tips on being 
a HD family carer
1.	GIVE	MORE	TIME	FOR	ANSWERS

The changes caused by HD means we must alter the way we 
communicate to make it easier for the person affected. Ways that you 
can help include things like giving more time for answers, avoiding 
distractions and listening.

2.	AVOID	DISTRACTIONS

Focusing the conversation is very important when addressing someone 
with HD. Get the person’s attention and then tell them what you would 
like to say. Avoid talking to someone of the TV or radio is on. Where 
possible, keep them away from noise and hubbub when talking to 
them. Don’t expect them to walk and talk or eat and talk at the same 
time.

3.	BE	AWARE	OF	TEMPERATURE

People with HD sometimes have difficulty regulating their body 
temperature and this can affect their mood, motivation and overall 
well being. Always ask, and look for signs, of heat or cold. Consider 
clothing, room temperature, fans, blankets etc.

4.	DON’T	BE	AFRAID	TO	ASK	FOR	EMOTIONAL	SUPPORT

Caring for someone with HD can be incredibly difficult emotionally. 
What sets it apart from many other illnesses is its genetic nature: carers 
may have cared for others in their family with the same disease, and 
may even be at risk themselves, You and the person you are caring for 
may need a range of emotional support to keep you going.

5.	CLUE	UP	ON	OFFERED	FINANCIAL	AID

As a carer, you are likely to be affected financially by the costs of caring 
and the impact of being a caregiver on your ability to work. There 
are a number of different benefits available to carers such as Carer’s 
Allowance, Carer’s Premium and Carer’s Credit.

6.	MAKE	TIME	FOR	YOU

When caring for someone with HD, you may find your energy and 
mood low sometimes. It can help greatly if you are able to make time 
for activities that help you feel better physically and mentally such as 
exercise and hobbies, or even seeing friends. Depending on the stage of 
the illness, you can also enjoy activities with the person you are caring 
for.

7.	DON’T	IGNORE	THE	BIG	DECISIONS

Although a difficult topic to approach, managing your loved one’s 
affairs is very important. If the person you are caring for is an adult, they 
may at some point become unable to manage their own affairs such as 
paying bills or legal matters and Lasting Power of Attorney will need to 
be discussed. 

8.	TALK	TO	OTHERS

It can be hard to talk to others about caring for someone with HD. 
Many people haven’t even heard of it and won’t know the symptoms or 
understand what it means for the future. It’s helpful to have people you 
can openly talk to. HDAI along with support groups can help with this.

(Produced by HDA, UK)

Healthy food
We hear a lot nowadays 
about the value of 
eating well for our 
physical and mental 
health. A good diet 
can help reduce stress 
and improve brain 
power. Fresh fruit and 

vegetables are a good source of vitamins and 
fibre. Herbs and spices including sage, tumeric 
and ginger are considered to have particular 
health benefits. Next time you are shopping 
consider adding the following foods to your 
basket: wholegrains, oily fish, eggs, blueberries, 
blackcurrants, tomatoes, broccoli and nuts. 

Moroccan	Harira	Soup

Ingredients

•  1-2 tbsp olive oil
•  2 large onions, finely chopped
•  4 garlic cloves, chopped
•  2 tsp turmeric
•  2 tsp cumin
•   1/2 tsp cinnamon
•  2 red chillies, de-seeded and sliced
•  500g of pureed tomatoes
•  Vegetable stock
•  175g dried green lentils
•  1 can of chickpeas, rinsed and drained 
•  2 carrots, chopped into small pieces
•  1 sweet potato, peeled and diced
•  2 celery sticks, chopped into small pieces  
 (allergen - optional)
•  3/ 4 tbls chopped coriander
•  1 Lemon, cut into wedges to serve

	 *1	fillet	of	diced	chicken	can	be	added	for	a		

	 non-vegetarian	soup

Method

1.  Heat the oil in a large non-stick sauté pan over  
 a medium heat and fry the (diced chicken),   
 onions and garlic until starting to soften.  
 Tip in  the spices and chilli, stir briefly, then   
 pour in the pureed tomato and stock. Add the  
 lentils, carrots, sweet potato and celery, and  
 bring to the boil.

2.  Add the chickpeas, cover the pan and leave to  
 simmer for 30 mins, then cook uncovered for a 
  further 5-10 mins until the vegetables and   
 lentils are tender. Stir in the chopped coriander  
 and serve in bowls.
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Thank you for making a difference

29

GALLERY -  Hunt ington’s Disease Associat ion of I re land -  Annual  Review 2019



30



Carmichael Centre, North Brunswick Street, Dublin 7, Ireland.
Tel: 01 872 1303. FreeFone: 1800 393939.
Email: info@huntingtons.ie

www.huntingtons.ie

Words

We are spendthrifts with words,

We squander them,

Toss them like pennies in the air -

Arrogant words,

Angry words,

Cruel words,

Comradely words,

Shy words tiptoeing from mouth to ear.

But the slowly wrought words of love

and the thunderous words of heartbreak -

Those we hoard.

By Pauli Murray

<https://www.poetryfoundation.org/poets/pauli-murray>


