ON B EHAL

FO

F

EMBERS

CONT I NU

RM

I NG

T

IGHT

OU

F
HE

2019
HDNL 2019 - Issue No 77, Q2 19

CHECK OUT OUR WEB SITE
www.huntingtons.ie

GENETICS
For information on Genetic
testing, contact the Genetics
Centre - Tel: 01 409 6739 and
www.genetics.ie

ENROLL HD
You can express your interest
in participating by emailing
enrollhd@beaumont.ie

SUPPORT MEETINGS
See dates on page 4

SAVE THE DATES
SUNRISE UP
CROAGH PATRICK

Saturday 29th June
www.sunriseupcroaghpatrick.com

&
JOE DORAN’S 2019
HD AWARENESS WALK
AT LOUGH KEY

Saturday 13th July

Members Meeting and
Respite Weekend 2019
HDAI’s Annual Respite Weekend took place
over the weekend of 7th - 9th June in
conjunction with our Members Information
Meeting and AGM on June 8th, at the Irish
Wheelchair Association Respite Centre,
Cuisle Co Roscommon.
MEMBERS MEETING
Speakers included Muthu
Thangaramanujam, B. Physio, Dip. ST.,
MISCP, Senior Physiotherapist at Bloomfield
Health Services and Anne Lennon Bird,
family member and Ireland’s HD Cope
representative.
Muthu Thangaramanujam delivered an
engaging talk on “Physiotherapy in HD:
Strategies for Self-management”.
Maintaining activity and exercise for people
with HD has physical and social benefits.
Muthu noted the personal, environmental
and training factors which have an influence
on exercise participation. Taking part in
exercise with a companion, caregiver or
group of peers can add to the enjoyment
of the activities.
Balance can be improved by maintaining
good posture and engaging our core
muscles. Footwear is also important with
high laced shoes offering more support.
Visualising exercise in advance and being
mindful while carrying out an exercise is
of benefit. A good breathing technique
while exercising assists with stamina and
relaxation.
Muthu Thangaramanujam
speaking at Cuisle

Enjoy the beautiful Lough
Key Forest Park, Boyle, Co.
Roscommon, while raising
awareness and funds for
HD. Meet at 10.00am to
start walking by 10.45am.
Suggested donation €5 per
person or sponsorship cards
available.

Before commencing any exercise
programme, Muthu recommended that a
person with HD should seek advice from a
chartered physiotherapist or their GP. Ideally
cardiovascular exercises could be done for
at least 20 minutes a day, three times a
week. This will depend on current levels of
fitness, if a person with HD is comfortable
walking or using an exercise bike 10 minutes
a day, they can gradually increase to 20
minutes. It is important for a person with
HD to maintain or increase calorific intake
while exercising regularly. Exercise should
be fast enough to build up a sweat but
slow enough to NOT be out of breath. Care
should be taken to avoid stopping abruptly
at the end of an exercise session by slowing
down in order to cool down. If a person is
short of breath or has difficulty breathing,
they should stop immediately and see their
doctor.
It is important to acknowledge and reflect on
achievements. Takeaway message:
• Balance
• Breathe
• Move
• Be Movement Aware
• Acknowledge
Muthu also discussed Bloomfield Hospital’s
participation in a JPND funded European
study HEALTHE-RND. The project aims to
develop a European eHealth Care Model
for Rare Neurodegenerative Diseases
with patient reported outcome measures.
Bloomfield hopes to collaborate with the
HD community and HDAI over the course
of the project.

Website Update

Cuisle Group 2019

(continued from page 1)

Anne Lennon Bird gave
an update on the work
of HD Cope, established
to give families a direct
voice in HD clinical
research. HD COPE
members contribute
their knowledge about the complexities
and intricacies of HD to assist in finding
the best way forward for effective and
meaningful drug trials. In addition to an
annual face to face meeting they have
regular on-line collaborations throughout
the year.
HD COPE met with Roche representatives
before recruitment of their Phase 111
Gene lowering trial, (Generation HD1) in
order to provide HD specific information
to inform the design of protocols and
guidelines. This team is proving so
effective, that additional representatives
have joined from China, Africa, Australia/
New Zealand and South America.
ANNUAL GENERAL MEETING (AGM)
HDAI’s AGM was held after the Members
Meeting. HDAI’s Chairperson, Thomas
Lillis, welcomed all and delivered the
Chair’s report. The Annual Financial
Statements were presented by Treasurer
Anne O’Shea Clarke who thanked HDAI’s
wonderful voluntary fundraisers for their
support.
Joe Doran received a round of applause
for his very successful annual awareness
walk. The Chairperson acknowledged the
work of Ide Cussen and Bernard Caldwell
for their valuable support for HDAI’s
awareness and fundraising event
at Fairyhouse in April.
HDAI’s Annual Financial Statements will
shortly be available via our website. Please
contact the office if you would like a hard
copy.
STRATEGY WORKSHOP
Patricia Towey gave an overview of HDAI’s
purpose, which, in accordance with its
constitution is to:
Promote purposes of benefit to people
impacted by HD in a manner that is
exclusively charitable in accordance
with Irish law, in particular to:
• exchange and disseminate information
relating to HD;

• provide support for individuals, families
and carers who are impacted by HD;
• co-operate with the medical, caring,
social and scientific professions in the
management of HD.
Patricia outlined how HDAI pursues its
aims and asked members for feedback on
HDAI’s current services and activities.
CARERS SUPPORT GROUP
A carers support group facilitated by Liz
O’Sullivan (Family Support Officer), took
place on Saturday morning. Therapies
available included Chiropody, reflexology
and massage. Thanks to Chiropidist Jenny
Shanley and massage therapists, Mary
Finnegan and Kathleen Finnegan. Dinner,
socialising and dancing followed on
Saturday evening.
Thanks to Dee, Joan and Jack who
conducted the raffle which raised €383.
Many members contributed great prizes,
including two specially created pictures
which were highly sought after! As always,
family members familiar with Cuisle
extended a hand of friendship to new
attendees. The team at Cuisle surpassed
expectations with their friendly and helpful
service.
Comments from members included:
” I am in awe of people with HD and their
carers. Carers selflessly give their time,
unending dedication and love to their
loved ones, often with little help or 		
support, and yet they find time to help
and support others in the wider HD
family. Through all of this they keep a
sense of fun. With much appreciation
for a very memorable weekend at Cuisle”
” Had a great weekend. Loved seeing
everyone again”
” This is the one place no one has to wear
a mask, everyone feels at ease. It’s a
place to share stories and tips for
newcomers on their journey... 		
Information from the talks is always
interesting and positive. As I leave today
I am already looking forward to seeing
everyone again in 363 days“
” Thank you again for all the work and
effort that went into arranging the Cuisle
weekend. We found our first visit so
useful and informative, with the speakers
very interesting and all the group 		
members friendly and eager to exchange
views. We certainly hope to be in 		
attendance for next year’s event”

HDAI’s website has been
redesigned with improved layout
and navigation. 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 helpful and easy to
work with. We are grateful
to everyone who contributed
feedback and special thanks to
Michelle for her editing skills.
It is now easier to find
information and access our
selection of video presentations
from HD experts.
Positive comments include:
“ Website looks great, very 		
functional and helpful”
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 Department

” 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

” 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

If you have any comments or
suggestions, please email us at
info@huntingtons.ie

Film Screening
HDAI, together with Irish filmmakers
Amanda Spencer and Brian Moore,
hosted a special preview screening at
the Lighthouse Cinema on the 23rd May
of their powerful and inspirational film
‘Dancing At The Vatican’, a documentary
based on the May, 2017 HDdennomore
event (http://hddennomore.com). The film
follows the journey of South American
families who, despite the poverty and
isolation of their lives, travelled to Rome in
2017 to meet Pope Francis and call for an
end to fear and stigma surrounding HD.

A Q&A session followed the screening,
facilitated by Mick Clifford, Irish Examiner
journalist. Brian Moore (filmmaker), Dr.
Ed Wild and Lauren Byrne, Huntington’s
Disease Centre, UCL, Queen Square
Institute of Neurology, London, and Dr
Niall Pender, Beaumont Hospital, Dublin,
spoke about their participation in the
HDDennomore event and its significance
for the HD community. Issues of concern
for Irish families were also discussed.
The panel discussion was recorded and
is available on our website.
HDAI wish Amanda and Brian, and all
involved, deserved success with the
international launch in LA and future
international screenings.

BNA 2019 Event
Neuroscience Ireland kindly offered
HDAI an opportunity to host a seminar:
Huntington’s Disease: Hope For A New
Decade in Dublin in April. Professor
Bernhard Landwehrmeyer Ulm University
Hospital, Germany and Dr Tom Burke,
Trinity College Dublin were guest speakers.

Professor Landwehrmeyer (above centre),
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 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?
There are a number of potential
therapies in the pipeline but Professor
Landwehrmeyer reminded us that while we
have a lot of reason for hope, we need to
be realistic and wait for trial results as a lot
of study is still required.
In the meantime, managing symptoms and
availing of multi-disciplinary 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?
Dr Burke (left), 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. Selfmanagement can minimise the effects of
stress by changing our response to stress.
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. 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
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 of spreading public awareness.

Fundraising - Thank You
Women’s Mini Marathon
HDAI appreciate the wonderful women
who ran in the Dublin mini-marathon
to raise funds and awareness for HDAI
including Lynne Bradshaw & Catriona
McNeela €620 (left), Anne, Ciara &
Holly €210, and Shannon & Nicole
€1,370 (right).

Jack’s 282 Miles for HD
Jack Jones continues on his remarkable
quest to raise awareness and funds by
running, cycling, kayaking and swimming
until October. You can track Jack’s
progress and support him at:
https://www.justgiving.com/
fundraising/jack-jones30
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 and a Coffee Morning
in April raising an excellent €951.45 for
HDAI in total.
Beer Bobble Run

Thank you to Jane Merrigan and her
friends for organising a Beer Bobble run
which raised €758 for HDAI.
Donations
Recently received donations include:
• Martina, Finnola and Zil’s monthly 		
direct debit donations,
• St Johns Church, Coolock Tuesday 		
Morning Badminton Club €50,
• Ger & Jacyntha,
• Ed & Mary €100,
• Marion O’Hanlon €110.
Membership
Sincere thanks to all of you who have
renewed your membership in 2019
already. Your support is central to
HDAI’s work.

Follow HDAI on
Social Media
Facebook: See:
Huntingtons Disease
Association of Ireland
Twitter: @HDAI_ie
Thank you to our
volunteers for their social
media work.

AWARENESS

THANK YOU

#LightItUp4HD

Fairy House Racecourse

HDAI’s #LightItUp4HD campaign took place from
May 13th -17th, 2019. This has now become a
prominent international awareness effort with
buildings around the world getting involved.

ID Card
A free Huntington’s ID card
is available. Please send your
photograph, address, phone
number and an emergency
contact person’s phone
number to the HDAI office
and we will take it from
there.

HD Chair
Let us know if you need a HD
Chair for a family member or
if you have one that needs
repair. Alternatively if you
have one you don’t need
and would like someone else
to make use of it we can
arrange this. Please contact
the office.

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.

HOPE Annual

HOPE Annual, is now out.
Let us know if you would like
a copy by post.

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.

HDAI’s fundraising and awareness event at
Fairyhouse Racecourse on Sunday 7th April, was
a great success, thanks in particular to the hard
work of Ide Cussen and Bernard Caldwell. The
event has raised approximately €13,000 which
is a huge contribution to the ongoing work of
HDAI. Fairyhouse racecourse kindly gave us a HD
featured race ‘Huntington’s Disease Mare’s
Handicapped Hurdle’ on a busy racing day
(Five Star Sunday). They also included an advert
page in the race card and sponsored raffle
prizes.
A big thank
you to all the
many generous
sponsors who
bought tables or
donated raffle
prizes. Eighteen
tables of ten
were sold for
the event. Tables included admission tickets,
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). 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:
Leinster Cleaning Services, Kilronan Castle Hotel
& Spa, Rathfarnham Golf Club, TOTE Betting,
Horse Racing Ireland, TRI Equestrian Shop, N.
Conlon Motors, Elite Bakery, Sparks Restaurant,
Michelangelo’s Restaurant Celbridge, Walsh’s
Chemist, Cussen Civil Engineering, Redwood
Development and Rossa Lighting. Many other
racecourses also kindly supported us including:
Curragh, Downroyal, Dundalk, Galway, Gowran
Park, Leopardstown, Listowel, Naas, Navan,
Tramore, and Punchestown Racecourses.

HDAI Support Meetings
Huntington’s Disease

Huntington’s
Disease
Association of
Ireland
Association
ofCentre
Ireland
Carmichael

North Brunswick Street
Dublin 7
Tel: 01 872 1303
FreeFone: 1800 393939
Email: info@huntingtons.ie
www.huntingtons.ie

Support meetings are held regionally on a Saturday morning from
11.00am to 1.00pm. Dates subject to change - contact the HDAI office
on 1800 393939 for confirmation and location.
DUBLIN

CORK

WEST

LIMERICK

Aug. 10th
Nov. 2nd

Jul. 27th
Oct. 5th
Nov. 30th

Sept. 7th
Dec. 7th

Oct. 12th

Dates subject to change - contact HDAI for confirmation and location

