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OUR VISION
A World Free of MND

OUR MISSION
To support people with motor neurone  
disease (MND), their families and 
carers through advocacy, home and  
professional support 

OUR VALUES
• To enable people with MND to live  

as active independent citizens

• To empower people with MND  
to make informed decisions

• To put people with MND at the heart  
of our focus

• To ensure that people with MND have  
a voice by advocating on their behalf

• To value everyone who contributes  
to our association

• To value everyone who works for  
our association



The Irish Motor Neurone Disease Association (IMNDA) was  
established on the 1st May 1985 by a small group of friends,  
relatives and carers of people with Motor Neurone Disease. 

Motor Neurone Disease (MND) is a 
progressive neurological condition that 
attacks the motor neurones, or nerves, 
in the brain and spinal cord. This means 
messages gradually stop reaching muscles, 
which leads to weakness and wasting. 

MND affects the everyday things we take 
for granted. It can affect how you walk, 
talk, eat, drink and even breathe. MND 
strikes people of all ages and there is  
currently no cure. 

The Irish Motor Neurone Disease  
Association (IMNDA) is the primary  
care and support organisation for people 
living with MND, their families, carers  
and friends. 

There are currently over 370 people  
living with MND in Ireland. MND is often 
referred to as the 1,000 day disease  
as most people die within 1,000 days.

During these 1000 days someone  
with MND gradually loses control of  
their limbs ultimately resulting in a loss  
of independence. The IMNDA aims to 
alleviate frustration, fear and anxiety  
that is often felt by the whole family.

ABOUT US 

OUR KEY SERVICES INCLUDE:
• Home visiting by our three MND Nurses  

• Financial assistance towards home care  
and counselling  

• Providing specialist medical equipment 
free of charge to our clients

• Supporting research into the causes 
and treatments of MND

• Freefone Helpline & Information service  
for clients

Over 

370
people living  
with MND in 

Ireland

Michael Clancy with his grandson Archie, is 59 
years old. He was diagnosed with MND in 2016



MESSAGE FROM 
OUR CEO & 
CHAIRPERSON

2016 was yet again a busy year for the 
IMNDA with improving services through  
our additional nurse enabling more visits 
and more contacts with our clients and 
their families and through funding  
additional equipment and home care  
supports. Despite being extremely busy  
we always ensure that people with MND 
are empowered to remain as active  
participants in their communities and to 
continue to live for as long as possible  
in their homes.

All this is possible through fundraising 
undertaken by clients, families, supporters, 
volunteers and groups of like-minded  
people hosting individual events all over  
the country. We are also indebted to the 
generosity of our corporate supporters  
and to the HSE who have maintained  
their level of support. 

In 2016 the IMNDA provided services to 
456 people with MND in Ireland. The nurs-
ing service remains a vital support to our 
families and to Health Care Professionals. 
We have seen a dramatic surge of people 
accessing this service over the past few 
years. 2016 saw our 3 nurses carry out 
home visits to 598 families and provide 
support to 6646 Health Care Professionals. 
Our nurses also attend many MND clinics 
at the main hospitals in Ireland.

We have also maintained and enhanced 
our investment in, and support for, research 
into MND with the full support of our clients 
and their families.

IMNDA operates in a tough fundraising  
climate. We earn your trust by demonstrating 
 excellence in governance, fundraising and 
robust financial oversight mechanisms.  
We are on the journey of the Code of  
Practice for Good Governance of  
Community, Voluntary and Charitable  
Organisations in Ireland and we expect  
to be fully compliant in 2017. 

Our fundraising team is guided by the 
‘Statement of Guiding Principles for  
Fundraising’ and we continue to report  
our financial transactions in line with best 
practice. In 2016, our financial statements 
were prepared in accordance with  
FRS102 and the Charities SORP (FRS102).  
Governed by an excellent voluntary board, 
we will continue to maintain these high 
standards. 

We would like to acknowledge the hard 
work and dedication of our staff and  
volunteers who continue to strive to work 
on behalf of all those living with MND in 
Ireland. We would also like to express our 
thanks to our fellow board members for 
their valued expertise and support. 

OUR KEY SERVICES INCLUDE:
• Home visiting by our three MND Nurses  

• Financial assistance towards home care  
and counselling  

• Providing specialist medical equipment 
free of charge to our clients

• Supporting research into the causes 
and treatments of MND

• Freefone Helpline & Information service  
for clients

Aisling Farrell, CEO  
& Declan MacDaid,  
Chairperson



OUR SERVICES

DEDICATED NURSE SERVICE  
In 2016 the nursing service cost the IMNDA €289,792. The IMNDA receives 
no state or HSE funding towards the nursing service, it’s funded entirely 
by public donations and fundraising activities.

Eithne, Katie and Fidelma are the IMNDA 
nurses, who work alongside the IMNDA 
and consultant neurologists throughout the 
country. As well as attending MND clinics, 
the nurses travel throughout the country  
providing nursing support to people who 
have been diagnosed with MND. They  
provide support to their families and carers 
by means of home visits, a help line and  
on-line contact. All three nurses have a  
vast level of experience working within the 
field of neurology and all three previously 
worked together on a neurological ward  
in Beaumont Hospital.

Upon registration with the IMNDA, the client 
will receive a first contact call from a dedicated 
nurse within 7 working days where they 
will arrange a first home visit which should 
happen within 6 weeks. 

The nurses provided this service to 
443 clients in 2014 and this increased 
to 456 clients in 2016. 

The MND nurses are central to the patient 
and family. They are also vital for links  
out to all of the services and Healthcare 
Professionals. They endeavour to co- 
ordinate a service that provides continuity  
of care for a case load of patients in  
collaboration with local Healthcare  
Professionals and carers, especially those 
with specific palliative care needs. The 
role applies to acute and community care 
settings. The nurses act as an informed 
resource for health and social care profes-
sionals, involved in the care of the clients  
living with MND.

The nurses have designated areas to ensure 
a continuity of care and equitable service 
throughout the country.

The IMNDA has seen an increase on  
the demand of the nursing service for 
a number of reasons:

• There are 3 MND specialist clinics a month 
in Beaumont Hospital where previously 
there were only two in 2014. There is also 
an MND Specialist Clinic in Cork and  
Galway which our MND nurses also attend

• Due to limited resources in HSE areas, 
Healthcare professionals often use the 
IMNDA as the first point of contact for  
advice, support and specialised equipment. 
This is reflective on the rise in phone calls 
and equipment requests across all the 
counties. In fact in 2016 there were  
6646 calls and emails from Healthcare  
Professionals compared to 3519 in 2015

• Due to improved services and earlier 
diagnosis people are living longer with 
MND and therefore their cases are  
becoming more complex and more  
support is required

• There has been a sharp increase in  
numbers contacting us after the Ice Bucket 
Challenge, due to the awareness it raised

• Healthcare Professionals have become 
very reliant on the MND nurses in the 
community, as their expertise is invalu-
able they are being asked to every case 
conference, which is not always viable. 
The nurses led 43 Education sessions in 
2016 compared to 31 Education  
sessions in 2015.



“I had just finished building my 
family home when I was diagnosed 
with Motor Neurone Disease. I had 
been helping the builders lift and  
lay blocks. Two years later, I can 
barely lift my cup of tea. My MND 
Nurse, Eithne, is available when  
I get scared or need to know  
something, answering questions  
and giving advice and guidance.  
She was there from the start and  
she will be there until the end.

” 
 Andrew Brennan

Andrew is 34 years old 
and was diagnosed with 
MND in February 2015. 
Two years ago he cycled 
150km for charity.  
Now he struggles to  
walk to the letterbox at  
the end of the driveway.



The IMNDA Nurses drive 
hundreds of miles a week 
to visit people like Andrew 
affected by MND in their 
own homes. The IMNDA 
receives no state funding 
towards the nursing service. 

956
people seen

Fidelma Rutledge  
MND Nurse

Katie Kinsella 
MND Nurse

Eithne Cawley 
MND Nurse



THE MND NURSING SERVICE  
ACHIEVED THE FOLLOWING IN 2016:
• Our MND nurses attended 59 Motor 

Neurone Disease Clinics in Beaumont 
Hospital Dublin, Cork University 
Hospital and Galway University Hospital

• They saw 956 people with MND in  
these clinics and each patient would 
have been assigned their own MND 
nurse at clinic and given their mobile 
numbers for support throughout their 
journey with MND. Our MND nurse 
would remain their point of contact and 
stay linked with this person and their 
family throughout their diagnosis

• In 2016 the three Motor Neurone  
Disease nurses visited 598 homes 
throughout Ireland

• They organised and facilitated 43  
educational sessions around Motor  
Neurone Disease for Healthcare  
professionals countrywide, these  
sessions were attended by 297  
Occupational Therapist, Public  
Health nurses and Physiotherapists

• The nurses attended 34 community 
meetings which would have included 
case conferences with other  
professionals, advice forums around 
Motor Neurone Disease and Multi- 
Disciplinary meetings for complex cases

• They facilitated 5827 phone calls where 
they provided advice, information and 
support to people living with Motor  
Neurone Disease, this was an increase  
of 2221 compared to 2015

• There was a huge rise in the amount  
of Healthcare Professionals including 
Occupational Therapist, Physiotherapist 
and Public Health Nurses that  
accessed the nursing service via  
phone or email. 6646 Healthcare  
Professionals accessed the service  
in 2016 compared to 3519 in 2015.

OUR SERVICES
CONTD.

The IMNDA Nurses drive 
hundreds of miles a week 
to visit people like Andrew 
affected by MND in their 
own homes. The IMNDA 
receives no state funding 
towards the nursing service. 

598
home visits

5827
phone calls



SPECIALISED 
EQUIPMENT SERVICE 
We supply specialised equipment  
to ourclients as and when it is needed.  
We provide the equipment without  
delay, regardless of means or location.

A wheelchair or communication aid 
can be a lifeline for someone living 
with MND.

In 2016 the IMNDA spent €524,459 on 
the provision of specialised aids and 
appliances for our clients. We received 
€17,000 restricted funding from the HSE 
for equipment and the remaining €454,459 
was funded and raised through donations 
and fundraising activities.

HOME CARE SERVICE 
The IMNDA provides financial assistance 
towards home care for people with MND. 
This home care grant is only awarded 
once the MND nurse has completed a 
needs assessment and once a HSE grant 
is in place. In 2016 the IMNDA spent 
€388,228 on Home Care Grants. We 
received €46,485 restricted funding from 
the HSE for home care and the remaining 
€341,743 was funded and raised by  
donations and fundraising activities. 

COUNSELLING 
SERVICE
Diagnosis of a fatal illness with a  
shortened life expectancy can lead to  
significant stress. Underlying relationship 
or marital problems can be uncovered as  
a result of the stress of illness. Appropriate 
referral to a qualified counselling service  
is essential for people with MND and  
families experiencing such difficulties.  
The IMNDA provide funding for counselling 
sessions for registered clients and one 
family member. 

The IMNDA spent €7,605 on  
counselling in 2016, which is  
funded solely through donations  
and fundraising activities.

PATIENT CARER 
WEEKEND
Each year we invite all our clients and a 
family member to join us for a respite  
Patient and Carer Weekend away, we 
incorporate our AGM and a half day 
conference in this weekend. This year it 
took place in the Clayton Hotel in Galway 
on the 17th September 2016. During the 
conference there were some very insightful 
presentations from Speech and Language 
Therapist Fiona Rogers, Marian Mahon 
from the Family Carers Ireland and Prof 
Orla Hardiman who gave an overview of 
the invaluable research herself and her 
team in Trinity College are undertaking. 
The day was rounded off with a lovely 
dinner and fun table quiz. Over 110 
delegates joined the IMNDA Board and 
staff for this event. The cost of this respite 
weekend was €17,062 all of which is  
funded through donations and  
fundraising activities.

OUR SERVICES
CONTD.



 

“ 
MND teaches you to live with a constant 
stream of losses; you are constantly grieving 
your old self, your old abilities, and your  
independence. The IMNDA immediately  
provided me with a counsellor to provide 
emotional support. My counsellor had  
previous experience with MND patients  
so was well equipped for my  shock, fear & 
fragility. At every stage of the way the  
IMNDA in particular have been there providing 
me with the support I’ve needed. 

” 
 Sharon Friel

Sharon Friel is 43 years old 
from Donabate in Co. Dublin. 
She was diagnosed with  
MND in 2012. Since her  
diagnosis, Sharon can no  
longer walk and is confined  
to a wheelchair. She can no  
longer speak to her husband  
or her little boy Senan.



 
 

THE IMNDA 
STORY SO FAR…

  

The first information leaflet was 
launched – MND – What is it?

The Association is on the move again.  
We move to more permanent and bigger 
offices in Carmichael Centre

The Freefone no is launched 1800 
403 403, this is funded by Eircom 
and today this continues to provide 
a very important link between the 
Association and people with MND 
and their families

The launch of the National Radio Advertising 
Campaign, “My legs won’t walk, My  
Mouth won’t talk, I’m losing control of  
my body but my Mind Works perfectly”  
this 30-second radio advert runs for three 
weeks on RTE and receives a massive 
response from general public

The Association moved to  
a new office run by the  
Community Services Project  
at Christchurch Place and is 
managed by Chairperson Eithne 
Frost, one of the founding 
members of the association.

The very first meeting of the Association 
was held on the 1st May 1985 in Dublin

1985

The first patient & carer weekend takes 
place in the heart of the country –  
The Hodson Bay Hotel in Athlone

1994
The tenth anniversary 
of the Association, one 
of the highlights for the 
association was the Gala 
Concert that was held in 
the National Concert Hall

1995
MND Liaison Nurse  
Bernie Corr is assigned  
to care for MND patients 
on a full-time basis

1996

1987

1990
1993

2004

1988

15 years of caring and 
the Association is on 
the move again, but 
only across the road this 
time… Coleraine House,  
Coleraine Street our  
current location

2000



 
 

The Film Premier fundraiser  
for the Tigers Tail takes place 
in the Savoy Cinema with an 
after party in Croke Park.  
It is a roaring success!

2006

The Association appoints a new patron 
– RTE’s sport broadcaster Jimmy Magee. 
Jimmy’s son Paul was diagnosed with 
MND a few years earlier but he sadly 
passed away in 2008

2008

In January of this year we the 
saw the most thought provoking 
and inspirational documentary 
entitled ‘MND- The Inside Track’ 
the famous sports broadcaster 
Colm Murray’s documentary on 
his journey with MND

2012

We celebrated our 30th Anniversary  
& 30 years providing services and  
support. We were even treated to  
a visit at Uachtarán na hÉireann and  
met with President Michael D. Higgins. 

2015

Our Sponsored Silence  
campaign goes from strength 
to strength. We asked people 
to give up their voices so 
others could be heard. In 2016 
the sponsored silence raises 
over €29,000. The word is now 
out, now our silence shouts! 

2016

The Association abseils off 
the roof of the Hogan Stand in 
Croke Park for the first time

2009

The Association employs 
two specialist MND  
nurses to provide  
people with practical 
advice and emotional 
supports on how to  
manage the disease

2007

The Association visits Aras an  
Úachtaráin where we meet President  
Mary McAleese in April of that year

2010

The IMNDA goes online!!  
Our website www.imnda.ie  
is launched.

2005

A new awareness campaign featuring two people 
living with MND. Jan Battles and Paul Lannon 
bravely record their experiences. These adverts  
are aired nationally as well as a poster campaign 
on Dublin Bus and our new text to donate number. 
August of this year will not be forgotten for a long 
time! The Ice Bucket Challenge – the viral  
phenomenon that was, took place and raised 
incredible awareness and funds for the IMNDA.

2014

www



HOW WE MANAGE  
OUR FINANCES

As this graph shows the Irish Motor  
Neurone Disease Association is heavily 
reliant on donations and fundraising, 
based on how little public funding is 
available.  

The IMNDA would like to sincerely thank  
all of our loyal supporters and fundraisers 
for all their efforts, contributions and  
support as the IMNDA would not be able 
to do its invaluable work without them.

WHERE THE MONEY 
CAME FROM…

2016 INCOME:

€1,754,827

 23% IMNDA Events

 21% General Fundraising

 17% HSE

 17% Sporting Events

 4% Corporate

 1% Restricted Nurse

 1% SSNO



In 2016 the IMNDA spent the money you raised in the following way:

• 62% went directly on the services 
we provide to families living with MND

• 16% was spent on our vital nursing 
service

• 14% was spent on Fundraising to  
ensure we have a steady income  
flow to fund our services

• 78 cent of every €1 raised  
goes directly towards services

• 6% was spent on governance and 
communications to ensure your  
money is spent correctly and we  
comply with all charity regulator laws

• 2% went towards research

…AND HOW 
WE SPENT IT

 62% Services

 16% Dedicated Nurse 
  Service

 14% Fundraising

 6%  Governance  
& Communication

 2% Research

2016 EXPENDITURE

€1,770,503



IMNDA
Coleraine House
Coleraine St
Dublin 7

T: 01 8730422 
E: info@imnda.ie
www.imnda.ie

Helpline:  
Freefone 1800 403 403

CHY 8510


