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A Note from
our CEO
On behalf of the IMNDA, I would like to welcome you to the
second Edition of the Connect Magazine for 2016. We have
had a very busy summer and launched our annual Drink Tea
Campaign in June which featured the inspirational Andrew
Brennan. We cannot thank Andrew, Yvonne and their family and
friends enough, for sharing their stories with the aim to create
more awareness and much needed funds to support other
families that are facing similar journeys.
We are currently in the midst of planning the 27th International
Symposium on ALS/MND which will take place in the Convention
Centre from the 4th – 9th December 2016. The International
Symposium is the largest medical and scientific conference on
MND/ALS.
There will be an Ask the Experts session hosted on the
afternoon of the 5th of December and this will be specifically
for people living with MND and their families. To date we have
two very high profile speakers Dr. Jeremy Shefner and Prof. Jan
Veldink who will be presenting at the Ask the Experts afternoon.
The last few months in the charity sector have been challenging
with all of the negative media around certain charities. However,
it is imperative that generalisations are not made about
governance in the charity sector based on particular cases.
The IMNDA provides essential services, which are not provided
elsewhere, for our MND families, and I can ensure the public
that the funds are spent accordingly which can be seen in all
of our published accounts. Without the generosity of the public
we would not be able to provide our vital services. I thank you
for standing by us so far and hope that you please continue to
support people with MND.

Aisling Farrell
CEO
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Diary Dates Do Something Special in 2016
th
Croke Park Abseils
08
	Hogan Stand, Croke Park Stadium, Dublin

OCT

8th October 2016 (back up date 15th October)

30

th
	DUBLIN
CITY Marathon
	Dublin City - 30th October 2016
www.sseairtricitydublinmarathon.ie

OCT

th
limerick women’s mini Marathon
30
	Limerick City - 30th October 2016

OCT

26

www.limerickminimarathon.ie

th
	Memorial
Service

NOV

Capuchin Friary, Church Street, Dublin 7
26th November 2016 @ 12pm

th
Ask the experts - international alliance open seminar
05
	Dublin Convention Centre, Spencer Dock, North Wall Quay, Dublin 1

DEC

	Monday 5th December @ 2pm

th
Annual grand raffle draw & christmas coffee morning
14
	Richmond Room, Carmichael House, North Brunswick Street, Dublin 7

DEC

Wednesday 14th December @ 11.30am

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.

Irish Motor Neurone Disease Association
Coleraine House, Coleraine St, Dublin 7.
Freefone: 1800 403 403 Fax: 01 873 1409
Email: info@imnda.ie
www.facebook.com/irishmnd2011
@IMNDA

IMNDA Bank Account details:

Disclaimer

‘Motor Neurone Disease Association’
AIB, Capel Street, Dublin 1

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.

Sort Code: 93-13-14 Acc No. 07725002
IBAN: IE32 AIBK 9313 1407 7250 02
BIC/SWIFT: AIBKIE2D
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News & Research
AGM / Patient & Carer Weekend Galway
In September of this year, the IMNDA’s AGM, Annual Conference and Patient & Carer weekend took place at the Clayton
Hotel in Galway. The event was well attended 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 2015.

Following the formalities of the AGM, we
were then treated to a very interesting
conference MC’d by the IMNDA’s board
member and Newstalk Presenter
Jonathan Healy which featured a variety
of speakers.
First up was Aisling Farrell, the IMNDA’s
CEO. She welcomed everyone to the
conference and thanked people for their
generosity and support throughout the
year.
We were then treated to an in depth
account of the workings of the
Multidisciplinary MND Clinic in the
Galway University Hospital by Speech &
Language Therapist Fiona Rodgers.
She started by explaining the important
role of the Multidisciplinary team in
the clinic and their role in patient care.
Research has shown that by interacting
with a Multidisciplinary team helps
you live better, and maybe longer, with
MND. It has also shown that the health
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professionals can give you better care
and advice when they are knowledgeable
about MND and have a coordinated,
multidisciplinary approach to care. It allows
the medical team to ensure maintenance
of quality of life despite deterioration in
strength and function. Both MND patient
and professional are better informed and
approaches to care can be individually
tailored as changes in patient wellbeing are
more closely monitored.
The clinic was launched in 2011 and has
grown from initially seeing only 8 – 10
patients a year to now looking after over
30. They have a dedicated team which
includes a Neurology Registrar, Advanced
Nurse Practitioner, a Physiotherapist, an
Occupational Therapist, Speech & Language
Therapist, Dietician, Social Worker and our
IMNDA Nurse. In this specialist clinic you
will be reviewed by all members of the MDT
team. Regular appointments are offered
(3-monthly) and you are provided a single
point of contact. This point of contact is the

News & Research
Neurology nurse and
she also operates
a support phone
service. The team also
provide updates to
your GP.
To get in touch with
the team in Galway
please contact Teresa
Leahy on 091-542878.
Next up was Marian Mahon who is the National Carers
Support Manager from Family Carers Ireland. The title of her
presentation was ‘Supports for the Family Carer’. The main
areas that Marian covered were:-

Carers Allowance
Carer’s Allowance is a payment to people on low incomes
who are looking after a person who needs support because
of age, disability or illness (including mental illness).

Carers Support Grant
(formerly the Respite Care Grant)
The Carer’s Support Grant is an annual payment made to
carers by the Department of Social Protection. Carers can
use the grant in whatever way they wish. You can use the
grant to pay for respite care if you wish, but you do not have
to do so.
In June of each year (usually on the first Thursday of the
month), the Department of Social Protection pays the grant
automatically to carers getting Carer’s Allowance, Carer’s
Benefit, Domiciliary Care Allowance from the Department.
Only one Carer’s Support Grant can be paid for each person
receiving care.
If you require further information on any of the above
payments or indeed any other payments that you think you
may be entitled to, please contact their National Freephone
Careline on 1800 240 724.

If you qualify for a Carer’s Allowance you may also qualify
for the household benefits package (if you are living with
the person you are caring for) and a Free Travel Pass. The
Carer’s Support Grant is automatically paid to people getting
Carer’s Allowance in June of each year. Carer’s Allowance
is not taken into account in the assessment for a Medical
Card.

Half Rate Carers Allowance
If you are getting certain social welfare payments and you
are providing full time care and attention to another person,
you can keep your main social welfare payment and get
half-rate Carer’s Allowance as well. If you were getting
another social welfare payment before claiming Carer’s
Allowance, you may have your original payment reinstated
and also get half-rate Carer’s Allowance.

Carers Benefit
Carer’s Benefit is a payment made to insured people who
leave the workforce to care for a person(s) in need of fulltime care and attention. You can get Carer’s Benefit for
a total period of 104 weeks for each person being cared
for. This may be claimed as a single continuous period
or in any number of separate periods up to a total of 104
weeks. However, if you claim Carer’s Benefit for less than
six consecutive weeks in any given period you must wait for
a further six weeks before you can claim Carer’s Benefit to
care for the same person again.

Next Gemma and
Maeve gave a
special presentation
to Andrew Brennan
who was the face
of this year’s very
successful Drink
Tea for MND. The
campaign raised
nearly €150,000
and this was largely
thanks to Andrew.
Aisling presented
him with a little token to say thank you for his tireless work
this June and hope we haven’t put him completely off tea
altogether. Thank you Andrew!!!
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Our final speaker
was Prof Orla
Hardiman and she
gave on overview of
where her research
team is currently
concentrating their
efforts on and What
We Need to Do to
Find Drugs for MND
That Work.
She spoke about the
great collaborations
that her team are
doing internationally
and how scientists
are beginning to understand a bit more about the genetic
side of MND, thanks to funding and awareness from the
Ice Bucket Challenge. She spoke about the importance of
the registrar and how looking at peoples family tree has
provided pivotal insights.

For more on these presentations please email:
services@imnda.ie
After the conference talks were over, Tracy Hutchin
presented the Silver Pin Recognition Awards to people
who contributed to the IMNDA over the last year. The
association couldn’t function without the fantastic support
received 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. Awards were given to
Bernie Wallace, Bertie Conlon, Teresa Kelly, Patricia Greally,
Monica Thornton, Gabrielle McFadden, Aine McFadden,
Aideen Doyle O’Donoghue, Noreen Quirke and Patricia
Greally. These people truly went above and beyond for the
IMNDA in 2016.

Prof Hardiman discussed the high prevalence of
Neuropsychiatric Diseases in the family history of
people with MND. These diseases include conditions
such as Schizophrenia, Obsessive Compulsive Disorder,
Autism and Bipolar Disorder. It has been observed that
neuropsychiatric conditions can occur with higher than
expected frequency among some MND families. This
observation implies that the genetic basis to some forms of
MND is shared with some forms of psychiatric disease.
She also spoke about the neuropsychology of MND and
dealt with the behavioural and cognitive changes that
can often affect people living with MND. She said that
there are three categories of MND patient – people who
experience no thinking problems, people who experience
mild thinking problems and people who experience severe
thinking changes.
Moving forward her team aim to engage in best practice
in the MND clinic & develop innovations in clinical
management that improve the patient journey. To continue
to identify subgroups of MND that help to understand the
condition and that are important for clinical trials and to
develop novel technologies that can be utilized as markers
of disease onset, subtype and progression. It is hoped
that further study of the genetic makeup of MND and
neuropsychiatric diseases combined with information from
the registrar will identify new pathways from which new
drugs could be developed to slow disease progression.
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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.
The evening entertainment resumed later that day when
everyone spruced themselves up and met at a drinks
reception followed by a delicious 3-course meal. Following
dinner we had a lively Table Quiz and then were treated to
some swing music.
Thanks to everyone for making it such a memorable
weekend. We hope you enjoyed it, see you next year!

News & Research

International Symposium on ALS/MND &
International Alliance Meeting 2016
27th International Symposium
The key to defeating MND lies in fostering strong
collaboration between leading researchers around the
world, and sharing new understanding of the disease
as rapidly as possible. This was the MND Association’s
rationale behind the creation of the International
Symposium on ALS/MND.
The symposium is the largest medical and scientific
conference specific to MND and is the premier event in
the MND research calendar for discussion on the latest
advances in research and clinical management.
Each year, the symposium attracts over 800 delegates,
representing the energy and dynamism of the global MND
research community.

“The best aspect was the sense
that so many good minds are
working on MND”
This meeting of minds is being held in Dublin this year in the
Convention Centre between the 7th & 9th of December. This
meeting is arranged to learn of best practices and current
research around the world and hoped that this will further
our international drive to one day see a world free of MND.
Another aspect to this assembly is the 14th International
Alliance Meeting. This meeting has aspects for which the
general public and health professionals can attend. Here is
all the information you need to know:
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14th International Alliance Meeting
The Annual
Meeting of the
International
Alliance of
ALS/MND
Associations brings together ALS/MND associations
from around the world to share initiatives and develop
strategies for fighting ALS/MND and serving people who
live with the disease. Attendance is encouraged for all
Alliance members, and people living with ALS/MND are
welcomed as participants or observers.
As Aisling mentioned in her CEO note, the Ask The Experts
session is organised by the IMNDA and takes place on
the 5th of December between 2pm and 4pm.This is an
open session for everyone to attend. Already confirmed
to present is Dr. Jeremy Shefner who will speak on current
clinical trials for MND and Prof. Jan Veldink, whose
speciality is Project MinE and the new genetic discoveries.

For more info on these sessions please see www.imnda.ie
or come along on the day.
Following this, on Tuesday 6th of December Health
Professionals are encouraged to attend the Allied Health
Professionals Forum. This all day seminar costs £100.
This is focused on practice and experience for health
professionals in the care and support of people living with
ALS/MND. During the Forum, health professionals from
around the globe come together to share their practical
knowledge and experiences, with a mission to improve the
quality of care for people living with ALS/MND worldwide.
The day boasts a jam packed schedule starting at 8.30am
and closing at 4.40pm. A whole host of esteemed guests
will speak on a broad range of topics from voice banking
to palliative care and issues around carer burden. The
schedule is now live on our website www.imnda.ie
To register please visit:
www.mndcommunity.org/APFregistration

Public invitation for The ALS Association and Prize4Life ALS Assistive
Technology Challenge final event

While recent years have shown an unprecedented rate of
technological development, breakthrough technologies
were very slow to reach and affect the lives of disabled
individuals who need it most. One such area of great
unmet need is assistive technology for communication. For
people living with ALS who struggle with, or are completely
unable to communicate in any other way, technology
can be transformative. To address this need, The ALS
Association and Prize4Life joined forces to hold the ALS
Assistive Technology Challenge. The challenge invited
researchers, technology experts and entrepreneurs to
submit ideas for novel communication solutions for people
living with ALS and compete for a $400,000 prize awarded
to the best project. The challenge aimed to find new
communication solutions that were innovative, efficient
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above and beyond currently available solutions, easy to
use, cost effective and adaptable for patients in different
disease stages. The top projects were selected by a review
panel of experts from industry, business, clinical practice
and people living with ALS, and participants were asked
to prepare prototypes of their product. The prototypes
for these novel ALS communication solutions will be
presented and a winner selected at the challenge’s final
assessment event that will be held on December 5, 2016
at the Dublin Conference Centre. We invite all members of
the ALS community, including patients, caregivers, family
members, researchers and clinical professionals to attend
the event’s open forum, to personally experiment with
the presented
prototypes and
give feedback
that will help
select the
winning project
and influence
the face of ALS
assistive communication field in the years to come.

The ALS Assistive Technology Open Forum will be held on
December 5, 2016 between 12:00-3:00PM, at the Dublin
Convention Centre (Liffey Meeting Room 2) located at
Spencer Dock, North Wall Quay, Dublin 1, D01 T1W6.

News & Research

An information evening for
the public about bereavement
with guest speaker

John McAreavey

(Michaela
Foundation)
information
evening for
An
the public about bereavement
with guest speaker

John McAreavey
(Michaela Foundation)

November is traditionally a month for remembrance. This
Irish Hospice Foundation event aims to provide information
about grief and the range of supports available to bereaved people.
November
month
for remembrance.
Thisfree public event:
Membersisoftraditionally
the publica are
invited
to attend this
Irish Hospice Foundation event aims to provide information
about grief and the range of supports available to bereaved people.

Talks

rd

Thursday, 3 November 2016
5.30pm - 8.00pm
rd
Thursday,
3
November
2016Fenian Street
Alexander Hotel,
41-47
5.30pm - 8.00pm
(off Merrion
Square),
Dublin
2.
Alexander
Hotel,
41-47 Fenian
Street
Members of the public are invited to attend this free public event:

(off Merrion Square), Dublin 2.

*

Video
Talks
*
Video

*
Information

hosted b

*

Information Stands Volunteer Bere
hosted by

Support Ser

Volunteer Bereavement and Profess
will Support Services

The evening will open at 5.30pm with a formal introduction. There
Therapeutic S
also be an opportunity to chat to voluntary bereavement support services and Professional
The evening will open at 5.30pm with a formal introduction. There will
about the supports they provide. During the evening John McAreavey will
Therapeutic Services
also be an opportunity to chat to voluntary bereavement support services
address
gathering
and speak
onthe
theevening
themeJohn
‘Living
with Loss’.
about
the the
supports
they provide.
During
McAreavey
will
address the gathering and speak on the theme ‘Living with Loss’.

If you have any queries or would like further information please contact

If you have any queries or would like further information please contact

Iris Murray, Irish Hospice Foundation,

Iris Murray, Irish Hospice Foundation,
4thFloor,
Floor,Morrison
Morrison
Chambers,
32 Nassau
Street,2. Dublin 2.
4th
Chambers,
32 Nassau
Street, Dublin
Telephone:
0101
6793188
Fax: Fax:
01 6730040
Telephone:
6793188
01 6730040
email: iris.murray@hospicefoundation.ie
email: iris.murray@hospicefoundation.ie
website: www.hospicefoundation.ie and www.bereaved.ie

website: www.hospicefoundation.ie and www.bereaved.ie

* Tea/Coffee will be served throughout the evening

* Tea/Coffee will be served throughout the evening
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Research Update
The Irish MND Research Group at Trinity College Dublin,
led by Prof. Orla Hardiman, has helped to discover new
genes that shed light on the underlying causes of motor
neurone disease. Two papers were recently published
in leading journal Nature Genetics by researchers from
Project MinE, a large international initiative aiming to find
the genetic causes of MND.
In the first paper, a new gene called NEK1 was found by
studying DNA from over 1,000 ALS families, including Irish
samples. This was confirmed by analysing a further 13,000
patients and was found in ~3% of cases. NEK1 is known to
have an important role in neuron function. Dr Kevin Kenna,
an Irish researcher who trained with the MND Research
Group in Trinity and who is now based in the University of
Massachusetts and is lead author of the paper said:

“Genetics is expensive and a very
significant proportion of this work was only
possible because of ice bucket donations.
Now that we’ve discovered NEK1, our next
steps are to study exactly how it triggers
the disease and to use it to test out new
drugs and experimental therapies.”
In the second paper, a large team including the Trinity
Group, and led by researchers in the Netherlands and
London, conducted the largest-ever MND genetic analysis,
which brought together the efforts of over 180 scientists
from 17 different countries. Using DNA samples donated by
over 12,000 patients with MND and by over 23,000 healthy
individuals, millions of common genetic variations were
compared between MND patients and healthy individuals
to help to understand what genetic variation may cause
the disease. The new study pointed the scientists towards
three previously-unknown genes and helped scientists to
understand how genetics contributes to MND.
Dr Russell McLaughlin,
a geneticist and a
lead investigator in the
MND Research team
at Trinity College is one
of the main authors of
the study. He said:
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“Some diseases, like schizophrenia,
appear to be caused by the added effects
of thousands of genes commonly seen in
the population, each of which could not
cause the disease on its own. With many
types of MND, it seems that a similar
mechanism may be at play, but the genes
that add up to cause the disease are much
more rare.”

This apparent rarity of genes that cause MND means that
scientists are now tasked with conducting even larger and
more fine-grained studies to uncover the remainder of
what causes the disease. The Irish MND Research Group at
Trinity College Dublin, along with colleagues in many other
countries, will expand the search beyond common genetic
variation to include genes only seen in a small number of
people, like NEK1. This will be done as part of the Project
MinE initiative.
In Ireland, Project MinE is a Science Foundation Ireland and
crowd-funded initiative that will examine the full DNA profile
in over 1,000 Irish individuals as part of a large international
collaboration. By working together to fund the sequencing
and analysis of thousands of DNA samples, Project MinE
aims to determine all of the genetic causes of MND, which
is an important step towards understanding the disease
and developing effective therapies. More information about
Project MinE can be found at :
www.projectmine.com/country/ireland.

Living with MND

Living with MND
Living with MND - One year on by Seamus Kennedy
Over the coming weeks and months I sank down into
one Big Black Hole with feelings of unimaginable despair,
anger, why me and my family, guilt and regrets and to
say I thought of every possible way, and I mean every
possible way, for me to deal with MND would be an
understatement. Looking back those weeks and months
are just a complete blur.

I joined eircom Ltd in 1983 as a mechanic and
moved into a clerical role two odd years later
and shortly after that took up the role of training
and staff development, a role which I was passionate
about.
With changes and outsourcing within the group, in 2014 I
was redeployed as a Field Technician to resolve line and
particularly broadband and e-Fiber faults. While the role
was physically challenging I thoroughly enjoyed it, but it
helped me to decide to retire at 60 and enjoy life while we
still had good health.
Even though I have been physically active throughout my
life, at 56, I was starting to have small issues with my neck
and left arm/shoulder and to a lesser degree my right arm/
shoulder.
Initially it was thought that I had torn ligaments in my
shoulders due to my role as a Field Technician. My GP
referred me to a shoulder specialist who, as a precautionary
measure referred me to a Mr. C, a neurologist. Mr. C
wanted a second opinion from Prof Hardiman. The referral
to Prof Hardiman did not raise alarm bells for me at the
time. The time from seeing my GP to seeing Prof Hardiman
was only a few weeks.
This all changed on the 3rd March 2015 with Prof Hardiman
diagnosing Motor Neurone Disease (MND) as the primary
cause of my shoulder issues. It was a diagnosis that neither
myself nor my wife Breda saw coming, and numbness and
feelings we felt that day, and subsequent days after ,have
never been experienced before nor do we want to feel
again.

As I emerged from that Big Black Hole, slowly I became
aware of what I had going for me, the support from family
and particularly the friends and work colleagues we have.
Yes, as a grown man I have cried all the tears I can and
there are no more tears left, (and hence a wet summer last
year!) and now my mantra is:

“It is as it is, there’s nothing I
can do about it”
Looking back I believe it is a psychological process I myself
and only I could go through to get my head around a MND
diagnosis not just for me but for my family.
In the last year so many things have changed for us. I lost
my mother-in-law, Kathleen who was really a friend and
confidant. I’ve retired from eircom; I took a step back from a
lifelong love of cycling, reduced my physical involvement in
my local community and gave up my front line activities with
the Waterford Unit of the Order of Malta Ambulance Corp
(OMAC).
I’ve always wanted to go Medjugorje and last October
MND made it happen. People talk about the miracles, and
they come in many different forms. For me, my miracle of
Medjugorje was that spiritually I got a lot from there, and
also an acceptance of MND.
This year my unit of OMAC are taking me to Lourdes, a trip I
was really looking forward to, not just for the visit and to see
Lourdes, but also to meet colleagues from other units of the
Order of Malta.
I will never be able to beat MND, but I will do what I
probably do best and that is to adapt to it. I use a Bluetooth
device that permits me to use the mobile, a smaller more
manageable keyboard from a PC. This article (using a
friend’s laptop) has been done using software that converts
speech to text.
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I really do appreciate the way friends and family, work
colleagues and particularly my wife Breda, daughter
Roseanne and son Eoin are there to support me, and no it
wasn’t an easy time for them.
Yes, there are days it is very hard to live with MND and
by my mantra which is OK too, but I look around and see
how lucky I am and see my glass as being half-full and not
half-empty. I am particularly lucky to have the family I have
and the changes they, but particularly Breda had to make to
adapt to MND so much more and in so many different way
than I have had to. Without Breda I shudder to think where I
would be now.
So yes, for us as MND sufferers it’s a sh*t diagnosis that
robs us of our dignity, independence and so much more,
but MND has a bigger impact on our family, on our wives,
husbands and partners.

In the early days after diagnosis, I was asked “what do I
want Breda, Eoin & Roseanne to remember you by, the
person full of anger with MND or what?”
To quote Prof Hardiman:

“You are still the same person going
out of here that came in, except now
you know what’s wrong with you”
Prof Hardiman has a wonderful team working with her,
including the researchers. As a team interacting with so
many patients in the clinics, it must also be very hard on
them as they are at the end of the day only human, like
ourselves. So to the team and researchers I can only say
“Thank you” for your time and understanding at the clinics.
To the IMNDA Team a big “Thank you” to you also.
The IMNDA Team has been extremely supportive once we
contact them. The patient folder we still find extremely useful
and use as a reference as we go along. To be reviewed.

Breda’s role has changed from being a wife, partner, friend
and confidant to now also being a carer, my full-time carer.
Breda now has to shower me, wash me, shave me, dress
and undress me, pick me up when I fall and in the very near
future feed me along with everything else I no longer can
do.
So yes, it is not just us with MND, but our partners who also
lose their dignity independence, and so much more with us.
With Eoin who is still in college and at home, our roles and
relationships have changed in that I can no longer use my
hands. It’s fair to say while I have the knowledge (most of
the time!), Eoin has the hands, so between us both we will
get the job done and we both learn from each other in the
process.
For Roseanne who is teaching in the UK it’s a lot harder for
her. When she comes home, she sees the biggest physical
change in me, which I’m very conscious of. With her away
it is a lot harder to work on these things than if she was at
home. As parents I believe we always have time for children
no matter what age.
Roseanne is a very special young woman (Daddy’s girl) as is
Eoin a very special young man.
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As people are not generally aware of MND, it can be hard
on them as they don’t know what to say to you or do for
you. I have found when you ask somebody “would you
mind helping me with this, as I have some shoulder issues
please”. Response is “yes no problem is there anything
more we can do for you”.
And when people wonder why I can have such an outlook,
I just look around and see how lucky I am compared to
others, see what I have going for me and know that my
glass is half full and not half empty.
To;
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Breda,
Roseanne,
Eoin,
Kathleen,
Family,
Friends
Work colleagues,
my various HSE Community Care Teams,
IMNDA Team,
Prof Hardiman and her teams,
‘the comm-a-tee’,
Eigse Players
Kilmacow Community & Groups,
and everybody else that is not mentioned here by name

Go raibh mile maith agat for all your help and support.
This is dedicated to you Breda, Roseanne & Eoin
you’re special.

Living with MND

Wheelie Me – Still Me! by Sharon Friel
Many of you will be familiar with Sharon Friel as she has featured in
previous editions of our IMNDA Connect Newsletter. Sharon Friel is 42
years old from Donabate in Co. Dublin. She was diagnosed with MND
in 2012. Since her diagnosis, sadly Sharon can no longer walk and is
confined to a wheelchair. She can no longer speak and communicates
mainly with the use of a communication aid. She lives at home with her
husband Conall and her 8 year old son Senan. She has recently taken
to writing a blog “Wheelie Me – Still Me”. Below we have selected a few
posts to share with you. For more on Sharon’s blog please see:
https://sharonfriel.wordpress.com/

May 20th - Debut Blog
I have decided to start blogging for a couple of reasons.
Many people are curious about how I cope, what I do with
my day and what it’s like to live as a disabled person. It is
not all doom and gloom, although it’s not a bed of roses
either. I guess I want people to learn that despite having
MND, I still get joy and meaning out of life.
I hate, hate, hate pity. Got that? So this is not a vehicle for
a ‘pity party’, ok?! I envisage this blog to be a honest and
wry insight into a world from the perspective of a recently
disabled person. I never had any friends or family with a
physical disability, so I had really never thought about it
before. I now experience life from a completely different
angle and, boy oh boy, I have learnt so much about people
– good and bad. This is what I am most excited about
sharing with you and I promise to give you a few laughs
along the way.

June 2nd - Diagnosed Beyond Repair

of the past.
I will never
forget that
drive home
from the
hospital,
the eerie
presence
of bad news hung over us. My husband turned to me and
asked, “do you want to be with your family?”. I nodded yes.
We drove up to my parents’ house. My mother was carrying
clothes out to the line. She didn’t look over to smile and
wave like she usually would. If we had beeped and waved
over, that was a signal that everything was ok, but we
didn’t. She kept her head down, avoiding the inevitable bad
news, clinging on to normality for just a moment more. We
met my dad in the kitchen, he had a look on his face that
I didn’t recognize, he was studying my demeanour for an
indication of the verdict. I remember sobbing in his arms –
my dad could fix anything but we all knew I was diagnosed
beyond repair.
To understand the medical effects of MND on the body,
that’s easily found online. But I want you to understand
more than that, I want to tell you how it affects me, without
the medical jargon. MND is relentless – once it arrives it is
with you forever and no matter how good a fight you put
up MND always wins. For me, its arrival was subtle but
within months it was in plain sight. Chipping away, slow
and steady, the MND monster unleashed inside me, free to
destroy everything.

On the 23rd August 2012 my life changed forever: I was
diagnosed with Motor Neurone Disease [MND]. There it
was, a death sentence; my death sentence. MND took
ownership of me that day. It wasn’t only me that was dealt a
blow that fateful day. My husband and son lost the promise
of a happy future, my parents and sisters lost a cornerstone

It started its initial destruction in my legs and when they
could no longer hold me up it moved onto my hands and
arms. I was able to study the muscle wasting closer this
round, watching my hands slowly lose shape. Not satisfied
with destroying my limbs, the monster, as subtle and
sneaky as ever, went for the big one, my speech, my voice;
the essence of me.
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tears. When the muscle finally relinquishes – uncontrollable
tears. Through the torrential downpouring of tears, I
somehow find the strength to pick myself up and move on. I
have to, everybody is willing me on from the sidelines.
Yes, not driving anymore was a huge loss, now I depend
on others to drive me – but at the end of the day I am still
getting around. I look down at my lifeless, misshapen,
swollen hands, although still part of me they are useless
now. Made redundant by disease. I desperately miss how
my hands engaged with life. It’s the little things that I miss
the most; random things, things my hands used to do.
Motor Neurone Disease is known as the 1,000 day disease
because most patients die within this timeframe. I’m
approximately 1,300 days living with it and although I am
effectively paralysed from the shoulders down, I still feel I’ve
got some fight left in me yet!

August 29th - Touch
“Do you miss driving?” my friend asked me recently. She
was unable to drive for a few months and was frustrated
at her lack of independence. I asked myself the question
again, I was surprised at my lack of an immediate
response. Do I miss driving…? Suddenly I was aware that
I had not answered her and she was still looking at me,
waiting for my answer. I reluctantly nodded “yes” to escape
my muddled thoughts.

I miss having a cup
of tea on a cold
day, wrapping my
hands around the
cup, soaking up
the heat.
I miss rummaging through “that” drawer we all have,
finding something you forgot you had. Rejoicing in the
discovery.
I miss holding a pen and writing, especially birthday cards,
it is just not the same when your mammy writes your
husband’s birthday card.

Later that night, while lying in bed unravelling the day,
I found myself stuck on the question again – do I miss
driving? I was perplexed at my inability to answer the
question. Yes, obviously I missed driving but there were so
many other losses I mourned since then; driving paled in
comparison.

Scratching an itch. Oh God, I miss it so much.

Nothing happens overnight with my MND monster. One
day you begin to notice a mundane task starts challenging
you. Ignoring it doesn’t help so you start overanalysing it,
attempting to understand what’s happening to you. Before
you realise it, your body has compensated by adapting
a less fluid or clumsy motion to work around the failed
muscle. That was how my body struggled to cope in the
opening scenes of my MND nightmare.

I miss picking up my son and holding him tight against me.
Feeling the soft skin on his back, caressing it to remind him
of my unconditional love.

By the time I could no longer drive, I knew the routine of a
failing muscle too well. My car was adapted so I could drive
entirely with my hands. Fantastic, until my hands began
to fall apart right in front of me. My way of dealing with
my losses took a recognised pattern. Shock, fear – tears.
Realisation – more tears. Admittance to others – floods of

12

I even miss petting the cat and dog.
Above all, I miss skin contact, making physical contact
with others. Touching, feeling and engaging with the world
surrounding me.

I miss holding my husband’s hand, how our fingers
interlocked, tight and inseparable. Stronger together.
I miss giving and receiving hugs. Like a firm hand shake,
a tight hug is a good sign, the feeling of hands across my
back, full of good vibes.
As my eyes feel heavy and my body succumbs to sleep...I
know tomorrow will awaken a plethora of new losses to
lament.

Sharon x

Living with MND

Robert Leech’s Story

I was diagnosed on the 21st of September a day after my
32nd Birthday. Those 3 words “Motor Neurone Disease“
shook my whole world but unfortunately I was already
familiar with it as my auntie Joan passed away in 2012
and my uncle Joachim was going through his own battle,
but has since passed away earlier this year to this horrible
disease.
Everything changed that day. I worked as an electrician but
had to retire in October. My routine was broken, it was hard
to get used to that. I used to get up at 6 in the morning and
not get home till 6 in the evening. I’d have my dinner, play
with the kids, help my wife with their bed time routine, few
pints with the lads the odd weekend when she would give
me a free pass!!! Simple things that mean so much to me
now.
At the start I struggled with my diagnosis. Not how it was
affecting me but for my wife Deborah and my kids Adam
(10) and Joe (5) how their whole lives was going to change.
Then my own family, my mother and father, my brother and
sister how was it going to be for them seeing me go through
this. All these thoughts were starting to consume me; it was
all I could think of, every waking minute every day. I couldn’t
sleep, my mind would get ahead of itself, would they be
better off without me?? Not putting them through the pain of
seeing me going through this. Would I be strong enough to

see it to the dealing with all the changes? These questions
haunted me continuously. Deborah suggested I get some
counselling. I did, it was the best thing I could have done, it
made me realize that nothing could stop this; it was out of
my hands. This disease was going to control my body, but it
was not going to control my mind anymore.
In June this year I done an interview with my local radio
station for the IMNDA awareness campaign. I wanted to
talk about how MND is not just a physical battle but also a
mental battle and that battle I’m winning. A very wise man
once told me you have to play the cards your dealt, and
that’s what I’m doing.

It’s mad to think a year on from that I can go for days
without thinking of MND. I owe that to my wife and kids,
family and friends. I’m back to myself laughing and joking,
nights out with the lads has turned to coffee dates.
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The Happy Camper by Eleanor Dineen
My name is Eleanor Crowley. I am married to
Donal (Donie) Dineen 26 years, this year. We
have 4 healthy, beautiful children, Deirdre,
Julie, Kate and Donal. We live on a farm in
Donoughmore, Co. Cork.
I was 43 when my world, as I knew it, fell apart. I
was diagnosed on 4th May, 2010.
Kate, my third was confirmed the following day
on 5th May. Following that horrific consultation
with the neurologist, I began a new way of
life. I pushed it to the back of my mind for now
because I needed Kate’s day to be a joyous,
memorable day and so I struck off down town
to buy a sensible pair of kitten heels, in place of
my 5” killer heels, so that I wouldn’t fall over and
make a holy show of myself. The confirmation
was a success.
It takes time to process information and for me, when
it is about me, I cannot share my thoughts, feelings,
experiences openly. But Donie, the lovely man I married
needed no words, he just knew and understood without
any words at all. The irony of this illness, though, is that
indeed, it doesn’t allow you the privacy you desire. You just
can’t hide or even more, hide from the pure ugliness of the
illness. It is a 24/7, 365 days a year sentence for both Donie
and I, slightly less for my four beautiful children and so on,
depending where you are in the pecking order. I wish I was
down in the order of:

“I’m delighted to see you are doing so well,
but oh boy, I’m glad it’s you and not me”
Life stands still for no one and so Donie and I made the
decision from the beginning to make our family life as
normal as possible. Six years on, we have got through
Donal’s first day at school, his first communion, his birthday
parties, three leaving certs, three junior certs, three learner
drivers, choosing courses of study and starting college.
There is much more but as I sit in silence and listen to
their conversations, the banter, the jokes and the fun they
poke at each other, I am a very happy camper. I am most
comfortable and content in the bosom of my husband and
children. No hiding, no performance. I can just be. That said
the people working hard for me in the background, parents,
sisters, brothers, in laws, outlaws, friends enable me to be
that happy camper. Thank you.
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There is no right or wrong way to deal with mnd. I chose my
way, I didn’t engage with any awareness campaign, I didn’t
write, tweet or blog about it, I rarely if ever spoke about
or discussed it. Truth be told when those three letters are
put together in the one sentence, to this day my stomach
recoils. I sometimes feel guilty about that because the
unquestioning and practical support provided by IMNDA
has been life giving, top of list being eye gaze. Thank you.
6 years ago when I was told I had between 3 – 5 years
from first symptoms (the first year was now already gone,
as symptoms present for over a year) my calculations were
always in terms of my children’s ages which were 15, 14,
12 & 5. I still hear Kates words when I told her about my
illness, which pretty much sums up the grief from both sides
“I wanted you to see me walk up the aisle at my wedding”,
all of us in floods of tears. She was 12 then. I will miss the
graduations, engagements, weddings. I will miss being a
granny, I will miss growing old with Donie. But most of all
I will miss being around for them should they need me.
However, I also know that life does go on, and what I have
witnessed in that 6 years while I have had the pleasure to
watch them growing into young adulthood (22, 20, 18 & 11
as I write) something tells me that they will be alright.
The End.

Sadly Eleanor died on 31st August at home surrounded by
her family.
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The Difference We Make Together
To all our supporters and donors we cannot Thank You
enough. Your support is so important to us. It allows us to
continue doing the vital work needed to help support the
MND community. We are so lucky to have so many people
who help to fundraise for us each year. Unfortunately it is
not possible to thank everybody personally, to those who
aren’t mentioned here, please accept our sincere thanks.
Thank you to...

MUSIC MADNESS

centre stage. The evening sung in nearly €2,000. Massive
thank you to Barney Cully and all involved.
Martina Blake rounded up all the
cowgirls and Indians in Fethard as
she organised the band Cowboys &
Indians to perform in the Moyglass
Sports & Leisure Centre. The music
night certainly struck gold and roped
in €9,000!

BENEFIT NIGHTS
Amy Byrne had a barrel full of laughs when she organised
her Comedy Night in aid of the association. The jokes
brought in more than gags as she raised €1000. Fair play
Amy!
Bingo was his name-o! Bingo was definitely her game-o
as Kathleen O’Donovan’s Bingo evening brought in over
€5,500.

Amanda Sheridan O’Keeffe and her guitar students certainly
hit all the right notes! The group went busking during the
Fleadh in Ennis and collected over €1,200. Well done guys!

We were very lucky to have several Balls hosted for us this
year. The first was the Summer Gala Ball which was held
in the beautiful Millhouse in Slane. This fabulous evening
which featured music from Ronan Collins and his band was
organised by a small group from North East area whose
families have been affected by Motor Neurone Disease.
A special thanks to John Archbald, Collette Nugent and
Linda and Micky Dillon. Their fantastic evening raised over
€10,000. Massive congratulations and well done to all who
made the night so magnificent.

A special thanks to Toby Allen and Cor Cois Farraige. This
choral group held a charity concert in aid of the IMNDA and
raised a heavenly €2,700. Another big night took place in
Cavan to commemorate the Jimmy Magee All-Stars. They
had several acts lined up with Daniel O’Donnell taking
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Majella Healy organised the Sligo Mayors Ball on the 28th of
May. Several charities were chosen and we were very lucky
to receive over €1,000. Thank you to Majella and Thomas
for picking us.
Sandra Smith and Willie Wolfe both put on social dances in
their communities. Sore feet and heads were not the only
things gained but collectively over €4,000 were raised. Well
done to you both, we really appreciate all the hard work.

Luxemberg for us. Oonagh Walsh also took on a cake sale
and raised a sweet €1,270.
Ann Byrne and Rachel Curran hosted their own Tea
Mornings and collectively collected a tea-rrific €4,250. Joy
Buchannon held a Garden Party with petals and pastries
and her day gathered in a tasty €2,387.

farm-raising
Livestock is generally not an area
that we are familiar with in the
IMNDA office, but thanks to Michael
Healy we are now Mart experts.
Michael auctioned off a prize calf
and made €800 for Motor Neurone
Disease. We just want to thank
Michael so much but also Betsy
who really was the moo-nificent
money maker for us!

The June Ball was back with a bang for its third year. The
illustrious ball was bigger and better, topping previous
year’s splendour. It sold out with over 700 very stylish
people in attendance. We just want to commend the June
Ball committee for their Trojan work. They really have been
outstanding over the past three years and we can’t thank
them enough.
Elena Misfud and Bláthnaid O’Donoghue put on a beautiful
Sunday Brunch for the IMNDA. The soiree was held in the
Drury Buildings in Dublin City Centre in July. The girls were
delighted to raise a scrumptious €2,744. Fantastic ladies!

best irish bake off!
Let them eat cake! The ever popular tea and coffee
mornings proved once again a timeless treat. A huge
thanks to Ailsa Tyrrell who held a bake sale all the way in
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Michael O’Mahony had more than horse power on his
side when he organised his tractor run. The event pulled
in a sensational amount once again. A huge thanks must
likewise go to Eileen O’Shea. Eileen organised a tribute
vintage tractor run in Kerry in memory of her husband
Séan Ó’Sé. The event was so successful that they were
even featured on the TG4 news. Well done to Eileen and all
who turned up and trucked out for the day. Thanks also to
Skelligs Chocolates who sponsored the event.

card tricks
Thank you to Ada Bradbury and Maura Moran. They both
held very successful bridge nights for the IMNDA. Thank you
to all who supported and gave so kindly.

fishing for answers
Thank you to Bernadette white who held a table quiz in

fundraising
Tramore and raised over €800. Sarah Delamere also had
her thinking hat on as her quiz raised a clever €2,949.70.
Michael Kinahan and St. Joseph’s GFC put on a fundraising
Table quiz and recorded the sum of €1,450 from their
endeavours. The quiz was held in memory of one of their
great club members Stephen Melia.

We also wish to acknowledge ESB International for their
very generous donation of €750. A special thanks to Selina
Duignan for nominating us, we really appreciate it. Thanks
guys!

Thanks also to Pat Langton who held a Raffle in his local
and gathered a winning €635.

fun-draisers
A very special thank you to Aoife O’Mahony, Lydia Kelly,
Isabel Ronan and Kellin Barrett. They chose to take on a
project for their transition year programme in Coláiste na
Toirbhirte, Bandon to raise awareness about Motor Neurone
Disease. They also held a bucket collection in the Riverview
Shopping Centre and collected over €600. Well done girls.
Thanks to all the service men and women who took on
some fundraising during their time on duty in the Lebanon.
They raised an impressive €2,000 for the IMNDA. Special
thanks to Fintan Lambe, Vinny Lanigan and all from the
Cathal Brugha Barricks.

church gate collections
A huge thank you to all our collectors who shake a bucket
outside their local church gates across Ireland as well as
other street and match collections throughout the year.
There are also far too many people to mention who donate
to us throughout the year but we are so appreciative of all
your donations, however big or small it all adds up.
As ever, the last few months have been packed full of great
events so we applaud you all for your efforts and whacky
ideas that truly keep us on our feet.

egg-stra egg-stra!

Rathbawn Gardens held two open days for Motor Neurone
Disease this year. They were organised by head Gardiner
Ciaran Farrelly. The flowers were in bloom and the
donations flowed from very generous garden goers. Super
job Ciaran!!

We just want to say thanks to everyone who took an Easter
Hamper this year and raffled it off in local bars, cafés and
shops across the country. The campaign did brilliant once
again and it is thanks to you. We would be lost without our
treasured dedicated supporters! Another egg-citing year
with an egg-cellent €24,396 raised!

corporate donations
We are extremely lucky to have a number of companies
who generously give up their time to raise funds for us; we
can’t thank you all enough for your support.
We would like to say a massive thank you once again to
Arthur Cox. They have gone above and beyond in their
support to the IMNDA and we are deeply appreciative of
this. Thanks also to all the staff at Equifax for choosing
us to be their charity of the year for 2016. We hope all the
fundraising is going well.
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The Difference Your Donation Makes
The difference you could make
The IMNDA aims to alleviate frustration, fear and anxiety
that is often felt by the whole family. We consistently support
approximately 350 people with Motor Neurone Disease
at any one time. Our services are immediate and free of
charge.

Why we need you
Your donations to the IMNDA matter more than you realise.
Without fundraising and donations we would not be here.
Over 80% of our income comes from people like you. Your
contribution is ABSOLUTELY VITAL to families affected by
MND.
We can’t rely on the government for funding so we have
to rely on you.

Every bucket shook, every race ran, every Christmas card
bought, every donation sent in, every table quiz held
ensures a person who needs help gets it regardless of
where they live in Ireland and their financial situation.
For every 1 euro spent on fundraising €9 euro is raised. 80
cent of every euro raised goes directly towards services.
Every donation and fundraising event makes a difference to
a person living with MND.

Here are a few examples of how your fundraising
and donations could help:
€10 a day - ensures someone with MND has all the equipment they
need to live as independently and comfortably as they possibly can
with this disease (On average €32,250 is spent on equipment for
ONE of our clients over the course of their journey with MND and as
specialised equipment is costly to purchase it is re-used on average
by 3 people)
€21 a month - Provides 6 home visits by one of our nurses to a family affected by MND
€25 - provides one hour of home care
€50 a month - Pays for one family’s support and care from one of our nurses throughout their journey with MND
€60 - funds one counselling session for a person with MND or a family member
€100 - buys a call bell so someone who has lost their speech can still attract attention at home
€150 - pays for one person with MND to attend our annual conference and respite weekend
€250 - will purchase a lightweight manual wheelchair to provide independence for someone in the early stages of MND
€360 - funds a night nurse for one night for someone at the end stages of MND
€500 - buys a pressure relieving air cushion to ensure comfort when sitting for long periods in a wheelchair or armchair
€700 - funds an iPad with communication software so someone whose speech has deteriorated can still talk to their family
€800 - pays for a riser recliner armchair to help maintain a level of mobility for those who can no longer stand unaided
€1,000 - funds a shower chair so someone with MND can safely enjoy the simple pleasure of showering
€2,100 - funds the installation of a vital stairlift so someone with MND can still sleep in the comfort of their own bedroom
*Based on 2014 audited accounts
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Getting Active for your Association
20K For Brendan by Brian Harrison
During the month of August I
took part in a 20k my way for
Brendan Nolan, my father in
law. It was just a small gesture
to show just how much that he
means to myself, the family and
all who know him.

He is husband to Angela, the love of his life and they have
spent 47 years married, he helped Angela through her
very own battles with cancer and was always there as a
husband should be. Sadly we lost Angela at the beginning
of September and this has left Brendan and the whole
family heart broken, they were together since the age of 14.
She was the life and sole of us all. Her passing has left a
huge hole in all of our lives.

I split the 20k into 5k runs,
the first of which I did in
Kilmuckridge in sunny Wexford,
a beautiful place which is close
to Brendan’s heart, having the
summers with the family here for
over 40 years. The other 15k I’ve
ran in Carbury where the family
live.
Myself, My wife Caroline and
sister in law Lisa also took part
in the Walk to D-Feet MND in
Celbridge, a great event and well
supported, in aid of Brendan.
Funds were also raised for the
charity.
Brendan is a great man, a true gentleman and has a heart
of gold. He’s worked so hard through his life and giving his
all to support the family. He will do anything for anyone and
without any problem, he’s a real man of his word and his
dedication to his work, his charity fundraising and helping
others can only be described as perfect.
Brendan has raised so many funds throughout the years
and at the bluebell club in Clondalkin he has held numerous
charity nights in aid of the senior citizens, giving them food,
live music and entertainment, always thinking of others. He
was a tower of strength to support bereaved members and
give them all the help they needed when they really needed
it. He was a figure head in organising the women’s mini
marathon for runners from the bluebell, something he was
always fond of.
Brendan to me is like a father, he has been this way since
I met him and is always there to talk about anything. He
loves a DIY challenge, a joke, a pint of Smithwicks and is
a master on the pool table, but ultimately Brendan is one
thing that I’d hope to be myself, he’s a true family man, a
man of such unrelenting love for those around him.

He is father to Caroline, Lisa and Gavin, all of who are
so lucky to have him as a role model, when they are
all together the banter and slagging is a joy to see.
Grandchildren Caden, Kelly, Jamie and Evan (who we lost
so sadly in a car accident earlier in the year) all love him
loads, he is amazing with the children and always has
time for them. It was only after Evans accident we learnt
about Brendan’s illness, Brendan was like a father figure to
Evan and Evan worshipped him, calling him Da. That is a
testament to the man he is.
To say this has been an awful year for the family would
be a massive understatement, trying to come to terms
with the loss of Evan, finding out about his MND diagnosis
after weeks of testing and then losing his wife Angela
so unexpectedly. We need him to stay strong and keep
fighting.
MND is gradually taking away his abilities to be the man he
has strived to be all his life, what used to be easy everyday
tasks are now becoming a challenge, but a challenge he
is tackling head on and doing his very best to live with. His
story began when he was noticing a loss of strength to
his muscles and months on he is now finding it difficult to
breath. He tries to do all he can, as he says while he can.
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It is very tough to deal with that we all know that one
day we will lose Brendan and we are all overcome with
sadness at this, how can someone who worked so hard for
others and has given his life to supporting people be in this
horrible situation. We will never understand this as a family.
We have chosen to donate the funds raised to research into
MND as we would like to hope that in the future, families
will not have to deal with this and there will be a solution
and hope for many.
There is so much I could write about Brendan, but all I can
say to him is thank you for everything, keeping fighting and
you’re doing us all proud.

ANITA NORRIS FUNDRAISING
Earlier this year (2016), my cousin Katie Ryan and I set out to do some
fundraising for the IMNDA. IMNDA is a cause close to our heart. Our
grandad Charlie Boland suffered from MND for a long time, and
seeing firsthand the work that the IMNDA do for their patients is
amazing.
We, with the help of our Grandmother
Eileen Boland have done so many
different things to fundraise for the
IMNDA over the years while she cared
for Grandad and after he passed
away. Eileen and her friend Fran, at
the age of 72 and 82 respectively,
undertook a skydive, the following year
did the Waterford Viking marathon
10k and have organised many coffee
mornings in between!
Most of our family at one stage or
another had done; the mini marathon,
the viking marathon, the Croke Park
abseil, Skydives and many tea and
coffee mornings! This year we thought
what have we not done for the IMNDA?
Thinking long and hard about what
we could organise and a suitable
day/time, we thought why not climb
our local mountain of Slievenamon?
So we set out about organising it. We
chose the date, the 17th of July, with
one main thing in mind - there were
no GAA matches taking place that
Sunday!! It then nicely coincided with
the Celbridge Walk to D-feet.
Firstly we advertised it on Facebook,
we got a pretty good response to that.

20

When the registration link
went live on the IMNDA
website, only a few people registered.
We advertised through posters around
our local area too.
I didn’t really know what to expect how many people would turn up? In
my own mind I thought - regardless
we are doing it for a good cause and
whatever we raise will be a small help.
From the Tuesday or Wednesday
before the walk my phone was
hopping with Facebook messages and
emails. So much so I lost count of how
many people said they were coming! I
had roughly counted 40-45 people.
The weather forecast for the day was
dry and bright with some clouds - in
typical Irish fashion that meant dull
foggy and misty - and couldn’t see the
summit of the mountain!
On the day we had rented Kilcash
Parish Hall for a couple of hours which
was a lifesaver. We set out the t-shirts
in the hall along with bottles of water
for our walkers to take with them. We
had cakes, biscuits, tea and coffee
there for those who couldn’t do the
walk and for after the walk also.

Once the majority of people had
arrived we took the obligatory group
photo and set off. The walk in total
took roughly two hours. It certainly
wasn’t easy but with encouragement
from each other we all got there and
a massive sense of achievement once
you reach the summit -especially
considering we could hardly see 20
meters in front of us never mind the
summit!
When we returned to the hall we were
thankful for that cup of tea, after being
soaked while on the mountain it was
definitely appreciated.
Overall, fifty five to sixty people turned
up and we raised €935. Katie and
I couldn’t have done it without the
help of our families and everyone
who turned up on such a *delightful*
Sunday morning.
A massive thanks to Kilcash Parish hall
for allowing us to use their fantastic
facility for the morning, we’d have
been lost without it. And of course the
driving force behind us - Nana Eileen
and Grandad Charlie.

fundraising

White Collar Boxing
The IMNDA organised another
very special White Collar Boxing
Charity Fundraiser which took
place in the Palace Night Club
on Wexford Street in Dublin on
Friday 15th April.
A massive well done to all
our brave participants, who signed up to take part in the Punch Up in
the Palace. They all underwent an intensive 8 week training programme
with White Collar Boxing in White Collar HQ in Harold’s Cross. We had the
incredible Ritchie Connell coaching our boxing fledglings and pushing them
to be the contenders we knew they could be!
Over the 8 weeks fitness levels improved and boxing techniques were
learnt, some laughs were had too we hope!! The Punch Up in the
Palace was a truly fantastic night, with brilliant bouts and all our boxers
gave it their all. The night raised over €20,000! Thanks boxers, thanks
Ritchie, thanks spectators, volunteers, White Collar Boxing, sponsors and
everybody else who helped to make this night such a success!

Thank You for Getting Active for your Association
ON YOUR BIKE
The IMNDA just want to say a massive THANK YOU to Paul
Lannon and Sandra Fox. They raised the incredible sum of
€55,656.10 for the IMNDA and Paul’s Fight for Life from the
D2K Cycle 2016. We also want to thank all the cyclists and
everyone who made this possible. Well done guys - truly a
fantastic event and an unreal amount!!!

Huge thanks to John
Hynes and Panda Power
for organising the East
Meath Cycle once again.
Hundreds descended
on Stamullen GAA on
August 16 to cycle 45k,
70k or 100k and raised
almost €4,051!
Bravo to Michelle Donaghy, Avril Doherty and all in the
Saddle Rocks Cycle group as they raised nearly €2,700
from their cycle. Well done must also go to Kate Boyle for
taking on the tough Ring of Beara cycle
and Philip Ryan for participating in the
Ring of Kerry.
Peter and Barry Kelly were a part of a
cycling group called the Birmingham
Irish Cycle Appeal. They cycled from
Belfast to Dublin and raised a fantastic
amount for several charities. Peter and
Barry went above and beyond and
managed to raise over €6,000. Well
done to all who took part.
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The IMNDA would just like to say an enormous thank you
to Laura Connick, Mick Barrett, Trevor Foley, Emma & Olivia
Tracey for holding a Spinathon on Drumcondra Road. We
can’t thank everyone enough from Active You Gym, both
members and staff, for putting on such an amazing event
and for collecting €2,500 for Motor Neurone Disease. Your
perspiration was worth its weight in gold!! Fantastic guys!

ON YOUR MARKS, GET SET RUN, JOG OR WALK!

Put your pedal to the metal!! eBay certainly did when they
organised their 24 hour Spinathon. The fantastic team spun
their hearts out and raised an incredible €2,500. Well done
to all at eBay especially Stephen, Caroline, Tanya and Carol.
Trojan work!

Good Friday last saw more than 800 walkers, joggers and
runners descend on St. Anne’s Park on Dublin’s Northside
for the second annual Good Run in aid of Motor Neurone
Disease. The family fun run raised an incredible €18,300!!
Monies were divided between the IMNDA and Project MinE.
The IMNDA just want to congratulate and thank Olivia and
all the Tracey’s for putting on such a super event and raising
an incredible amount for MND.
To all the brilliant ladies who took part in the VHI Womens
Mini Marathon, you really do deserve your medal after
braving the elements and raising nearly €50,000 for
IMNDA. Special mention to fantastic Orna Beirne for her
continued support and for helping us launch the campaign
this year.

We have always been
blessed with incredible
supporters and Shane
Whooley is no exception.
He is attempting to cycle
from Blarney to Australia!!
Not only has he taken on
this mammoth journey
but he is also trying to
raise funds for the IMNDA.
Keep an eye on Shane’s
progress through our
Facebook page. Best of luck Shane!! We are all rooting for
you!!
Jonny McGailey along with around 20 others cycled from
Dundalk to Tralee to raise money for the IMNDA, Make-AWish and Friends of A. Not only did they cycle 440K but they
finished the last leg by running 10K. This is an unbelievable
achievement and we couldn’t be prouder of you all - well
done!!!
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A massive thank you to everyone who joined us on
our annual walk to D-Feet on July 18th in the beautiful
surroundings of Castletown House in Celbridge, Co. Kildare.
We had our biggest turnout so far and also raised a
smashing €10,000!!! Thank you to everyone who joined us
on the day – we can’t wait for next year now!!

Thanks to everyone who took park in half and full
marathons this year - A special mention must go to Jennifer
Heffernan who undertook the Achill Half Marathon and
stormed home with €1,329 in tow. Annemarie Burke, with
her sister and hubbie, demolished the Boyne 10K and were
rewarded with nearly €2,300. Sharon Kelly won gold at the
Clare marathon, binging home €2,365.
Eibhin McLoughlin along with her work colleagues took
to the south side and raised south of €900 when she
participated in the Clontarf Marathon. Kerry will never
look the same to Padraig Crowley as he sweated his
way through the Dingle Marathon but was triumphant in
the end scooping up €2,889 for the IMNDA. Marie and
Rebecca Kevane also took on the Kingdom when they ran
the Killarney Half Marathon. The ladies skipped across the
finish line and lapped an impressive €889 for MND.

It’s a long way to
Tipperary… well it certainly
is if you are walking the
premier county! And that’s exactly what Anita Norris did.
She organised her own Walk to D-Feet in Tipperary and
raised over €900!!
Linda Byrne and Anthony Fleming held a fundraising walk
from Dun Laoghaire to Booterstown. They had great support
from friends, family and even the Scouts and raised over
€4,500.
We would just like to say well done and thank you to
Bernard Bannon. Bernard climbed Croagh Patrick in aid
of the IMNDA with his son-in-law Pat. Bernard is 78 years
old and the pair tackled the mountain in 8 hours. They also
managed to fundraise over €3,400 while they were at it.
Brilliant job guys!!

Damian Browne
was not content to
keep to the shores
of the Fair Isle
and took himself
abroad to tackle
the Des Sables
Marathon. It is
described as being
an extraordinary
race in an
extraordinary place
for extraordinary
people. We would
call it pure madness
as it involves
running selfsufficient through the Sahara dessert. Damian championed
the sandy terrain and blew us away bringing home €3,360.
Well done Damian – you really are extraordinary!
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Keeping it local Stephen and Fionnuala Canning organised
their own Greencastle Cycle and Run and wheeled in over
€5,400. Sandra Hanks wanted music to run to and danced
her way through the Rock’n’roll Half Marathon wearing the
Green of the IMNDA.
Nicola Colgan and Emma Gibbons kept it west. Nicola took
part in the Kinvara Half Marathon and Emma partook in the
West of Ireland Mini Marathon. Well done ladies!

FUN-raising
April Hogg was busy this summer! She raffled off an Irish
Soccer Jersey with all the squad signatures for a super
€1,000. Score! Not content with this she also held a Drink
Tea for MND and raised €460. Thanks so much to all who
supported these brilliant events and well done April, we
really appreciate it!

John Nicholson and Cork Badminton absolutely smashed
it! Thanks for the very generous donation of€800. Thanks
also to ace Susan Maloney for hosting a 24hour Tennis
Tournament in Charleville Lawn Tennis Club. They scored a
smashing €4,122 for the IMNDA.
Ger Harrington, Tim Hood, James Lynch and Peter Brewitt
yesterday completed 252km in 42.5hrs in kayaks. They
paddled all the way from Lough Erne to Limerick. They
battled against force 5-6 winds in the face for the last 39km
to help raise over €12,400 for the IMNDA. Phenomenal
achievement guys!!

Gildas Bechet did a Solo Sail all the way from France to
Ireland. The plucky Frenchman faired rough seas but landed
in Ireland safe and well. Très bien Gildas!
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Sarah Nic Loughlainn attempted her first Triathlon and not
only that but she bagged €270 for the IMNDA along the
way. Ross Tweedy put on a strongman competition and
picked up a mean amount for his efforts – well done Ross!!
Is it a bird, is it a plane – no it’s super woman Sharon
Byrne!! She took on a sky dive and her fundraising soared
over €740. Brilliant job Sharon!
Sinead and Robbie Byrne are made from stern stuff. The
adventurous duo took on a Bungee jump for the IMNDA.
Their fearless efforts paid dividends and we are very
grateful for their continued support. Unreal guys!!
Colm and Niamh Bradshaw along with 23 other daredevils
took to the skies and raised over €14,000 from their group
sky dive. Sensational! Congrats to you all!!
Congrats
to Lianne
McCarthy
who took on
the Qube
and raised
a super
€250 for the
IMNDA. Well
done Lianne!

fundraising

GOLF
To all our golfers out there, thank you! You braved the
elements on many occasions ensuring you are not fair
weather golfers when it comes to raising much needed
funds!
Thank you to Brian Finnegan, Thomas Murphy and all at
Balbriggan Golf Club. They hit a hole in one as their Gold
Classic raised over €9,000!
Pat Hannon teed off a fantastic gold day in Rathbane Golf
Club and collected over €10,000 from his efforts. Super
amount guys – we are thrilled!
Clifford Peyton was not only honoured with a Presidents
dinner in the Blarney Golf Club but we were also honoured
with €1,400. Blarney Golf Club had graciously chosen us
to be their charity for the year. Thank you to Clifford and
everyone in the club. Massive mention to Frances Gordon
and all from Athenry Golf Club for their fantastic Lady
Captains Day fundraising.

HELL AND BACK
To all those who went through Hell to help support the
IMNDA, thanks to Donal Bolger and the team from Realex
and especially Damien Oliver. Damien proved to be one
tough cookie as he took on the adventure race Tough
Mudder and raised €1,000. Good on you guys!
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Sponsored Silence 2017
Sometimes Silence Speaks Volumes
Imagine an hour…a day….a week without speech. Imagine not
being able to say ‘I love you’ this Valentine’s Day. Unfortunately that
is the fate met by most people living with Motor Neurone Disease
(MND). Between 80-95% of people living with MND will experience
some loss of speech before they die.
Next February we’re asking you to take on a sponsored silence
to experience what life is like for someone living with MND. How
would you cope not being able to communicate? Just pick a day,
time and location where you will take on your sponsored silence
and then contact us on fundraising@imnda.ie or 1800 403 403 for
your Silence Sponsor pack.
Spread the word on social media by using #Voice4MND and text
MND to 50300 to donate €2 (100% of text goes to IMNDA across
most network providers. Some providers apply VAT which means a
minimum of €1.63 will go to IMNDA. Service Provider: LIKECHARITY.
Helpline 076 6805278).
Nominate friends and families to join you. Sometimes silence can speak volumes.
Take on our challenge in February 2017.

Don’t let someone with MND suffer in silence; don’t let them live without a voice.






Would you undertake
a

Church Gate 
Collection

in aid of the

Irish Motor Neurone Disease Association?

If you would like to get involved:







Choose a weekend that suits you, confirm
with your Parish Priest
then contact the IMNDA


who will register your collection, apply for
a permit from the Chief
Superintendents Office


and send out the necessary posters & buckets for your collection.
Easy!



Thank you for your support!




 

IMNDA, Coleraine House, Coleraine Street, Dublin 7.
Freefone: 1800 403 403 Email: fundraising@imnda.ie

www.imnda.ie
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Global Awareness 2016 & Drink Tea for MND

“I’m blessed. I’ve had a great 33
years. But this disease is going to
rob me of the other half of my life”
Andrew Brennan - MND National Awareness Campaign
On the 21st June we mark Global Awareness Day. Andrew
Brennan has Motor Neurone Disease (MND). In April he
recorded Radio Adverts as part of a National Awareness
initiative sponsored by SuperValu and Dublin Bus. The
campaign aimed to draw people’s attention to the
difficulties someone with MND faces every day. Andrew
lives just outside Virginia, Co Cavan. On the 26th February
2015, Andrew was diagnosed with MND.
“It was only when the doctor told me that my life expectancy
was just another 3-5 years that I felt like I was hit by a
sledge hammer. My youngest daughter was just 5 months
old. My eldest was 19 months old. I am unlikely to see them
become teenagers,” said Andrew.
Andrew and his wife Yvonne recently renovated an old
derelict schoolhouse into a family home. Andrew was there
every day helping the builders. Now they are building an
extension for the day quite soon when Andrew can no
longer go upstairs to use the bathroom, or kiss his children
goodnight in their bedrooms.
“I’d love to go out and help the lads lift and lay the bricks,
but I can’t even chop a vegetable. Now I just hold my cup of
tea and watch them, but soon even that will be too hard”,
Andrew.

Andrew shared his story about his terminal disease in the
hope that greater awareness would generate increased
support for those living with this degenerative condition.
The campaign ran throughout the month of June to mark
Global MND/ALS Day on June 21st. Andrew appealed to
people to Drink Tea for MND and organise Tea Days in their
homes, communities and work places. Thanks to Andrews’s
encouragement, and Supervalu’s sponsorship, over 230
people did just that, they baked and brewed and helped
spread the word about MND. We can’t thank Andrew and
everyone enough for their support and want you to know it
truly has made an impact.
Tea days took place right across the country, from Donegal
to Dublin, in Cavan and Cork! We had the whole of Ireland
drinking our SuperValu tea bags and we raised a teatastic
€150,000!!! This was our biggest and most successful Drink
Tea for the IMNDA. That is all thanks to Andrew and you!!
We cannot thank everyone enough for the phenomenal
support.

27

Editors Desk

In Remembrance
Editors
Desk
In Remembrance

Those We Love Remain With Us
Those we love remain with us,
for love itself lives on,
and cherished memories never
fade because a loved one’s gone.
Those we love can never be more
than a thought apart,
For as long as there is memory,
they’ll live on in the heart.
Gerry Leahy

Kevin Sherlock

Christina Johnston

Brian Alexander

Marie Mungovan

Desmond Clarke

Joan Doyle

Eleanor Dineen

Angela Dwane

David Burkhill

James Scanlan

Carmel Bowens

Neil O’Keeffe

Esther Tracey

Eileen Finn

Mary Kehoe

John Bourke

Sheila Geaney

Frank Gavan

Marie Sheehy

Teresa Walsh

Mary O’Leary

Mary Guiney

James Shean

Anthony O’Shea

Elizabeth Anne O’Grady

Patrick Buckley

Peter Joyce

Margaret Daly

Crevan Dunlop

Mary Kelly

Agnes Kelleher

Peter O’Reilly

Mary Malone

Con Dunne

Seamus Kavanagh

David Murphy

Rona Doyle

Irene Bracken

Ann Gilmour

Bernard Compelli

Anna Tracey

Anthony Birney

Christopher Bailey

Des Noctor

Ger Landers

Janet Harding

Mary Core

Paul Murphy

Phillip Kelleghan

Martin Wallace

A Mark of Gratitude
The level of support the Attride family received from the local
community in Killeshin and the Irish Motor Neurone Disease
Association after Mark passed away in November 2015 following his
brave fight against Motor Neurone Disease was truly remarkable.
Mark was an avid Killeshin GAA follower and with his three sons
playing he was never too far away from the side line at matches.
As a small token of appreciation for this level of support the Attride
family decided to sponsor a set of Killeshin GAA Jerseys on behalf of
the IMNDA for the season ahead.
It was hoped this would help to increase awareness of MND and also to keep Mark’s memory alive. The Jerseys were
recently presented to the Killeshin team by the Attride family.
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IMNDA Staff Update
Derbhla Wynne has been an integral cog in the IMNDA for nearly 17 years. It is with a saddened
heart that we must say goodbye and thank you to this rock star. After the birth of her third
daughter Sadie, Derbhla has decided not to return to work. She will be sorely missed.
She was a force to be reckoned with, a passionate advocator and tireless worker for people living
with MND. She always welcomed you with a cheery smile and some native Dundalk sayings. She
has a heart of gold and her bubbly sense of humour will be missed by all of us.
We all learned from her constant understanding, patience and wisdom. Derbhla was with the
IMNDA through many difficult years – steadying the ship through the storm. Her creativity in
fundraising and keen communication skills are second to none. There will always be a space for
her in the office – she left her mark on the history of the association but in our hearts too.
Thank you Derbhla.

Looking back over the last 17 years, I can say with absolute sincerity that I have thoroughly enjoyed my time
working with the IMNDA. I have worked with the most wonderful, inspiring and dedicated group of people; in
the office, people with MND, medical staff, volunteers and supporters, as without all these people we wouldn’t
be able to carry out the wonderful work that we do. I have practically grown up with this organisation and it has been a
huge part of my life, a part that I will remember for the rest of my life. Working with IMNDA has moulded me as a person
and taught me how to treat and respect people within the office and particularly people with disabilities. It has brought me
great awareness that every person knows their own body particularly when they are living with a disease such as MND
and that their voices should be listened to. This is what drove me a long time ago to have the people with MND themselves
‘where possible’ to talk about this condition and get them to be the face of the disease so that the public would have a
better understanding of what this condition is all about.
I am very proud of the work of the organisation and I have seen the awareness of IMNDA grow slowly but surely over those
17 years, we were constantly chipping away and trying to push MND out there into the limelight and they were times that
we were knocking at a door that just wasn’t going to open. I was so honoured to be there in the organisation when the Ice
Bucket Challenge made international headlines, this was truly a memorable experience for me and a campaign that was
well overdue to this organisation. All the hard work that was put in by the whole MND community to fundraise and raise
awareness of MND in previous years paid off, it made all that hard work seem so much more satisfying. Nothing comes
from nothing!!
I could go on and continue to talk about all the wonderful things about this organisation and the dedication of people to
fight this MND cause but I think I would be here for a long time!
I would like to take this opportunity to thank you all (the entire MND Community) for being my friends and colleagues.
Someone said a long time ago “that you should never mix business and pleasure” to me that’s doesn’t make sense!
How would you ever build friendships within the work place and work in a positive environment. To me; connecting with
your colleagues and people within the IMNDA community and building friendships is the key to success and
happiness!
Derbhla - IMNDA Employee May 1999 – October 2016
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Christmas Shop

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

Hang a Star

Baby Gift Hampers

Our special Irish
wooden stars are
a small token to
hang up during
the festive period
in memory of
someone special
or to hang in
support of a
relative or friend.
We chose the
star as the light of
a star continues
to shine long
after the star
itself is gone.
Our stars can
be purchased
from the IMNDA
online shop or by
completing the order form included in the Newsletter. Each
Star costs €10 each and this includes postage.

Margaret Reilly is very kindly putting together beautiful
Baby Gift Hampers. The hampers range from €20 - €60
and include all the essentials that a newborn could need.
Margaret can also do special requests and tailor individual
hampers. If you require any further information please do
not hesitate to contact Margaret on (086) 366 3119. All
proceeds from these gorgeous gifts go to the IMNDA.

Have a Cuppa & a Mince Pie with the IMNDA!
Everyone is welcome to
our Christmas Coffee
Morning where our Grand
Raffle Draw will take place
on Wednesday 14th of
December at 11.30am
in the Brunswick Room,
Carmichael House, North
Brunswick Street, Dublin 7. We’d love to see you there
and you might even win a prize! Please RSVP by emailing
fundraising@imnda.ie or call
01 873 0422.

30

Memorial Service
On Saturday 26th
November we would like
to invite everybody whose
lives have been touched
by Motor Neurone Disease
to come together with
family and friends and
join us in remembering those we have sadly lost to MND.
Our 31st Memorial Service will be taking place at 12pm in
the Capuchin Friary, Church Street, Dublin 7. Music will be
performed by the Celtic Grace Choir. Guests will also have
the opportunity to light candles to remember their loved one
on the day. After the service, everyone will then be invited
for some refreshments. To attend this commemorative event
please email info@imnda.ie or call 01 873 0422.
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Regional Ambassador Updates
IMNDA Ambassador
As a small organisation it is not possible for an IMNDA staff member to
attend every event. The organisation is so appreciative of every event that
takes place and are aware of the importance of IMNDA presence at these
events.
In September 2015 the Association launched the IMNDA Ambassador
programme. We approached active volunteers throughout the country
asking them if they would be interested in signing up as an ‘IMNDA
Ambassador’.
Our ambassadors are a network of volunteers, throughout Ireland
representing the charity in their local area attending events and cheque
presentations. There are times they may be asked to say a few words
on behalf of the Association.
The Ambassador programme is proving to be very successful and to
date we have had 35 sign up as an IMNDA Ambassadors for which we
are absolutely delighted about.
A huge thanks to them all:
Cavan

Barney Cully & Amanda Sheridan O’Keeffee

Cork

Niamh Ni Dhrisceoil, Jennifer Bonus,
Christian & Norma Hahnel, Grainne Hegarty, Karen Kennedy O’Connor & Ger O’Brien

Donegal

Pauline Given, Lorna Given, Karen Given & Maggie Given

Dublin

Seamus Bonner, Fran McPartlin, Janie Lazar, Bernie Reynolds & Wendy Bradley

Galway

Mairead Cooley & Aideen Doyle O’Donoghue

Limerick

Jerry Twomey

Longford

William Breslin

Louth

Collette Nugent & Helen Brown

Meath

Linda Dillon, Mikey Dillon & John Archbold

Kerry

Kate Brosnan, Christy & Mary Lehane

Kildare

Caroline Butler & Gillian O’Meara

Roscommon

Pauline Breslin-Lynch & Thomas Lynch

Westmeath

Gabrielle McFadden & Aine McFadden

Would you like to support the IMNDA at events? If the answer is yes then why not sign up to become an IMNDA
Ambassador. Feel free to contact Marie Reavey our Regional Development Officer on 1800 403 403 or email
mreavey@imnda.ie to discuss further.
Thank you
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Tax Efficient Giving
How we can get more for your donation
Tax Efficient Giving
If you have, or are planning to donate to the IMNDA, your gift may be dramatically increased simply by signing a form. If
you donate €250 or more in one calendar year and are a PAYE-Only tax payer, the IMNDA can claim tax back on your gift,
at no extra cost to you.
Under the Irish governments Tax Relief scheme, if you donated €250 throughout the year, we can claim back:
•

An additional €173.73 directly from the government, if you pay tax at the higher rate

•

Or a further €62.50, if you pay tax at the standard rate

The Tax Relief amount we receive back is proportional to your donations; the higher your donations, the more tax we can
claim back.
Standard Rate Taxpayer
Higher Rate Taxpayer
Individual donates €250 take-home pay
Individual donates €250 take-home pay
Charity applies to Revenue
Charity applies to Revenue
Charity receives additional €62.50 from Revenue
Charity receives additional €174 from Revenue
Total amount received by Charity €312.50
Total amount received by Charity €424
Fundraising for the IMNDA rather than donating? We can still benefit from tax efficient giving!
If you are taking part in a fundraiser i.e. running a marathon, doing a sky dive or a cycle etc and a tax paying individual
(not a company) sponsors you €250 or more towards your fundraising endeavors the IMNDA can also claim tax back on
this donation. These donations also include those made on your online fundraising pages (everyday hero and idonate) and
through our website.
Please let us know and we will send the donor CHY3 or CHY4 tax form for them to complete and return to ourselves. For
every €250 from a higher rate tax payer the IMNDA receives an extra €174 and from a standard rate tax payer we’ll
receive an extra €62.50. A very simple way to make your fundraising go further!
N.B – The donation made to the fundraiser must be just a donation; they cannot receive anything in return like event tickets etc.

Support the Irish Motor Neurone Disease Association
this Easter

Easter Sunday - 14th April 2017
Easter Weekend is approaching & the IMNDA is offering beautiful Easter hampers
(containing Butler’s chocolate eggs, bar, bunny & a chick!) for you to display and raffle
in your local pub/shop/club/workplace etc. the busier the location, the better!!
Raffle sheets will be provided for each hamper, lines are to be sold at €2 each. You could
raise up to €400 per hamper and help us to reach our annual target of €40,000!
To order your hamper/s & arrange delivery please contact the office on 1800 403 403 or email
fundraising@imnda.ie
Thank you for your support. Closing date for orders is 7th April.
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IMNDA, Coleraine House, Coleraine Street, Dublin 7
Freefone: 1800 403 403 www.imnda.ie CHY 8510

Join us and become a member
Each member receives a welcome pack, bi-annual newsletter and e-communications
as well as an invitation to our AGM. Just €20 per year
Name: ___________________________________________________ Tel No: _______________________________
Address: _______________________________________________________________________________________
_______________________________________________________________________________________________
Email: _________________________________________________________________________________________
Please tell us why you’re supporting the IMNDA: ______________________________________________________
Please tick one of the below options:
I am a new member
I am renewing my membership

Please Note: - Membership is FREE to our clients with MND
I would like to pay €20 for my 2017 Annual Membership subscription
I’d also like to make a donation of €______ towards the work of the Association
Total Payment: €______
Payment method
I enclose a cheque/draft/postal order (payable to ‘IMNDA’) for €______
or

I authorise you to debit my master card/visa/laser account with the total amount €______

														
				
Expiry Date _ _ / _ _

Security Code _ _ _ (Last 3 digits on back of card)

Cardholders Name: ___________________________________________
Cardholders Signature: ________________________________________

CUT HERE

Please return completed form with payment to:
IMNDA, Coleraine House, Coleraine Street, Dublin 7
Freefone: 1800 403 403 / info@imnda.ie
CHY: 8510
(Please do not send cash in the post)

33

Editors Desk

Support People with Motor Neurone
Disease by purchasing the IMNDA
Charity Cookbook for just €10

Food for Hope A Cookbook
A collection of more than 60 recipes from a host of Irish Celebrities
All proceeds go to the Irish Motor Neurone Disease Association

01-873 0422

www.imnda.ie
info@imnda.ie
https://www.facebook.com/IrishMND2011
34https://twitter.com/IMNDA

