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chaIrpersoN’s report
As we start a new year it is very important, as a service led 
organisation, we review our performance throughout the 
previous year. I would like take this opportunity to welcome 
everyone to our very first Annual Report which will review 
the performance of 2013. 

Firstly 2013 was a year that we welcomed our Medical Patron by Dr. 
Aisling Ryan, MB, PhD, FRCPI, and Consultant Neurologist/UCC Clinical 
Senior Lecturer Cork University Hospital. 

We also welcomed CEO Aisling Farrell who joined the association in May of 2013. Aisling has a 
wealth of experience in the Non Profit sector with particular interest in advocating on behalf of people 
with Neurological conditions. 

During this year a Strategic plan was drawn with a consultation process with staff regarding 
organisations changes and improvements, with the stated aim of increasing the efficiency and 
effectiveness of the services provided to people with MND. 

The recent charities act was implemented into Law. The provisions were reviewed by the association 
and we are ensuring compliance of the act and this year we have signed up the Guiding Principles of 
Fundraising which are available to see on our website www.imnda.ie 

The Association Visitors Programme was officially launched and the completion of the first Visitors’ 
Training Programme for the project took place.  

The updating of the IMNDA Website was initiated during this year which led to expanding the image and 
work of IMNDA, to provide information, contacts, advice online to reach as wide an audience as possible

The updating of the internal IT structure to facilitate staff on the road such as our nurses to be able to 
access information and requirements online from anywhere in the country.

We looked at exploring through Cloud Computing more secure ways of storing and protecting our data. As 
well as updating and incorporating our equipment and assets database into the new IT system. 

Fund-raising 2013 continues at a pace all the time
We were delighted to launch our very first 5k Walk to D-Feet MND this summer which took place in 
the stunning grounds of Castletown House in Celbridge, Co Kildare. 

We also were proud to host an evening with Neven Maguire and the launch the celebrity cookbook 
Food for Hope on September of that year

As always we would like to acknowledge those individuals around the country who fundraise for the 
IMNDA on a continuous basis. We rely heavily on all of your generosity and although we may not 
always get the opportunity to meet you personally, your efforts do not go unnoticed.

I wish to acknowledge and thank our CEO Aisling Farrell and the Staff of the IMNDA for their 
dedication and hard work on behalf of the members of this organisation. 

Dr Declan Mac Daid 
Chairperson
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ceo report
I was delighted to be appointed as Chief Executive of the 
Irish Motor Neurone Disease Association (IMNDA) in May 
of 2013. I would like to welcome you to the IMNDA’s first 
ever Annual Report for 2013, it has been a very difficult few 
months for the Community and Voluntary Sector. We would 
like to extend a sincere thank you to all our supporters, we 
would also like to reassure you that we are making the best 
possible use of the funds that you have generously donated 
to us to deliver high quality services to people with  Motor Neurone Disease and 
their families, 92% of our expenditure goes towards services. You can see more 
details in the support and services section of this booklet. 

Our vision for 2014 is to deliver a new website which we hope will be more user friendly for people. 
The Association Visitor Programme is going from strength to strength and we would encourage 
anyone interested in becoming a visitor to contact the office. In 2014 we are also going to re-launch 
our Drink Tea for MND Campaign and we will also be releasing a new radio ad around this time which 
aims to raise awareness of Motor Neurone Disease.  We held a very special joint ‘Drink Tea for MND’ 
with Trinity College Dublin MND Research in 2013 and we are hoping this event will go from strength 
to strength in the future. 

It is also our intention to put in place a strategic plan for 2014-2016 outlining the operations of 
the organisations overall structure. I am committed to delivering more and better services to our 
members and their families along with all of the IMNDA Team. 

Once again I would like to take this opportunity to thank you all for your continuing support, because 
without you we would not be in a position to deliver our services to those who need it most. 

Best wishes

Aisling Farrell 
Chief Executive
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What Is 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 the muscles, which leads to weakness and wasting.

MND can affect how you walk, talk, eat, drink and breathe. However, not all symptoms necessarily 
happen to everyone and it is unlikely they will all develop at the same time, or in any specific order.

The cause of MND is not known. There may be environmental factors that trigger the damage in 
people who are susceptible to the disease. Ongoing research is necessary to find out the nature of 
these environmental factors, and what makes one person more susceptible than another.

MND strikes people of all ages and currently there is no cure, however symptoms can be managed to 
help the person achieve the best possible quality of life. The drug Riluzole (Rilutek) has shown to be 
helpful in slowing down the progress of the disease.

In 2013, the IMNDA provided services to 445 people in Ireland with MND. Due to the nature of the 
illness, it is estimated that 320 people are living with the condition at any one time. On average one 
person is diagnosed every four days with the disease for which unfortunately there is no cure.
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our hIstory
The Irish Motor Neurone Disease Association - IMNDA (CHY 8510) was established 
on the 1st May 1985 by a small group of friends, relatives and carers of people with 
Motor Neurone Disease. It was set up to help people who had very little knowledge 
of the disease so that they didn’t feel isolated or alone with this condition. The 
services at that time were the provision of a telephone helpline and the provision of 
the equipment service. 

To date, the IMNDA is the only organisation of its kind providing care and support to people with 
Motor Neurone Disease, their families, friends and carers. Since 1985, our services have expanded 
to include home visiting by an MND nurse, financial assistance towards home care help and the 
provision of specialist medical equipment on loan free of charge to our clients, publications on MND 
and home visits & supports from an Association Visitor. We also support research into the causes and 
treatment of the disease by providing grants towards scientific and medical research of the highest 
quality specific to MND.

our Mission and Vision & Values 
The Irish Motor Neurone Disease Associations governing documents set out that its overall mission is 
as follows:

• The Irish Motor Neurone Disease Association (IMNDA) is a registered 
charity whose members are at the forefront of what we do

• IMNDA supports people with motor neurone disease (MND), their families 
and carers through advocacy, home and professional support

• IMNDA fundraises to help people with MND and support the vital research undertaken     

• All of this is underpinned by a Board and staff who seek to 
provide the best governance for the IMNDA’s activities

 
Our Vision at the Irish Motor Neurone Disease is a world free from Motor Neurone Disease. 

Values are present both in the internal operation and in all the activities IMNDA carries out.  At the 
heart of our work in IMNDA is a set of core values which inform every aspect of our services, policies 
and practices. These values are:

• 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
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support & serVIces
The IMNDA is dedicated to supporting and working on behalf of people living with 
MND, their families and carers. People who have been diagnosed with MND can 
register themselves or a healthcare professional or family member can register on 
their behalf once consent is given. Registration is free and details are completely 
confidential. 

Upon registration the following services are available to people who have been diagnosed with MND 
and these services are free of charge. 

• Access to two MND Nurses directly employed by the association

• Access to specialised equipment on a loan basis to all clients

• Financial assistance to increase homecare packages 

• Financial support for a number of counselling sessions for 
the client and one other member of their family

• Information Folder which contains comprehensive material about the disease

• Home Visiting Programme (AVP) 

My name is Karl Hughes and I have Motor Neurone Disease, I really 
appreciate the work the IMNDA has done for me. They provide 
tremendous support to all in the MND fraternity, both patients and 

family alike. 

analysis of our expenditure for client services
Total expenditure for 2013 amounted to €1,591,252 this was an increase on previous year 
expenditure of €1,557,527. The increase is due to greater awareness of the Association and an 
increase in more people with MND registering with us.  In 2012 we had 299 people register with us 
compared to 351 in 2013.

2013 expenditure: €1,591,252

5%   Governance & Comms
70%   Services
11%   Fundraising
11%   Dedicated Nurse Service
3%   Research
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Further INForMatIoN oN serVIces

Nursing service 
We have two qualified full time MND Nurses that provide services to people with MND nationwide, 
these services include telephone support and home visits. Upon registration the client should receive 
a first contact call within 7 working days where they will arrange a first home visit which should 
happen within 6 weeks. The nurses provided this service to 351 clients in 2013.

During this year the association also developed new standards to the nursing services and these are 
as follows;

standard 1:  This is the ‘first initial telephone contact’ to the person with MND or a family member. 
This service achieved a 95% outcome that was achieved within 14 days of the person 
being diagnosed with the condition.

standard 2:  This is the ‘home visit’ by the MND Nurse to the person with MND in their family home. 
This service achieved a 60% outcome that was achieved within 6 weeks of the person 
being diagnosed with the condition. 

specialised equipment service
In 2013, €419,773 was spent on the cost of specialised equipment and appliances for our clients. 
We received €18,000 restricted funding from the HSE for equipment and the remaining €401,773 
was funded and raised through donations and fundraising activities.

Approximately 237 individual pieces of equipment were purchased by the association and provided 
to 70% of our clients. 

home help service
In 2013, €501,611 was spent on home help grants. The IMNDA provides financial assistance 
towards home care help for people with MND. This home help grant is only awarded once the MND 
nurse has completed a needs assessment. We received €58,013 restricted funding from the HSE 
for home help and the remaining €443,598 was funded and rasied by donations and fundraising 
activities. 

counselling service
€3,690 was spent on the Counselling service for people living with MND. Diagnosis of a fatal illness 
with a shortened life expectancy can lead to significant stress-induced adjustment problems. 
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 provides funding for counselling sessions for registered 
clients and one family member. The IMNDA funded  this service solely through donations and 
fundraising activities. In 2013, this service was provided to 6% of clients with MND.
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association Visitor programme aVp

In 2013, The IMNDA saw the launch of the Association Visitor Programme (AVP); the programme 
was officially launched at the AGM on 7th September. The IMNDA first looked at developing the 
Association Visitor Programme (AVP) in 2010 as a way to provide additional support to our client 
group.The programme plays a vital role in helping us to ensure people with MND their families 
and carers receive the support and services they require. They carry out this role by either visiting 
someone in their home or by making contact with the person over the telephone. We currently have 
six visitors that have completed the training and we hope that this programme will come into full 
effect in Summer 2014. There has been a slight delay with the Programme due to staff resources and 
the high increase of client registrations  at the end of 2013 and start of 2014. 
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statIstIcs For clIeNt regIstratIoN 
On average there are 300 people diagnosed with Motor Neurone Disease each year, 
this is a breakdown of clients for 2013 per HSE Area

HSE ADMINISTRATIVE 
AREA COuNTY MALE FEMALE TOTAL

TOTAL FOR 
HSE AREA

hse Dublin North east Cavan 1 1 2

Dublin North of Liffey 22 15 37

Louth 13 3 16

Meath 8 6 14

Monaghan 2 2 4 73

hse Dublin Mid-leinster
Dublin South of Liffey  
& West 45 27 72

Kildare 4 5 9

Laois 3 2 5

Longford 3 0 3

Offaly 1 1 2

Westmeath 6 3 9

Wicklow 4 3 7 107

hse south Carlow 2 0 2

Cork 15 18 33

Kerry 6 7 13

Kilkenny 1 2 3

Tipperary South 3 1 4

Waterford 6 6 12

Wexford 7 1 8 75

hse West Clare 7 5 12

Donegal 6 5 11

Galway 11 7 18

Leitrim 3 1 4

Limerick 7 10 17

Mayo 9 10 19

Roscommon 4 1 5

Sligo 2 1 3

Tipperary North 2 5 7 96

total By gender 351
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FuNDraIsINg, pr & coMMuNIcatIoN 
eVeNts 2013
Total income for 2013 amounted to €1,670,449. Of this total €291,864 (17%) 
was HSE funding and €28,412 (2%) was a Community Grant. The remaining 
€1,350,173 (81%) was sourced through donations and fundraising activities.

2013 Income: €1,670,449
17%   HSE
2%   Community Grant

18%   General Fundraising
17%   Donations
15%   Sport events
8%   Legacies

12%   Charity of Year
3%   White Collar/Abseil
2%   Drink Tea for MND
6%   East Egg/Church Gate

In 2013, the IMNDA organised in excess of 10 major fundraising events, this is almost 1 event per 
calendar month, these events take weeks of preparation and are organised and managed by the 
fundraising team. They demand administration resources and time from the team to organise. 

In parallel to this, our dedicated and vital supporters also organise community fundraising events 
which amounted to over 400 in 2013. Again these events require a lot of resources and time from the 
fundraising teams as well as the time given by the individuals who organise them.  

In 2013, the IMNDA received huge support from large companies such as CERTUS, Irish Life 
and PwC, these companies choose IMNDA as their charity of the year. They all provided financial 
supports for services to our organisation which accounted for 12% of total income.

Donations from supporters in 2013 were up 60% on 2012. 

In 2013, €37,500 was raised from the sale of two books that were launched. 

Cork Woman Katie Hallissey who lost her father John to 
Motor Neurone Disease launched a cook book entitled 
“Food for Hope.”  A collection of over 60 recipes from a 
host of Irish Celebrities was launched at the Silver 
Springs Hotel in Cork. Special guests included Neven 
Maguire, Maclean Burke (Fair City) and Minister 
Kathleen Lynch. 
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Andy McGovern who has MND for 38 years launched his second book entitled “Against the Odds.” 
The book was launched on the 10th February in his local pub in McCaffreys Bar in Aughavas, Co 
Leitrim, which coincided with his 80th birthday. A Dublin launch took place in The Light House 
Cinema and was attended by Jimmy Magee and Prof Orla Hardiman and the Associations Founding 
Member Eithne Frost.  

 

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

The Global Awareness Campaign kicked off early on 
12th June 2013 with the very first Drink Tea for MND 
event in the home of the Academic Unit of Neurology, 
Trinity Biosences Insititute on Pearse Street. The 
IMNDA and TCD MND Research joined forces and 
were delighted to welcome over 110 guests to listent to 
the research into the causes of MND that is currently 
been undertaken by Prof. Hardiman and her team. The 
IMNDA granted €45,000 towards TCD MND Research 
all funds were raised through fundraising activies. 

2013 saw the launch of “Get Active for your 
Association” with the involvement of Operation 
Transformations star, Sargent Mick Mulcahy and RTEs 
Sports Presenter Joanne Cantwell. The idea was to 
get people signed up to all different kinds of sporting 
events that the associations organises and participates 
in such as the Women’s Mini Marathon. As a result of 
this campaign, people organised cycles, participated 
in events such Ironman Austria, Triathlons, Kilimanjaro 
Climbs, Push Pumping with the Fire Brigade officers, 
Skydives and many many more. This campaign proved 
to be a successful one indeed. 
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Fighting MND at the ‘Dandelion Dust Up’ boxing event in Dublin’s city centre. This event is still as 
popular as ever with our supporters and the general public looking for an alternative way to get fit.  
Thirty two participants signed up again for this event for an eight week training programme.

The Abseil off the roof of the Hogan Stand took place on Saturday 12th October. The event was 
launched by Sunday Game Presenter Michael Lyster and Paul Lannon who has MND. 

The Association saw its second ‘Take Me Out’ Event which took place in April 2013 in the Workman’s 
Club in Dublin. Damian Clarke of Republic of Telly fame presented the light hearted dating fundraiser.

The Association saw the very first walk to D-Feet MND; this 5km walk took place in the grounds of 
Castletown House in Co Kildare and was attended by over 100 walkers.

We also saw the launch of the ‘Live Your Life Cycle’ this event was from the Ballincollig to Allihies in 
West Cork. It was organised by Ollie O’Sullivan and Family who did this in memory of their mother 
Betty Rue O’Sullivan, who battled with MND but whose motto in life was to ‘Live Your Life’. 

The D2K Cycle Event was organised by Paul Lannon who has MND. He and his family organised the 
cycle from Dunleer in Co Louth where he is living to his home county of Kilkenny.

In 2013, MND Awareness Month was in June. This was the launch of the Drink Tea for MND 
campaign which was supported by Jimmy Magee & Mary McEvoy. A radio advert was aired from 
the 12th – 19th June. With the radio advertising on National Radio we reached an audience of 
approximately 1.8million listeners. 

The PR team organised interviews with people with MND who told their own personal stories on 
regional radio throughout the country. We reached a potential audience of 1 million with the regional 
radio interviews, poster campaign on Dublin Bus and digital activity all combined. Media coverage 
from radio and newspaper articles on personal story interviews was approximately 47% of total 
regional coverage and 13% of National coverage. 
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Awareness Month in 2013 also saw the release of a new film “I AM BREATHING”, which told the 
true story of Neil Platt, a young 33 year old father from Yorkshire who found out he was dying from 
motor neurone disease (MND) just months after the birth of his son Oscar. Within one year, Neil 
became paralysed from the neck down. As his body failed, he tried to make sense of his life in order 
to communicate who he is in a letter to his one-year-old son.

Through this documentary, Neil wanted to raise awareness of MND and this was the focus of his last 
few months. We want to make Neil’s vision come true. On the 21st of June, MND Global Awareness 
Day, this film was screened all over the world and the Irish Motor Neurone Disease Association 
(IMNDA) with Stoney Road Films hosted the Irish screening of Neil’s story in the Light House Cinema 
in Dublin’s city centre. 

The Annual Patient Carer Weekend & AGM was held on the 6th September 2013. We invited all of 
our clients and a family member to join us for this Weekend away. The AGM was also incorporated 
into this weekend with a half day conference with presentations from Prof. Hardiman and Dr. Aisling 
Ryan. The event was held in the Pillo Hotel, Ashbourne, Co Meath and over 100 delegates joined the 
IMNDA Board and staff for this event.

supporting fundraising for the IMNDa

Make a donation 

Become a member 

Volunteer your time 

Organise an event 

Recommend us for your workplace charity of the year

If you would like to get involved, please email fundraising@imnda.ie  
or call 01-873 0422
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research 
In 2013, the association donated €45,000 towards a Research Fellow. Dr Sinead 
Maguire is the Research Fellow in MND and her work involves identifying the 
limitations of current management of MND.  She establishes whether people with 
MND have access to the most appropriate care at the most appropriate time, and 
if not, what the barriers to this are. This is achieved initially by comparing existing 
practice with best practice guidelines and international expert opinion; and by 
the development of better ways to decide when and how people with MND should 
access these services. 

Dr Maguire also engages in mapping the views of people with MND and their carer’s, to ensure 
that the medical perspective of how care is delivered is appropriately aligned with the needs and 
aspirations of those affected by the condition. Her work seeks to determine whether the person’s 
experience of the health system matches with best international practice, and whether the person 
and their carer feel that their experience of the health system provides them with adequate care 
when, where and how they needed it, and if not, why not. 

This work is linked to two larger projects, supported by the Health Research Board under the 
Interdisciplinary Capacity Building (ICE) award and the European Commission Joint Programme in 
Neurodegeneration. 

Ultimately the project will identify situations when input from palliative care would have been 
useful but did not occur, and where input was perceived as not being useful. This data will help 
the research team, in conjunction with IMNDA and those affected by the condition, to build a new 
framework that can be tested by both health care professionals and those with MND and their 
families. 

A multifaceted care framework will then be piloted with health care professionals and users. The 
perspective of those providing the care along with the perceived effectiveness by those with MND will 
be captured, and the utility of the service evaluated for a user and carer perspective. 

For the future this work will help to provide a road map for palliative service intervention for MND, 
and will assist in the future development and integration of palliative services in Ireland.

International symposium

24th International Symposium took place in Milan, Italy on December 6-8, 2013. It was attended by 
over 950 scientist clinicians and healthcare professionals who presented talks about their research 
into MND. The main emphasis being on “The Background of MND and Physical Activity” addressing 
the question as to whether physical activity in adult life in general is a risk factor for MND.
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It aND Future plaNs
In 2013 the IMNDA went through a complete IT overhaul. A new database began 
development which will become fully operational in March 2014 and we aim to 
have all of our equipment bar coded by the end of 2014. A new accounts system 
will also be in place during this year with the intention of employing a partime 
accounts person to administer this. 

All of these improvements will increase the efficency of the Association and we hope that the website 
will become the main source of information for people with MND and their families. €30,512 was 
spent on this IT upgrade all of which was funded through an unrestricted legacy donation. 

A strategic plan will be put in place for 2014 – 2016 which will outline the operational plans for 
the association and will incorporate services such as the provision and purchase of specialised 
equipment and adhering to the purchasing policy. It is also hoped that the operation of a tagging 
system for all equipment purchased by the association will be in place by the end of summer 2014.

In relation to finance and fundraising the association will inititate steps to ensure that the association 
is SORP compliant, and also ensure that the Fundraising Principles and Guidelines as laid down by 
the Charity Regulator are being complied with. 

Human Resources; in order to ensure staff roles meet the needs of the organisation and the 
organisation is supporting staff to perform their roles effectively, the Board of IMNDA will develop 
and review job descriptions, role supports and training/up-skilling opportunities for staff as part of an 
annual process. 

Communications and Public Relations; The IMNDA has a number of key communication 
opportunities with members and the general public.  The national awareness day “Drink Tea for 
MND” has been running for 6 years and forms the basis of most nationwide communications.  It is 
the association’s intention to produce a new advert for the Drink Tea Campaign by introducing two 
clients with Motor Neurone Disease to give a synopsis of how MND affects them. We are hoping to 
generate a lot more publicity in 2014. 

Work began on a new website in late 2013 which will be launched in 2014. The idea to modernise 
the look and feel of the website and make it more user friend to all visiors to the site.

With the opportunity afforded by the new ICT system, a communications strategy will be finalised, 
detailing marketing opportunities, social media opportunities and supporting fundraising 
opportunities.   A focus group / member panel has been established to provide input and feedback 
on key messages and to provide a touch stone in our work. 
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FINaNce
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goVerNaNce   
The board is committed to maintaining the hightest standards of corporate 
governance and is determined that the company complies with the basic principles 
outlined in the Goverance Code.

Board members all of who are non executive and independent and are drawn from diverse 
backgrounds and bring a broad range of experience and skills to the Boards delibertations. All 
new Board members attend an induction course shortly after appointment in  order to familiarise 
themselves with their statutary responsibilites, their role as Board members, and the governance 
framework of the Irish Motor Neurone Disease Associations vision, mission and values.

There are clear distinctions between the roles of the Board and the executive management team. 
The Board is responsible for providing leadership, setting overall strategy and monitoring budgets 
and outcomes of the organisation. The Board is also responsible for identifying the risks affecting the 
organisation and ensuring procedures are in place to reduce and manage the major risks identified. 
The Board accepts it needs to work effectively, behave with integrity and be transparent and 
accountable. There are six non-executive directors. The directors bring to the Board deliberations 
their significant business and decision making skills gained in their respective fields toegther with a 
broad range of experience and views.

The day to day management is delegated to the Chief Executive. The Chief Executive prepares 
and present policies, work plans and annual financial budgets and cash flows for consideration 
and approval to the Board. There is a schedule of matters reseved to the Board for decision and a 
schedule of matters delegated to the Chief Executive.

The company complies with the following codes of practices:

Irish Charites Tax Reform Group (ICTR) Statement of Guiding Principles for Fundraising

The Governance Code for Community and Voluntary Organisations in Ireland

our Board of Directors 2013:

Dr. Declan Mac Daid (Chairperson) 

Darren Connolly (Treasuer)

Katie Hallisey (Secretary)

Bernie Connoly

Angela Hogan

Johnathan Healy

The Irish Motor Neurone Disease Association employs seven full time staff and two part time staff. 
The structure of the organisation is as follows:
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Mangement and staff year end 2013 

BoarD
Chairperson: Dr Delcan MacDaid 

Treasurer: Darren Connolly 
Secretary: Katie Hallissey 

Bernie Conolly 
Jonathan Healy 
Angela Hogan 

chIeF eXecutIVe oFFIcer 

Aisling Farrell 

regional 
Development offi cer

Marie Reavey 

service 
administrator

Denyse Gaffney

pr & 
communications 

Fundraising offi cer
Maeve Leahy

Book Keeper

services Manager
Tracy Hutchinson

pr & 
communications 

executive
Derbhla Wynne

National 
Development 

Manager
Gemma Watts 

Nurses
Fidelma rutledge 

Eithne Cawley 
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email: info@imnda.ie

Facebook: facebook.com/Irish Motor Neurone Disease Assoc 
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registered charity No (chy): 8510  
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