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Diary Dates
Autumn

2013

‘Do Something Special in 2013’

IRISH MOTOR NEURONE 
DISEASE ASSOCIATION
Coleraine House
Coleraine Street
Dublin 7.
Freefone: 1800 403 403
Fax: 01 873 1409
Email: info@imnda.ie

www.facebook.com/irishmnd2011 

@IMNDA

REGISTERING YOUR
FUNDRAISING EVENT
Please register all fundraising events with the IMNDA

before they take place and ensure all your details

(name/address & event) are on the lodgement

slip when lodging proceeds into the bank. 

To register and receive promo items / lodgement 

slip etc: 

Email: fundraising@imnda.ie 

Freefone: 1800 403 403

Thank you for your support and co-operation.

IMNDA Bank Account details: AIB, Smithfield

Sort Code: 93-13-14  Acc No. 07725002

CONTRIBUTIONS TO THE NEXT 

EDITION OF CONNECT: 

If you would like to submit a story, 

photo, or something 

you would like to share then please 

contact the office. 

DISCLAIMER:

This newsletter provides information only. 
The authors have no medical qualification 
whatsoever unless otherwise stated. 
No responsibility for any loss whatsoever 
caused to any person acting or refraining from 
action as a result of any material in this publication
or any advice given can be accepted by the IMNDA.
Medical advice should be obtained on any specific matter.

Croke Park Abseils Hogan Stand, Croke Park
Stadium, Dublin. 12th October 2013 
(back up date 19th October)

Dublin City Marathon, Dublin City
28th October 2013
www.dublinmarathon.ie 

Annual Memorial Service
Capuchin’s Friary, Church Street, Dublin 7
23rd November 2013

“The Dandelion Dust Up” White Collar Boxing Event
Dandelion Nightclub, Stephen’s Green, Dublin 2
29th November 2013 @ 7:30pm

Annual Grand Raffle Draw & Christmas Coffee
Morning Richmond Room, Carmichael House, North
Brunswick St, Dublin 7
Wednesday 11th December @ 11:30am
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This September the IMNDA’s AGM, annual conference and
Patient & Carer weekend took place at the Pillo Hotel, Ashbourne
in Co. Meath. The attendance was very high this year with around
100 delegates coming along. The business part of the weekend
took place on Saturday morning where the IMNDA’s Board of
Directors reviewed the operations and financial performance of the
organisation in 2012. 

We were then treated to a very interesting conference MC’d by
IMNDA board member & Newstalk Presenter Jonathan Healy which
featured a variety of speakers. 

Marian Mahon, Information Manager for The Carer’s Association
kicked off the conference with a insightful talk on looking after the
carer including entitlements and benefits. Kitty McElligott – Senior
Dietician at Beaumont Hospital – was up next with lots of practical
advice on the dietary needs of someone with MND. Tracy Hutchin,
IMNDA then took the opportunity to launch the Association Visitor’s
Programme (see Section Living with MND for more information)
with the help of Fiona Hutchinson from the MND Association in
Northern Ireland. Lastly Professor Orla Hardiman gave us a detailed
overview of MND Research that is currently taking place by her and 

her colleagues in Ireland and answered many questions asked by
our guests.

The IMNDA couldn’t function without the fantastic support
we receive from so many people across the country. Each
year at our AGM we like to select a small percentage of
the people we feel dedicate their time and effort to our
organisation. We like to acknowledge this by presenting
them with an IMNDA Silver “Thumbs Up” pin and were
delighted that so many of the recipients could 
attend and accept their award in person.A light lunch
followed where our guests got the chance to mingle and
chat to fellow clients, IMNDA staff, board members and
speakers. Hopefully everyone had a relaxing afternoon
despite the winter weather and the impromptu fire alarm!
The socialising recommenced later that day when
everyone spruced themselves up and met over some
prosecco for a drinks reception followed by a delicious 3-
course meal. One of our more musical clients Kevin Walsh
kindly provided the entertainment this year and
encouraged many people to get up and dance. 
Thank you Kevin! 

THANKS TO EVERYONE FOR MAKING IT SUCH A
MEMORABLE WEEKEND. WE HOPE YOU ENJOYED
IT, SEE YOU NEXT YEAR!

AAGGMM  //   PPAATTIIEENNTT  &&  CCAARREERR  WWEEEEKKEENNDD  22001133
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AAGGMM  &&  PPAATTIIEENNTT  //   CCAARREERR  
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TThe MND Global Awareness campaign kicked off
early this year on 12th June with the very first Drink Tea for
MND event in the home of the Academic Unit of Neurology
– The Knowledge Exchange, Trinity Biomedical Sciences
Institute on Pearse Street, Dublin.  
The IMNDA and TCD MND Research joined forces and
were delighted to welcome approximately 100 guests who
came along to the event. Whilst there were tea, cakes and
sandwiches galore to enjoy the major focus was the
research into the causes of MND that is currently been
undertaken by Professor Orla Hardiman and her team. 

TTHHEE  MMAAIINN  TTOOPPIICCSS  TTHHAATT  WWEERREE  UUPP  FFOORR  DDIISSCCUUSSSSIIOONN
OONN  TTHHEE  DDAAYY  WWEERREE::

11..  EEppiiddeemmiioollooggyy::  tthhee  nnuummbbeerr  ooff  ppeeooppllee  wwiitthh  MMNNDD  iinn  tthhee
ccoouunnttrryy,,  tthhee  ddiiffffeerreenncceess  bbeettwweeeenn  IIrreellaanndd  aanndd  NNoorrtthheerrnn
IIrreellaanndd,,  aanndd  ddiiffffeerreenncceess  iinntteerrnnaattiioonnaallllyy

22..  GGeenneettiiccss::  llooookkiinngg  ffoorr  ggeenneettiicc  ccaauusseess  uussiinngg  nneeww
tteecchhnnoollooggiieess  aanndd  ccaappiittaalliissiinngg  oonn  tthhee  IIrriisshh  ggeenneettiicc
ssuubbssttrruuccttuurree;;  LLooookkiinngg  aatt  ffaammiilliieess  wwiitthh  MMNNDD  aanndd  rreellaatteedd
ccoonnddiittiioonnss..  DDoo  ootthheerr  ccoonnddiittiioonnss  ooccccuurr  wwiitthh  hhiigghheerr
ffrreeqquueennccyy  iinn  ffaammiillyy  mmeemmbbeerrss  ooff  ppeeooppllee  wwiitthh  MMNNDD??

33..  NNeeuurrooppssyycchhoollooggyy::    tthhiinnkkiinngg  cchhaannggeess  tthhaatt  ccaann  hhaappppeenn
wwiitthh  MMNNDD

44..  BBiioommaarrkkeerrss::    WWhhaatt  MMRRII  ccaann  tteellll  uuss??  AAnndd  uussiinngg  nneeww  EEEEGG
tteecchhnnoollooggiieess  ttoo  uunnccoovveerr  wwhhaatt  hhiiss  hhaappppeenniinngg  iinn  tthhee  bbrraaiinn

55..  HHeeaalltthh  sseerrvviicceess  aanndd  mmaappppiinngg  tthhee  ppaattiieenntt  jjoouurrnneeyy;;  wwhhyy
wwee  nneeeedd  ttoo  lliisstteenn  wwiitthh  ppeeooppllee  wwiitthh  MMNNDD  aanndd  tthheeiirr  ffaammiilliieess

66..  CClliinniiccaall  ttrriiaallss,,  iinntteerrnnaattiioonnaall  ccoollllaabboorraattiioonnss  aanndd  nneeww
rreesseeaarrcchh  ccoonnssoorrttiiaa

Guests were also treated to a tour of the research facilities.
The IMNDA would like to extend a big thank you to
Professor Orla Hardiman, Zhanna O’Clery, Dominique
Plant, Grace Lavelle, Dr Peter Bede, Dr Russell
McLaughlin, Taha Omer, Parames Lyer, Tom Burke, Alice
Vajda, Kevin Kenna, Chloe Heslin and the rest of the
Research Team who helped make the day such a
success. Here’s to next year!!!

PPlleeaassee  vviissiitt  wwwwww..mmeeddiicciinnee..ttccdd..iiee//nneeuurroollooggyy  ffoorr  mmoorree
iinnffoorrmmaattiioonn  oonn  MMNNDD  RReesseeaarrcchh..  

TTRRIINNIITTYY  RREESSEEAARRCCHH  EEVVEENNTT
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This MND Global Awareness Day was like no other…an award-winning feature documentary about a 34 year old with
Motor Neurone Disease called II  AAMM  BBRREEAATTHHIINNGG played a major role in a unique global event that took place on 21st June.
As part of MND Global Awareness; the film appeared on screens worldwide from Australia to Ukraine with one united aim: to
promote awareness of this ‘rare’ disease. 

The IMNDA collaborated with Stoney Road Films to host the event in the Light House Cinema, Dublin on 21st June with
IMNDA Patron Jimmy Magee on hand to introduce it and Professor Orla Hardiman kindly attending to answer questions after
the film. Screenings also took place in Cork, Galway and Wicklow. 

AABBOOUUTT  TTHHEE  FFIILLMM::

II  AAMM  BBRREEAATTHHIINNGG is a documentary about the thin space between life and death.

Neil Platt ponders the last months of his life. Within a year, he goes from being a healthy young father to becoming completely
paralysed from the neck down. As his body gets weaker, his perspective on life changes.

“It’s amazing how adaptable we are when we have to be. It’s what separates us and defines us as human beings.” 

Knowing he only has a few months left to live, and while he still has the ability to speak, Neil puts together a letter and memory
box for his baby son Oscar. 

How can he make sense of the last 34
years? How can he anticipate what Oscar
might want to know about his father in a
future Neil can only imagine? 

He tries to tell the story of his life from his
memories and impressions of love, friends
and motorbike rides.

Neil faces Motor Neurone Disease with
incredible humour and honesty, determined
to share this last stage of his life through a
blog, which touched many people.

With his posts forming the film’s narration, 
II  AAMM  BBRREEAATTHHIINNGG tries to listen to Neil as he
asks “what makes us human” in the last
months of his life.



NEWS & RESEARCH

8

AA  WWOORRDD  FFRROOMM  TTHHEE  DDIIRREECCTTOORRSS’’

Sometimes films just demand to be made, even if they are difficult. 
This was one of them. 
The film was prompted by Neil himself. He wanted to
communicate about his experience with MND in the last months
of his life. He already had an ever increasing audience for a blog
he was keeping and wanted to reach out further. This in itself was

not reason to make the film. Who he became in these last months is what seemed to demand to be communicated. 
Filming this stage of life is full of ethical dilemmas and questions. We let these questions and interrogations help guide us and
shape the structure of the time. It became clearer how to form it when we used Neil’s own words from his blog to tell the
story, not just of his body – which was failing – but of his mind and imagination which was limitless, witty and compassionate.
We set ourselves the task of asking how the film could get under his skin whilst still respecting the “unknowable” nature of
his experience. We hope that Neil – a good friend and collaborator in this process – would have approved of this film. 
He wanted his story to get out there.

EEmmmmaa  DDaavviiee  &&  MMoorraagg  MMccKKiinnnnoonn

AA  WWOORRDD  FFRROOMM  LLOOUUIISSEE  ––  NNEEIILL’’SS  WWIIFFEE

Many friends had admitted to us that when they first heard Neil had been diagnosed with Motor Neurone Disease, they tried
to lay still and not move. They tried it for as long as possible. It’s a very quick way to get a glimpse of how difficult it is to live
with the disease.

I tried to lay still when Neil was first diagnosed, without admitting it to him. It wasn’t till very late on in his progression that he
admitted he had done the same in the beginning. I couldn’t manage it for much more than five minutes before I had to stop.
It’s not like lying down to fall asleep when you can move around until you feel comfortable, adjust a pillow, brush a hair from
your face, hold a book to read or perhaps reach for a sip of water. I mean literally not moving, apart from your eyes, for a
whole five minutes, despite the noises from the rest of the house as life carries on around you. Imagine the sound of talking
in the next room, or laughing, and you can’t get up to join in. Imagine the sound of the phone ringing or the doorbell, your
child starts crying, you hear a sudden loud bang, or you smell smoke. Imagine you feel a tickle in your throat but you can’t
cough, you hear a noise but you can’t shout, you see a loved one upset but you can’t put a comforting arm around them
because you can’t lift your arms. What would you do if you felt nauseous and you were lying flat on your back? You would
need to put an immense amount of trust in the people around you.

Raising awareness of the disease is so difficult, because even to imagine these things is so terrifying you want to forget how
it makes you feel straight away.

If everyone in the world was asked to imagine their body locked for just five minutes, I’m sure the research funding would
come flooding in. 

LLoouuiissee  ((22001133))

Find out more about the film and read Neil’s moving blog at wwwwww..iiaammbbrreeaatthhiinnggffiillmm..ccoomm
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Most patients with MND have a brain or a spinal cord

MRI scan as part of their diagnostic investigations.

These scans aim at ruling out possible alternative

diagnoses that might cause similar symptoms to MND, 

Most patients with MND have a brain or a spinal

cord MRI scan as part of their diagnostic investigations.

These scans aim at ruling out possible alternative

diagnoses that might cause similar symptoms to MND,

rather than confirming the diagnosis. These scans

normally take place in a hospital or at a specialist

radiology centre and are frequently reported as normal.

The diagnosis of MND mostly relies on the careful

interpretation of subtle clinical signs identified during a

detailed neurological examination. 

MND affects both the outer layer of the brain: the grey

matter, as well as the “wiring of the brain”: the white

matter. Fibres running from the brain to the spinal cord

and from the spinal cord to the muscles are also

affected. Using powerful MRI scanners and novel MRI

protocols we can visualise and measure these subtle

changes at a very high resolution.

Peter is a specialist registrar in Neurology with a special
interest in Motor Neuron Disease and advanced Magnetic
Resonance Imaging (MRI) techniques. He has previously
won the best platform presentation prize at the European
ALS meeting. 

NEWS & RESEARCH

THE ROLE OF MAGNETIC RESONANCE IMAGING (MRI) 
IN MOTOR NEURON DISEASE (ALS) –DR PETER BEDE

Figure 1. White matter pathways affected in ALS, including the ‘V’ shaped fibre bundles carrying movement ‘commands’ from the brain to
the spinal cord (Corticospinal tracts), and ‘U’ shaped fibres connecting the two sides of the brain (Corpus Callosum). 
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By carefully analysing the data with powerful computers we can map which neural pathways and cortical regions are
preferentially affected in ALS See Figure 1. We can also compare various patient groups such as those with bulbar
onset (speech and swallow) and those with limb onset disease See Figure 2. 

Using these techniques, our group has recently investigated how various genetic factors may impact on the way the
brain is affected in ALS. Exploring these factors might explain the significant variability of symptoms from patient to
patient. While most MRI studies of ALS traditionally focus on brain regions that control voluntary movement, our
group has recently demonstrated that a number of other “deep” brain structures are also heavily involved in the
disease process. These findings help us to explain some of the rarer symptoms of ALS and gain a better
understanding of the disease process. These, and similar results bring us closer to our ultimate goal to develop
sensitive diagnostic, prognostic and monitoring markers in ALS. 

We are extremely grateful for the generosity and kindness of all of the patients and their carers who have
participated in this research project so far. I would be delighted to answer any questions at any of the Beaumont
MND clinics. 

With kindest regards, 

Peter

NEWS & RESEARCH

Figure 2. Cortical, grey matter involvement in motor neuron disease 
affecting various regions of the motor cortex
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LIVING WITH MND

I 

II would like to dedicate this article to my wife Denise,
to Ciara and Brian our two children who ended up being
the best carers ever. They looked after their mom 24/7,
it was never an effort. They are now 17 and 14 years old
and making great strides in their lives. To our families,
old friends and neighbours who stepped up without ever
being asked   I will never forget what you all did. To all
the professional carers who became family friends and
still are two years later, you are all super people. To Mary
the nurse from around the corner thanks for being a
great help when we had no one else and Aileen whose
father passed away very soon after Denise , you gave
up so much of your time.    

Denise passed away on August 15th 2011. She was
diagnosed in November 2007. Denise had the disease
for 4 years. The first two years were ok, we as a family
lived life to the max, the 3rd year was tough and the 4th
year was difficult beyond belief. Denise throughout the
four years and up until about two weeks before she
passed away ran our home as she had always done,
she was the boss. She had an unbelievable coping
mechanism that gave her the ability to live with MND.
Denise made caring for her possible in an impossible
situation. She possessed a love of life coupled with a
great spirit that helped her to get on with things no
matter how impossible they seemed at the time. Lesson
one: laughter. Throughout the final two years, no matter
how difficult our situation was at home, we insisted on
having an open house.  All our visitors regardless of their
reason to call knew that we never wanted them to feel
sorry for us.  We always had lots of company, between
all the professionals and friends and family the house
was always busy and full of laughter.

Denise’s female work colleagues were filthy; their jokes
could not be repeated. Denise just laughed at all of
them. Denise knew every bit of scandal breaking in
Limerick City before the stories broke. Being a full time
carer for someone you love who is seriously ill is
possibly the hardest thing anyone could take on in their
life. To watch a partner or family member that you are
caring for with MND and who is losing all their movement
slowly but surely is very difficult. In hindsight for me the
toughest part of all was the realisation that every night
when everyone had gone home and Denise was asleep.
I was on my own, it was then my brain started to go into
overdrive with mostly negative thoughts. As a carer, to
deal with this situation is very difficult. The trick here is to
accept your situation. However this is not easy. I think
the carer has to live with this.

We had a great marriage. However our relationship
changed on the day Denise was diagnosed. From that
second everything   changed for our family. In hindsight
everything I did from that day was for Denise. While she
struggled in the early days to come to terms with MND,
I had to step in and try to sort out the daily routine with
the family. This marked the beginning of my time as a
carer. Life moved along for two years. All was grand but
then Denise became too sick to work, her speech was
almost gone she was loosing power in her hands and
legs. What I learned at that stage however was that
every obstacle can be overcome no matter how
enormous, providing both people agree that they are in
this together and we did that.  It was never discussed
that was just how it was.  Going to the loo, periods etc [I
thought at that point I was going to give up and run
away]. I learnt though from the Home Help staff that
these little challenges were nothing. I was making
mountains out of molehills. 

A CARERS PERSPECTIVE BY NOEL NOONAN
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Denise and Alice [H.H.] used to have a great laugh at me. These issues proved to be trivial because we worked as a
team to get through them.

Another important lesson that I have learnt as an MND carer is as follows. Accept your mistakes and move on.  My
behaviour at times was not always what it should have been. The pressure was always on big time. The illness, the
kids and my job all added to very high stress levels; right up to the end the stress levels were impossible.  The most
important thing I can say to other carers who may be in this very difficult position right now or who may be coming into
the most difficult stage is that MND will never let up, it will never give you a break it keeps on getting tougher and
tougher even impossible. However you are entitled to make mistakes, to get mad or even break a mug now and again.
The situation entitles a person to, on occasion, let off steam. 

Their were times that I wanted it all to end. I prayed for Denise to pass away, I hoped that this might end the constant
pressure. Occasionally I used to get into a temper over little things, for example on one occasion I could not get
Denise’s pillow just right and Denise could not tell me the right position. We were both upset.  I got mad.  As usual
though Denise in the end won out. By looking in a different direction she let me know exactly what she thought of my
behaviour.  In the end her eye movement was all that she had left but by using only her eyes she would every time win
all the debates and argument. However we made a pact.  Denise would let me fly of the handle now again and when
it was over she would give me a look that would say are you sorted now?  I would say yes fine. She was amazing. This
was a great trick between us; the air was cleared in an instant. 

Eventually I realised that I did my best and that sometimes my best did not measure up. I had regrets but that’s life
and you can only do your best and I have now accepted this fact.  Denise though as usual was ahead of the game and
accepted all through her illness that I did what I could, she was never hard on me. 

One of the things we did as a couple and myself as a carer was to accept help very quickly from where ever it was
offered. Everybody, family, friends, neighbours, Home Help, The Irish Wheelchair ASSC, IMNDA and Milford Hospice.
Of course they all fell in love with Denise. I think they all thought I was mad, they were right. When Denise went in for
Respite Care to Milford our local hospice, they could not keep me away. I used to visit about 4 times daily I never
understood that the break was for me. The respite was Denise’s way of helping me out. She never liked going in to
Respite Care but she did it for me.  I should have realised this and taken more time off. By the time Denise came out
of Respite Care I was still exhausted. There is a Lesson here for all carers. Once Denise went in to Respite Care for
a long weekend to let Brian and myself go to an u12 rugby tournament. One of the proudest moments of my life was
when he came back with the cup to show his mother. All carers should use the Respite Care when it comes up.
Another lesson for MND carers is try and use the hoist at all times. I never did. I am a fairly big fellow and Denise was
a petit woman [she will like me for saying that] and was losing weight. I could get Denise up using one arm and have
her on or off the loo as quick as anyone.  Against all advice I lifted Denise several times daily, this was never a problem
while I was caring but several months after Denise passed away I decided to start walking again. I quickly discovered
an issue with my lower back that required immediate surgery. The problem is now sorted but it was brought on by not
using the hoist.

Caring in our house was a two way thing. The kids and I looked after Denise but she looked after us every minute of
every day. Realising what was ahead, Denise stronger than ever moved herself into the centre of our family. She knew
she had to if we as a family were to cope with what was to come. Without her strength laughter and courage we would
never have survived. Denise always had the final say in every decision made. This rule lasted right up to the very end.
I often ended up with the short straw, on more than one occasion when I told Brian to put away the bloody X Box, I
was told sorry dad, mom said I can play with it. That was that.

I am writing this explaining my situation back then. I know that all is changing now with Government cutbacks. I hope
as carers a stand can be taken against these cutbacks. I also know that if you are caring for someone with MND you
cannot do anything else never mind take a stand against Government cutbacks.    

Despite what I have written, if I had to do it all again for Denise I would. Mistakes and all. I would never again complain.
I still miss her. I miss the craic.  She was my carer and I will never forget how she helped me to get through the
toughest years in our marriage.

LIVING WITH MND
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I was diagnosed in Feb,2010 after many tests in the
Mater Hospital under the watchful eye of Prof Timothy
Lynch and his team.  I was admitted to the Mater at the
beginning of January after a fall on the ice caused my
acetabulum to be 'smashed', the doctor’s words. Not
mine. I would have used the term fractured, or broken
but I suppose, they all mean the same thing....that you
are goosed for a couple of months anyway...

My operation to carry out the initial 'fix' of my Pelvis was
carried out and it was at this time things began to
happen.  They had issues trying to get me to breathe on
my own coming out of the anaesthetic.  By all accounts,
I believe I gave them all a 'scare'.  Further to this, a
number of days later, some food went down the wrong
way and I was taken immediately to ICU.  I was to
remain there for some time until I could be transferred to
HDU.  Only after the doctors from ENT were satisfied
that I could swallow solids again, did they allow me back
to the ward. Luckily for me, the first operation was
carried out so well that in the end, I could do without the
second operation, for the time being anyway.  At that
stage I was on Morphine, and I can tell you I was most
definitely 'out there' in a world of my own.  Not very nice
I can tell you, for me or my visitors to whom I would bore
with imaginary things,,, which I felt really truly happened.
Anyway, back to my MND.  Diagnosing Motor Neuron
Disease is very time consuming as many tests need to 

LIVING WITH MND

be carried out to eliminate all other possible conditions.
These tests include EMG, MRI scans, etc etc, visual
examinations to check for fasciculation’s (twitching of
muscles) and many many questions asked of both me
and members of my family. 

When I was finally given the diagnosis, I was in shock.
My life seemed to be turned upside down.  The doctors
were still carrying out some tests when I was asked to
go to Prof Orla Hardiman in Beaumont Hospital for a
second opinion on March 18.  I told Prof that I was in
somewhat denial of the whole diagnosis as I had been
fine and healthy up to that day in early January, when I
slipped on the ice. She thought, however, that the
Doctors in Mater were correct in their suspicions of
diagnosing MND.  She asked if I could bring a member
of my family to the next visit to her clinic on June 4.
Needless to say, this was now confirming what I had
dreaded. Over the next couple of months, my time was
taken up by rehab on my pelvis and also those times
spent mulling over what was in store for me... I often
thought to myself 'What is the point of the physio coming
to me each day to try to get me back on my feet if this
illness meant I would be sitting down for the rest of my
days'  I suppose these thoughts are quite normal for
somebody coming to terms with such a diagnosis.  I
DIDNT KNOW ENOUGH OF THE DISEASE. I only
knew what I had heard from family and the little I had
read in the papers.  This is where people need to be
aware that life is always worth living to the full, once you
have it.  

LIVING WITH MND BY KARL HUGHES
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LIVING WITH MND BY KARL HUGHES CONT:

FAMILY AND FRIENDS

I am lucky to have an amazing family and brilliant group of friends. At the moment, I am still living alone and am still
driving which is amazing. I have no shortage of visitors to the house and have so many people I can go to and visit.  I
often think that it is sometimes harder for families of patient's than for patients themselves.  At times like these, life can
put enormous strain on the family.  I like to spend time with my nieces and nephews.  
They make me feel young again. 

During my lengthy hospital stay in early 2010, my sister Paula and her husband, Emmett found out that their toddler
daughter, Kayla had Retts Syndrome.  A couple of years previously, another member of my family was diagnosed with
a serious illness.  Thankfully, now, they are in somewhat good health.

My family certainly has not had an easy few years but it is all of this that makes a family come together stronger.  I feel
now that it is so so important to spend as much time as you can with your family as you never know what is around
the corner.

Nothing I love to do than to spend time with my niece, Kayla and there are a lot of similarities with our two conditions.

SMALL ISSUES WITH LIVING WITH MND

Opening bottles, cans,jars etc

Opening doors with normal keys, windows etc.

Walking any distances, both from foot drop and muscle wastage

Swallowing

Talking when tired

POSITIVE MENTAL ATTITUDE (PMA)

It is essential for one to have PMA whether they have MND or not. Things to assist PMA are laughing, smiling,
achieving, seeing others happy, and being with my beloved nieces and nephews.  

Life itself can be seen as a terminal illness, we with MND at least know we have been given the opportunity to spend
quality time with our loved ones.

OSTEOPATHY

I have been attending LittleJohn Clinic in Walkinstown since 2008 and feel that their treatment of me with MND is
amazing. They do not treat your symptoms but treat the body as a whole.  My treatments there lead to both physical
and mental wellbeing.

COMPUTING AND OTHER PASTIMES

Prior to being diagnosed, my career was in IT and so typing was never an issue for me.  However, I now find I can only
type using the two finger method.  But after over three years of MND, that is not too bad. I also love using Facebook
to communicate with family and friends. It’s a great way of sharing with a wide audience your updates.   One of my
favourite past times is doing the simplex crossword in the Irish Times, but don’t give me the Crosaire, I wouldn’t feel
great leaving all those boxes blank...Golf and Rugby would be my two favourite sports and most months of the year,
there is some coverage on the TV of either sport.  Compared to when I was a kid, there are so many good educating,
comedy, sporting etc. channels. These help to fill those long hours.

FELLOW MND PATIENTS

There are a number of fellow MND patients, some who have courageously fought against the disease but have
unfortunately succumbed to it, and others who continue to battle on living with MND. All of these people continue to
provide me with inspiration in my ongoing battle with MND.
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IRISH MOTOR NEURONE DISEASE ASSOCIATION (IMNDA)
The IMNDA is an amazing organisation who rely on fundraising for 80% of their funds.  They provide such tremendous
support to all in the MND fraternity, both patients and their families alike.  It is an organisation I had not heard of before
my diagnosis as I did not know of anyone close to me who suffered from MND.  The IMNDA provide amazing support
to those suffering from MND, both from a monetary aspect as well as sharing from their vast wealth of knowledge of
MND.
I really appreciate the work they do when I see what support is available to me compared to that available to my
beloved niece, Kayla who suffers from Retts Syndrome.  Unfortunately, Retts is probably similar to MND a number of
years ago pre IMNDA where there was little or no support to those suffering from the condition.  I hope that Retts finds
its own "IMNDA" soon.  

THANK YOU
I would like to pass on my thanks to the following people for their ongoing, help, support and inspiration:
My wonderful parents and all members of my family
Prof. Orla Hardiman and all of her team at Beaumont Hospital
Susanne, my Osteopath and all at LittleJohn Clinic
My wide circle of friends 
Marie Reavey and all at IMNDA

LIVING WITH MND

SOME OF THESE ARE:

Colm Murray, RTE Broadcaster.  RIP

Andy McGovern.  continues to be the biggest inspiration to the MND family

Stephen Hawking, Physicist

Joost van der Westhuizen,  South African Rugby Union player,

Paul Darbyshire,  Munster Rugby Fitness Coach. RIP

Paul Magee, Former League of Ireland footballer and son of RTE presenter 

and IMNDA Patron, Jimmy Magee. RIP

Paul 'O'Connor, 

Paul Lannon,

Noel Duggan,

Nicky McFadden, Fine Gael TD,

Michael Fitzpatrick, Fine Fail TD. RIP
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LIVING WITH MND

ASSOCIATION VISITOR PROGRAMME

The Association Visitor programme was officially launched at the IMNDA AGM on 7th September. 
The IMNDA first looked at developing the Association Visitor programme in 2010 as a way to provide additional
support to our client group. Following a diagnosis of MND it can sometimes be difficult for people to know where to
turn. The Association Visitor can give you the opportunity to talk about your feelings and let you know what help is
available in your area. This can help to reduce the sense of isolation some people affected by the disease can
experience. Since the inception of the Association Visitor programme we have put together a comprehensive training
programme to provide our Visitors with the skills and knowledge required to provide the best level of support to our
clients and their families. This training programme has been created following consultation with the MND Associations
in England and Northern Ireland as they run a similar programme.

All our Visitors (pictured) are volunteers who have been carefully selected and have been Garda vetted. Our Visitors
are based in the local community and usually have contact with people over the phone, via e-mail or will visit them in
their own home. The Association Visitor is there to support the person with MND and those close to them.

WHAT YOU CAN EXPECT FROM YOUR ASSOCIATION VISITOR

• Free and confidential emotional support for as long as it is required 

• Practical advice and accurate information that is tailored to meet your individual needs and at a time when  
you request it 

• Knowledge of the effects of the disease and how the IMNDA can help 

• Information about other sources of help 

• Awareness of and help to meet the changing needs of you and your family 

• Help for you and your carer(s) to identify problems as they arise and discuss with you your choices 
for how they might be managed

• Acceptance and respect of your choices and wishes
We have six visitors who have now completed their training and the Visitor service covers parts of Cork, Dublin, Mayo,
Waterford & Wexford. If you would like to be supported by an Association Visitor or would like more
information about volunteering as a visitor in the future please contact the IMNDA office on Freefone 
1800 403 403 or avp@imnda.ie 
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The IMNDA would like to express huge thanks to each individual who does something special for the
association; every penny is hugely appreciated. Your continuous support allows us to continue our vital
work. We are lucky to have so many people who support us throughout the year and unfortunately it is 
not possible to thank everybody personally, to those who aren’t mentioned here, please accept our 
sincere thanks. 

TTHHAANNKK  YYOOUU  TTOO……
A Massive thank you to Ellen Simmons and everyone who helped make her
Card Drive such a success. 

The evening raised over €2,345. Well done Ellen!

Mullingar came under siege in March – an art attack laid claim to the town!
The Brosna Art Exhibition organised by Emily Wallace was a creative
success that raised a fantastic €700. 

Thanks to Martin Tormey and Bunbrosna GAA Club. Their ‘Hunt for a Hunk’
certainly unearthed treasure!  The Hunk Hunt raised over €6,000 so we
can’t thank you enough!

The IMNDA’s 2013 Take Me Out event took place in The Workman’s Club,
Dublin 2 in April. Once again comedian Damian Clark MC’d the evening with
plenty of gags introducing the lovely ladies who were to be wooed by our 8
brave men. The male contestant’s ingenuous party pieces (we even had one
playing the ukulele!!) clearly paid off as 6 out of the 8 got themselves dates!
Thanks to everyone who came along and fully immersed themselves in the
spirit of the night!! Photo A

Many thanks to Mícheál Timoney and The Irish Club of Rome. 
The Celtic Ball 2013 was a royal affair and raised a regal €3,461. 

Sing a song for sixpence…or €1,652! That is the amount that Michael and
Bill Carney raised from their Song Contest. Thanks to all the singers who
took part and thanks again to Michael and Bill for organising the 
euphonious event.  

Sandra Smyth put on her dancing shoes in Carndonagh and her Social Dance in Hillhead Church Hall waltzed in
€2,120 for the association. Orlaith O’Connor and her sixties loving 6th Class held a “Drop Everything & Boogie”
Disco Day and raised a small fortune to the tune of €970. Bravo guys! Mary O’Sullivan and her mighty helpers held a
Dunnes Stores Bag Pack in Glanmire in Co Cork. The collection collected a pretty penny of over €800. Fidelma
Ruddy and her troops also had the same idea and collected in Tesco in Oranmore - so well done to all who helped
on the tills that day. Thanks to John Battles who gathered a group to shake buckets in the Ardkeen Shopping Centre
in Waterford. Thanks also Christy Lehane and the Friends of Kerry for their collection in Dunnes and to Patricia
O’Brien in Dundalk for her very successful collection also. 

Gaelscoil Dhún Delgan baked up a storm for their School Bake Sale. Special thanks to Áine Uí Choinne and all her
students for their super baking and fundraising. Mary Duffy’s after mass coffee morning could only be described as
scrumptious, thanks Mary for the €640. Thanks also to Claire Cooke for a coffee-tastic €300 from her coffee
morning. Mary Kelly and her group of actors took to the stage in Killalaghton Town Hall in a bid to raise money for
the IMNDA. Their play was an outstanding success and raised €1500. Golf proved as popular as ever this year, with
many of our fantastic supporters organising golf classics and charity days on our behalf. These fantastic supporters
included John Hughes. Marie Kelly held a golf classic in Galway Bay Golf Club and raised over €2,000. Thanks also
to Marie Maguire for holding the Emily Maguire Golf Classic at Baltray Golf Club - another hole in one! Photo B.

THE DIFFERENCE WE MAKE TOGETHER 
FUNDRAISING

Photo A

Photo B
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THE DIFFERENCE WE MAKE TOGETHER cont:

FUNDRAISING

Special thanks to Orlaith Keogh, Lorna English and everyone at St. Anne’s
Golf Club for their tireless efforts and enthusiasm which potted €6,200 in
memory of Michael English. Thanks also to Catherine O’Donovan who
represented the IMNDA at St Anne’s on the night. Patricia Marlborough
chose the IMNDA as her charity for a golf day and raised €300. Thanks also
to our other golfing enthusiasts; John Hughes of Grange Castle Golf Club,
Bellewstown Golf Club’s Mary Kennedy and finally Nora Connelly of the
Galway Association Golf Society in London for all their support. 

Thanks to all the newly wed couples who donated in lieu of wedding
favours. Special thanks to Maria Deasy, Colm Murray, Patricia O’Connor,
Elaine Kelly, Carolyn Gannon, Ciara and Shane Banks and Denise and
Padraig Wrenn. A massive thank you to Bridget & Tony McVeigh for their
40th wedding anniversary celebrations that raised nearly €2,700. 

Finn’s Pub was a hive of activity on the 1st of June for their Monster Shoot and Pig on Spit Barbecue. The fantastic
day raised nearly €23,000! WOW!! Everyone at the IMNDA would just like to offer our deepest thanks to Belinda
Moxley and everyone in Finn’s Pub for their Trojan efforts and generosity Photo C.

Thanks also to Joseph Wrenn and Sweeney’s on Dame Street where a music gig was held in aid of the association
and also to Brian Daly for the Paul Magee Classic Bowling Tournament that takes place every year in Stillorgan –
you certainly got a strike with €3,300 raised!

Thanks to Niamh Hanrahan for organising a Table Quiz in Accenture and for raising the tidy sum of €200.
Mastermind Kate Kelly also had her thinking cap on when she organised a Table Quiz in the Turks Head. Thanks to
all who supported!

Dance, Dinner and Dickie Bowes proved to be the recipe for success for Frank Dunne and the rest of the Rat Pack.
Their evening of swing and entertainment in Dunboyne Castle raised a golden €1,500. 

Paddy McCabe knows how to have a good time! His birthday party bash in aid of the association not only had folks
dancing until the wee hours but collected over €2,755. Thanks also to Miriam Cahill and all the staff and students in
St Joseph's GNS School; they donated proceeds from their confirmation
money to the IMNDA earning them a Golden Star from the all of us in the
office. 

Thanks again to Niamh Ní Dhrisceoil for once again organising the Cape
Clear "Gathering" Week & Charity Day. 
The event was another triumph so well done to all involved. Huge thanks to
Edel Moore and all her friends and colleagues who supported the BBQ and
Football Match at Clontarf Cricket Club raising €881. The sunshine
encouraged a host of summer activities including Noel Collins and Edel
O’Mahony also held sizzling barbeques that raised a tasty amount for the
IMNDA. 

Rosaria Lomasney went all out with her inventive Vintage Day and Clay Pigeon Shooting. Everyone had a real blast!
Thanks Rosaria. Well done to Richard Eustace and friends for the €500 from the Taghmon Horse Show in June.
We would just like to say a special thanks to Midlands 103 for choosing us to be a part of their ‘Hire a Presenter for a
Day’ Charity Drive. Thanks also to Supermacs for holding a collection for us in Tullamore and thanks to everyone
who collected or donated on the day Photo D.

Thanks again to Neil and all at Rawles Pub for their fantastic fundraising efforts once again. Their Monster Barn
Dance at Rawles Pub was a roaring triumph we can’t thank you enough! 

Photo C

Photo D
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FUNDRAISING

The Sunday Game Presenter Michael Lyster was joined in Croke Park in August by Kilkenny native Paul Lannon
– who has MND - and friends sporting their county colours to encourage others from across Ireland to abseil 100ft off
the Hogan Stand in aid of the IMNDA. Paul who is 43 and was diagnosed with MND in 2011. 

It takes a lot of courage to live with MND and Paul wants people to have a little courage and take that leap of faith on
Saturday 12th of October to raise funds and awareness for people with motor neurone disease. Michael Lyster and

good friend to the late Colm Murray is also asking for people
to support a cause close to his heart. 

Since 2009, over 200 thrill seekers have completed this
challenge with the numbers growing each year and an
outstanding €135,000 has been raised. 

If you would like the chance to wear your county colours in
Croke Park and take part in this unique challenge please 

freefone 1800 403 403 or email fundraising@imnda.ie
for more information. 

This event is in association with www.adventure.ie 

GETTING ACTIVE FOR YOUR ASSOCIATION
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FUNDRAISING

WALK TO D-FEET MND

We were delighted to launch our very first 5k
Walk to D-Feet MND this summer which took place in
the stunning grounds of Castletown House in Celbridge,
Co Kildare on a scorching hot July day. Boxer Darren
O’Neill had kindly joined the Fight against Motor
Neurone Disease to help us promote this special event
which appealed to a whole host of people.

On the morning of 20th July the sun could not have been
shining brighter as over 100 people registered at the
IMNDA HQ in front of the historic Castletown House.
Families with young children in buggies, joggers, keen
walkers and even pet dogs completed the delightful 5K
walk at their own pace walking in solidarity for people
who have MND as well as in memory of lost loved ones.
Thank you so much to everyone who took part and
helped us raise over €6000 and thanks to all our
volunteers, we (and our walkers!) would have been lost
without you. A special mention must go to Sarah
Meehan and all her colleagues from Experis and Paul &
Deborah O’Connor who travelled from Athlone for the
walk and also raised a wonderful €1,700.

The feedback has been so positive from this event and
we have already booked in for the same weekend in
2014 – watch this space, we would love to see even
more of you there next summer!!

GETTING ACTIVE FOR YOUR ASSOCIATION cont: CONT:
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FUNDRAISING

THANK YOU FOR GETTING
ACTIVE FOR YOUR ASSOCIATION!
WALKING TO D-FEET MND

There was no shortage of successful walks organised this year with the
Best Body's Boot Camp 5K in memory of Philip Quinn raising a super
€900, well done Carol Quinn and Co. Sharon Maguire’s hard work paid off,
the Mary Maguire 10k walk organised in memory of her mother raised a
wonderful €3254. Peter Stewart did a great job in enlisting the help of
Dundalk F.C for his 4k Fun Walk & Penalty Shoot Out at Oriel Park raising
a fab €475 and a superb €615 from a collection at the Dundalk v
Drogheda local derby!. A very special mention to William Higgins who
raised an amazing €1220 from The Burren Walk in June and well done to
John Walsh for undertaking the Wicklow Way Challenge.

PEDAL POWER!

As ever the wheels have been turning all summer! Thanks to the fit lads who cycled all the way from Malin Head to
Mizen Head; Martin Gilbert raised a huge €1800. Well done also to Michael Kenna for cycling from tip to toe.
Kevin McGrath and friends organised the Nenagh to Galway Cycle for the 2nd year running, well done to all who
took part.

A huge thanks must be extended to Paul Lannon, Sandra Fox and friends for their continued support. In May the
gang organised the D2K cycle, 320Km from Dunleer in Co. Louth to Kilkenny and raised a massive €12,614. 
Well done! Photo 1
The Wicklow 200 was popular this year with; thanks to Paul Sweeney and also to Paul Black who was rolling it in
with €1125!
Once again we were chosen as a beneficiary of the Cradle Cycle from Cork to Galway (thank you Niall Kennedy)
and we are very grateful to the following cyclists who took part and donated some funds to the IMNDA: 
Thank you Robert Fitzpatrick, Denis Daly, David Fitzgerald, Peter Kiely, Kate Clarke, Deirdre Conway and Dieter
Spoerri – you brought in a combined total of €1400.

“Betty Rue O’Sullivan’s motto was ‘Live Your Life’. When she was
diagnosed with MND, Betty and her family benefited beyond measure from
the help and support they received from the IMNDA”. Sadly Betty’s past
away last July and to mark the first anniversary of her death and to raise
funds — Betty’s family and friends did an extraordinary job of organising a
cycle from Ballincollig to Allihies in West Cork under Betty’s slogan: ‘Live
Your Life!’ www.liveyourlifecycle.com The O’Sullivan family should be
incredibly proud of what they achieved with over 300 participants cycling
133 kilometres from Ballincollig to Allihies in West Cork. Everyone who
took part or got involved in some way had a wonderful time on a glorious
summer’s day. A huge thank you all, your hard efforts truly paid off with a
huge €25,000 raised from the Life Your Life Cycle – WELL DONE!  
Photo 2

The East Meath Cycle Tour from Stamullen GAA club saw over 150 cyclists taking part with some cycling 50k and
some 100k! Well done John, Fintan and Eugene and everyone who took part and helped on the day – it was well
worth your efforts for €5,000!!
Thanks to Denise Doyle for organising a sponsored Cycle from Avoca Village to Hollywood and back (60km each
way). The local GAA team swapped balls for bikes for this event!
Francie Sheridan and the gang in Baileboro ran their Annual Sheridan Cycle in August and this year they well and
truly "Conquered Cavan" cycling 200km in the process, excellent job lads!

GETTING ACTIVE FOR YOUR ASSOCIATION cont: CONT:

Photo 1

Photo 2
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Ray O’Reilly did a super job of organising the Athlone to Achill Cycle 
for IMNDA and South Westmeath Hospice. Taoiseach Enda Kenny 
even got on-board cycling from his native town, Castlebar. Photo 3

ON YOUR MARKS! 
So many of you pounded the streets this summer for us including Sean
Connolly who raised €276 from the Urban Trail Series; Frances Groenwold
undertook 3 different Trail Series events and Martina McEvoy ran Mount Juliet
raising a romantic €250!
Well done to Caroline Lynch and her colleagues in ALPS (Irl) Ltd whose 8K
run brought in €185. Susan Moran Ran with Ray in Clonmel, thank you for
the €209. Limerick ladies Lisa Mardell, Lisa Roche and Tina Coen took part
in the Great Limerick Run raising a combined total of €1,466 for their efforts!
Paul O’Donovan completed the Great Ireland Run for the IMNDA too.
Well done to our Connemara Marathon runners Martin Walsh and Alan 
Power! Thanks to the ladies in the West who took part in the West of Ireland
Mini Marathon in May.  Marian Hopkins, Grace Kelly, Ann Regan and our
own nurse Fidelma Rutledge raised a combined total of €740! 
Thanks to Sinead Barry for your €100 from the Bantry Bay Run, Kevin
Farrelly for €530 from the Boyne 10K, and Joan Laharte for €330 from 
the Clare Burren Half Marathon, Brendan Galvin for €668 from the Killarney
Marathon and AnneMarie Keohane who ran the Bandon 10K.Ashling Dunney
and her gang did an amazing job taking part in Run Kildare and raising 
a humongous €2940!! Congrats to you all. Photo 4

As ever Dublin was taken over in June when thousands of ladies walked and
ran the Flora Mini Marathon. Thank you so much to all the ladies who chose
the IMNDA this year, it’s always an honour to see so many of you in our green
t-shirts! A special thank you must go to Deirdre Collins and her group from
Offaly for raising a whopping €3000!  Photos 5 & 6 & 7

Cork also took to the streets over the June bank Holiday weekend when the
Half and Full Marathons happened: Clair Blair, Mark Ryan, AnneMarie 
Keohane, Colette O’Sullivan and Breds Bridges all got involved and raised a 
combined total of €1,823!! Sincere thanks to Joy & Grace Slattery and friends
for organising the 5K Run in Fairyhouse and cake sale in June and raising a
super duper €3,500! Photo 8

Well done to Claire Dolan & Patrick O’Sullivan for their efforts in the Achill 
Half Marathon and to Cathy Murphy for completing the Achill Full Marathon
and raising around €300 and Laura McParland who took part in the 
J.P Morgan Challenge. Mary O’Reilly Sweeney, Pauline Kinsella and the 
rest of the O’Reilly family did a wonderful job of organising the Rosie Run 
5k in Loch Gowna, Cavan in July in memory of their mother Rosie to mark 
the 1st anniversary of her passing. She would have been very proud! 
Everyone really got into the spirit of the event as a huge €10,000 
was raised!!! 

A very special mention for Michael Hill who completed the Gaelforce West in
August… Michael certainly is a FORCE to be reckoned with, he raised nearly
€5000!! Photo 9 

Thanks to Declan Hilliard who also completed the challenge and raised a cool
€1,000. Well done to Eddy Lane for raising €430 from the Longford Half
Marathon.

FUNDRAISING

GETTING ACTIVE FOR YOUR ASSOCIATION cont: CONT:
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OTHER CHALLENGES

Not content with a mere  run, walk or cycle – some of our supporters like 
to take it a little further…

Well done to our very own Ironman Joseph Ritchie who completed the Austrian Ironman
and raised €988. Charlotte Vartuli completed the Maldon Sprint Triathlon and Jessica
Graham the Bassenthwaite Triathlon Relay. James Carton not only completed the
Killarney Iron Distance Triathlon he raised €4,500 in the process!! Photo 10

Thank you to Personal Trainer Rob Smyth who kindly chose the IMNDA as the charity he
wanted his Dublin City Triathlon participants to support in his Lets Train 100 campaign
which raised over €6,000! Well done especially to Shane O’Reilly and his team who 
has reached their huge target of €4000!!!
Tony Croke took getting active to a new level when he completed 2 Duathlons, 2 Sprint 
Distance Triathlons, 3 Olympic Distance Triathlons – we salute you for your achievements
and for your funds raised!!
Lorraine Curtin took it upon herself to climb Mount Kilimanjaro in August for the IMNDA,
no easy feat and Charles Esaw bravely took on the Kerrys 3 Peaks Challenge with his
fundraising peaking at a dizzy €864, well done!! 
There’s a long record breaking history of Pump Pushing within the Dublin Fire Brigade
and the 2013 Pump Push generated wide participation across all watches, ages, ranks
and levels of fitness who joined up for this team relay challenge. At 10pm on Wednesday
31st July, the DFB set off from the Pavilion Shopping Centre in Swords, Co Dublin and
pushed the half tonne pump to the opening ceremony of the World Police and Fire Games
in Belfast, in approximately 16 hours!! We are so thankful to Declan Rice and everyone 
who took part and got involved. As well as the funds that were raised, an
awful lot of publicity was generated too! All proceeds are going towards the
IMNDA, Suicide or Survive and Canteen Ireland. Well done and thank you to
you all. Photo 11

Jumping out of a plane is as popular as ever even amongst 81 year olds!! 
Yes our Tipperary Skydivers  took to the skies in June  with over 20 in the
group including Fran Sheehan who proved you’re never too old to skydive! 
The group’s efforts have raised an incredible €10,000!! Well done to 
Anita Norris, Niamh & Aoife Hanrahan and Co! Photo 12

David Stevens also took to the skies this summer raising a 
tremendous €1364!

MORE UNIQUE WAYS TO ACTIVELY FUNDRAISE!
Niamh Nic Aodha got into the rhythm of things with her Zumbathon in
Knockbridge Parish Centre, with €525 been raised in total. Pat Mooney and
friends organised the Ballyouskill Sponsored Horse Ride choosing the
IMNDA as the beneficiary for this year. We are delighted you did and thrilled
with the €5610 raised! Caroline Mallon put all her ‘Energie’ and then some
into the Energie Fitness Sunflower Swimathons in August. It all started at 
the gym in Swords and then another 4 Energie Fitness centres got on board
and swam like mad for the IMNDA. Thank you Caroline and well done to
everyone for raising approximately €2000. Here’s to next year!! Photo 13

THE VERY BEST OF LUCK TO ALL OUR ACTIVE FUNDRAISERS WHO
ARE TAKING PART IN THIS AUTUMN’S CORK WOMEN’S MINI
MARATHON, DUBLIN HALF MARATHON AND DUBLIN 
CITY MARATHON TO NAME BUT A FEW!!!

FUNDRAISING
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MND GLOBAL
AWARENESS
CAMPAIGN 

DRINK TEA 
FOR MND!

June 2013

A fter we kicked off Drinking Tea for MND in style
this year in Trinity College on 12th June (please see
News & Research section) our supporters whole
heartedly followed suit. Kettles were boiled and cakes
were baked at over 40 different tea events across Ireland
to mark MND Global Awareness. Thank you to Joan
O’Reilly in Cavan who held a tea day at work raising
€268.85 in memory of former friend and colleague John
Blessing from Co Leitrim. Also in Cavan, Catherine
Reynolds did a great job of raising €520.

The Allied Health Professionals in Beaumont Hospital
were in-undated with cakes baked by colleagues in
departments all around the hospital. Between the cake
sale and raffle a truly wonderful €2,136.09 was raised!
Also in Dublin, Naomi Meijer’s event brought in over
€1300, whilst Helen Kelly and her colleagues at
Matheson somehow managed to raise a WHOPPING
€5,683, wow!!! Thanks to Ursula Lewis and all at Merrion
Cricket Club whose delightful tea morning raised over
€940.Thanks also to Maura Frankland, Claudia
Fonteyne, Jane Murphy, Selina Callaghan, Fiona
McCarthy and Lyn O’Doherty for their events.

Annette Lynagh generously invited guests into her
Ballinasloe home again this year and with the help of
Eileen Darcy the tea morning raised a huge €2310! Anne
Marie Kenny and family raised a hugely successful
€1,600and Rosie McHale and the ICA in Mayo’s event
raised €420. From West to East. thanks to Sean Radford
in Wexford for his tea event in Kilmore Community Hall
that brought in a super €1183 and thanks also to Michelle
Barry and family in Waterford. Louth & Meath certainly
didn’t let the side down; Sinead Langton Greene’s event
at home in Donore raised €1068, Mags Nugent brought
in €681 in Drogheda, Peter Stewart raised a fantastic
€760 in Muirhevna Mor, Elizabeth Nuzum’s event raised
€1250 in Clonee, Breda Smith got €541 from the people
of Kells and Kate and Ann Traynor raised €400 in
Bettystown.

Cork proved that when it comes to tea drinking they’re
pretty good at it...Liam O’Brien raised a tea-tastic €1000
in Togher, Lynda O’Donoghue and her sister Yvonne took
over the Maritime Hotel in Bantry holding an event in
memory of their mom Nuala McCarthy and managed to
raise a huge €1,700!! Claire Humphries opened up her
home and invited people to tea; they generously donated
a total of €1,712! Thanks also to David Healy and Olive
O’Brien for their events.

In the Midlands, Patricia Connolly opened up her Carlow
garden and received donations totalling €325, Pauline
Breslin encouraged people to drink tea at work in
Longford and Carmel and Daire invited people to drink tea
in the Grand Hotel in Moate. Thanks guys!

Finally, well done Cathy Farrell for your hugely successful
tea event in the Scout Hall in Monaghan - €2382 raised
fantastic!!

As well as these wonderful tea days which have brought
in over €31,000; people who have been affected by Motor
Neurone Disease bravely spoke to their local media up
and down the country to raise awareness. We’d like to
take this opportunity to thank: Jonathan & Emma
Fitzpatrick, Noel Noonan, Gabrielle McFadden, Martin
Kelly, Orla Roe, Prof. Orla Hardiman, Sean Radford, Eoin
Kerin, Fran Sheehan, Paddy McCabe, Frank Donnelly,
Andy McGovern, Sue and Stuart Fensom and our own
nurse Eithne Cawley who all did their bit by talking on
radio to a journalist.
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EDITORS DESK

The IMNDA would like to take this opportunity to
warmly welcome our new CEO Aisling Farrell. Aisling
joined the Association in May bringing a wealth of
experience from the not-for-profit sector both nationally
with Epilepsy Ireland and internationally with Children in
Crossfire. With extensive practice in development
strategies, leadership and management, Aisling is sure to
be a great asset to the IMNDA. 

Thanks must be extended to Larry Joyce, our former
Manager who came back to lend a hand temporary from
January to May of this year. Your help was invaluable as
ever Larry and we wish you well for the future. 
Keep in touch!

We would also like to welcome Fundraising & PR 
Co-ordinator Derbhla Wynne back to work after her
maternity leave; it’s great to have the fundraising team

IMNDA STAFF UPDATES

at full quota again! Whilst Derbhla, Gemma, Maeve and
Marie are getting the funds in; Tracy, Denyse and our
nurses Fidelma and Eithne are busy with the most
important job of delivering services to our clients. 

The IMNDA is delighted to welcome Dr Aisling Ryan
as our new Medical Patron. Dr Ryan has taken over as
Medical Patron from Professor Niall Tubridy and is a
Consultant Neurologist/UCC and Clinical Senior
Lecturer at Cork University Hospital. Dr. Ryan
established and runs the multidisciplinary motor neurone
disease at Cork University Hospital, is Chair of the
Neuroscience Division at CUH and Vice-Dean of the
Irish Institute of Clinical Neuroscience (IICN).

NEW WEBSITE

The IMNDA is delighted to announce that we will be
launching a brand new website over the coming months.
As well as having an overall more professional look and
feel, the website will be much more in keeping with our
branding and themes. More importantly the site will be
easier to use, navigate around and will be more
interactive. Families affected by MND, supporters,
corporate donors, healthcare professionals, the media
etc will be able to access comprehensive relevant
information as required. We hope you like it! Please
watch this space – www.imnda.ie

EDITORS DESK

NEW CEO

NEW MEDICAL PATRON
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The IMNDA Shop
supporting us is even easier!

Christmas Cards:

YOUR LOVED ONE LIVES IN YOUR HEART

MANY TENDER MEMORIES SOFTEN 

YOUR GRIEF,

MAY FOND RECOLLECTION BRING 

YOU RELIEF,

AND MAY YOU FIND COMFORT AND PEACE 

IN THE THOUGHT

OF THE JOY THAT KNOWING YOUR LOVED 

ONE BROUGHT…

FOR TIME AND SPACE CAN NEVER DIVIDE

OR KEEP YOUR LOVED ONE FROM 

YOUR SIDE

WHEN MEMORY PAINTS IN COLORS TRUE

THE HAPPY HOURS THAT BELONGED TO YOU.

Helen Steiner Rice

IN REMEMBRANCE

Spread a little bit of IMNDA festive spirit this
Christmas by purchasing a pack of our charming

Christmas cards with brand new designs! 

The cards are €10 per pack of 12 cards 

(including postage) and each pack has 6 different
designs (2 of each design).  

Buying a pack and sending our cards is a 
simple and effective way for you to help us 

raise awareness. 

Please fill in the order form enclosed with 
your newsletter and return to the IMNDA

or freefone 1800 403 403.

Eileen Kendall
Bernadete Carey

Edward Lynch
Henry Armitage

Mary Allen
Marcella McDonagh

Richard Clare
PJ Brophy

Dan O'Rourke
Josephine Kelly

Colm Murray
Billy McGowan

Ita Rattray
Gene Raftery

Laurence Walsh
Peggy Murphy

Julie Fox
Margaret Coyle

Sue Fensom
Patricia Heeney

Bernadette McGrath
Eamonn McDonagh

Richard Graham
Irene Zaidan
William Wright
Mary Waldron
Conor Harty
Liam O'Doherty
John Fallows
Padraig Feehan
Eugene Donlon
John Blessing
John Reilly
Bernie Devers
Margaret O'Malley
James Sheils
Peter O'Suillivan
Michael McGough
Joseph Gorman
Mary McKeown
Martin Carey
Peter McDonnell
Michael Gibbons
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FFOOOODD  FFOORR  HHOOPPEE  RREECCIIPPEE  BBOOOOKK!!

The perfect present for your friends and family this Christmas!
Food for Hope is a book of recipes donated by your favourite Irish celebrities and
enlivened by their accompanying anecdotes. We hope you enjoy the book and the
mouthwatering photographs that complement the content throughout and that you
sample some of the recipes. Many wonderful people have contributed to Food for
Hope, all sharing the goal of supporting the IMNDA. The book is only €20. 
If you are interested in selling ‘Food for Hope’ in your workplace we would be more than happy to

arrange delivery of books to you.  The book would also be the perfect corporate gift for 

this Christmas. 

IIMMNNDDAA  PPEERRFFOORRMMAANNCCEE  TTOOPPSS

If you are taking part in a marathon, triathlon, cycle etc
then this top is for you! Just Cool's own Neoteric textured
fabric with inherent wickability self-fabric taped back neck.
Weight: 140gsm and 100% polyester. All tops are kelly green
and branded with the IMNDA logo and 'Motor Neurone
Disease'. €10 each including p & p, suitable for men and
women and available in the following 
sizes: XS (34") / S (36") / M (40") / L (44" / XL (48")

IMNDA
Wristbands /Keyrings /Pens

Funky green loop keyrings, cool 
Fight Motor Neurone Disease green
wristbands and stylish green pens, 
all on sale now for the special of just
€2.00 each including postage and 
packaging. It’s a very simple way 
of spreading awareness of Motor 
Neurone Disease. 

ANDY MCGOVERN’S BOOKS
“MND may ravage your body but it can never reach your soul, 
your fighting spirit, or the love that fills your heart”

Against the Odds – Living with Motor Neurone Disease is an inspirational
biography by Andy McGovern and costs just €15.00 including postage 
and packaging. To place your order for any of our merchandise, please 
fill out the below as clearly as possible and send it to our office at:

IMNDA, Coleraine House, Coleraine Street, Dublin 7 with your payment 
(please do not send cash in the post), freefone 1800 403 403 or 
purchase from our online shop at www.imnda.ie

THANK YOU FOR YOUR SUPPORT.
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IMNDA 
SHOP ORDER FORM
supporting us is even easier!
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