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Muscular Dystrophy Ireland
Muscular Dystrophy Ireland (MDI) is a voluntary
organisation, which was established in 1972 by
a small group of people in the west of Ireland
to support families who had a member with
muscular dystrophy.
Since then it has grown considerably and now
has a membership of over 600 members and a
network of branches throughout Ireland.

There are now MDI offices in Dublin, Donegal,
Cork, Galway, Tullamore and Kells, and MDI staff
members are also based in the mid-west and
south east regions. MDI’s primary objective is to
provide support for people and their families who
are affected by muscular dystrophy and allied
neuromuscular conditions.

Mission statement
Muscular Dystrophy Ireland aims to provide
information and support to people with
neuromuscular conditions and their families
through a range of support services. Our objective
is to promote, through practical empowerment,
independent living for people with the condition
muscular dystrophy. MDI supports advocating
for services to enable people with neuromuscular
conditions to fully participate in society and to
live a life of their own choosing. MDI also aims
to support and fund research into neuromuscular
conditions.

“MDI is a vital source for people with
neuromuscular conditions. It provides a
wealth of resources to families and individuals
who experience the condition. Without the
supports MDI provides, people with MD would
find even greater difficulty in surmounting
the obstacles towards making for themselves
a fulfilling and worthwhile life. Their role in
the lives of people with MD is an essential and
fundamental necessity that cannot be taken
for granted nor considered expendable.”
Comment by MDI member in the Members’
Audit 2010

A message from the
Chief Executive Officer

2011 saw the dreams of so many MDI members, friends
past and present come true with the organisation
moving into MDI House and National Resource Centre
for muscular dystrophy and allied neuromuscular
conditions. This has been a very busy and exciting
year for MDI. It has felt like opening a new chapter in
the ‘Life and Times of MDI’. The supports that we can
now offer have increased tenfold with the opening of
the ‘Home from Home Apartment’, the information
library, meeting rooms, training rooms, aids and
appliances display, etc and the list of possibilities are
endless.
MDI’s goal has been, and will always be, to increase
awareness of muscular dystrophy and to enhance
the support services that it provides nationally. These
services include: Family Support, Youth Services,
Summer Camps, Respite, Transport, Information
and Clinics. And, most importantly, we endeavour
to ensure that MDI members are linked in to the
appropriate statutory services to meet their needs.
MDI funding was cut by 1.8% in 2011 and there
are concerns that funding will be cut again in 2012,
placing further financial pressure on the organisation.
I still await the publication of the Government’s value
for money review which commenced in 2009 but as I
stated last year, how do you put a price or charge on
the services that enhances the quality of life of people
with disabilities in Ireland thus enabling them to live
an active and independent life. How will Government
cutting this funding equate it to ‘value for money’?
I would like to take this opportunity to thank all
the Health Service Executive areas who continue
to provide financial support. As you read through
this report, you will see all the fundraising activities
that have been carried out throughout the year and
I would like to extend a very sincere word of thanks
and appreciation to all the fundraisers for their

endeavours. Funding will be an on-going battle for
the organisation, especially during the times we live
in, but MDI will endeavour to provide all the supports
to members that they require. These supports are
outlined in this report.
MDI has funded additional research projects in 2011
and is very excited about hearing the outcome of
these throughout 2012 (read more under research).
I would like to thank Ms Elaine McDonnell, National
Chairperson, for all her support over the past year and
also to all the members of the National Executive and
National Council. I would also like to thank all the
members and friends who are part of the Fundraising,
Research, Trust Fund and 40th Celebration Committees
for giving of their time and expertise to ensure that
these committees run smoothly. Thanks, also, to all
the staff for their hard and dedicated work over the
past twelve months.
2012 will bring even more challenges due to the poor
economic climate that we live in but I can assure
you that I and all the staff will strive to enhance the
supports that our members require and are entitled
to as a right. MDI will celebrate its 40th anniversary
in 2012 and plans are being put in place to mark this
occasion. I know the economic forecast is very poor for
the coming year but I feel MDI has dropped an anchor
this year and we will not be sailing away into the
sunset. The crew on board are dedicated, committed
and hard working. MDI is a unique organisation and I
believe that this is what will carry us through these
stressful economic times and make our organisation
even stronger in the future.
Regards,
Joe T Mooney
Chief Executive Officer
Muscular Dystrophy Ireland

Chairperson’s report
This year, 2012, is the 40th anniversary of Muscular
Dystrophy Ireland. I am sure that those people
who got together on that day in 1972 could not
have envisioned the organisation being as strong
and vibrant as it is today. This is due, in no small
measure, to the hard work and dedication of the
staff, volunteers and committee of MDI down
through the years. Not forgetting the contribution
of the members themselves. To my mind, one of
the most prominent signs of the success of this
organisation is the premises that houses not only
the head office, but also the “Home from Home”
fully-accessible and outfitted accommodation,
which, after much debate, has been called MDI
House and National Resource Centre for muscular
dystrophy and allied neuromuscular conditions.
This building has been a spectacular success in a
multitude of different ways. It has provided the
staff with modern, well-designed office space and
purpose-built facilities. We have been able to
establish a more comprehensive information centre.
It has proved to be a fully-functioning showcase for
aids and equipment. The committee rooms have
allowed the organisation to hold information days
on specific types of muscular dystrophy and, of
course, allowed us to hold all meetings, including
the A.G.M. in-house. All parts of the building have
proved to have uses which were not foreseen. For
example, there has been interest from providers
of courses who saw the potential of holding the

theory part of the course downstairs and then
moving upstairs for a practical demonstration. The
apartment has not just provided members with a
base in Dublin, it has also been used as a rest stop
for those coming to Dublin for the day.
The apartment has proved to be extremely popular
with 134 members making use of the facility in
2011 since its opening in June. It has also been
used to provide a weekend respite break for four
members and it is hoped that its use by members
will continue to develop.
The summer camps this year for all different age
groups were held in Kilcuan Lodge, Clarinbridge, Co.
Galway. They were fully booked-up and proved to
be a great success. It is worth noting, at this point,
that MDI contributed to the Irish Powerchair Team
who travelled to Paris to take part in the World
Powerchair Finals. There were four members of MDI
on this team.
As we all know, we are in an economic crisis of
unforeseen proportions. Due to cutbacks, MDI has
seen its core funding fall by 14.2% over the last
few years. It is to the credit of the staff and their
ongoing commitment to members that the services
provided by them have remained in place. I feel
particular mention should be made of the efforts of
our C.E.O., Joe Mooney, in this regard. These cuts,
however, mean that we are far more reliant on
fundraising which now has to make up for the fall
in our core funding.

Despite the downturn in the economy and its
resultant effect on people’s pockets, the fundraising
undertaken on behalf of MDI is going from strength
to strength. Thanks, it should be said, to the trojan
efforts of staff, volunteers and members. Our
Awareness Day in February reflected in monetary
terms how difficult it is to raise money in the
current climate. However, its value in terms of
raising awareness of the condition and of the profile
of the organisation remains invaluable. Our thanks
go to the celebrities and volunteers who helped in
the awareness campaign.

it will become an annual fundraising event. October
also saw a Fire Walk take place in Croke Park. 21
participants walked on fire, each raising a minimum
of €200 for the charity. 2011 also saw the Lough
Derg Cycle challenge in June, the James Campbell
10 mile run in Monaghan, the Estuary swim from
Tarbert to Glin and the Glencullen Reunion Loop
Walk which all took place in July and in November
a performance by Portlaoise Gospel Choir was held
in Ballinakill Church. Many more fundraising events
took place throughout the year and, again, may I
express our thanks on behalf of the organisation.

As an organisation, we are constantly advocating on
behalf of members with the H.S.E. and the relevant
government departments. A very important aspect
of this campaigning is our “MDI members meet
their TD’s” day. In 2011 it was held on Oct 19th.
Over thirty members attended and sixty TDs and
Senators. The impact of the day was reflected in the
attitude of the politicians who were very interested
in meeting their own constituents and acting on
their concerns.

One of the core aims of MDI is to facilitate research.
Funding during this year was distributed to Prof.
Richard Costello in Beaumont Hospital, Dr. Keith
Murphy from UCD and Prof. Kay Ohlendieck from
NUI Maynooth. Reports from the beneficiaries of
the research fund will be given on the morning of
the A.G.M.

As ever, there were a number of exciting events
and activities around the country organised for
the benefit of MDI. The International Bikefest took
place in Killarney during the June bank holiday
weekend. MDI was present selling tickets for the
donated Harley Davidson motorbike and badges.
This event raised €9,703. We continue to be
very well supported by ladies who run, walk or
wheel the Dublin Women’s Mini Marathon for the
organisation.
The annual Greyhound Race Night took place in
Newbridge on October 8th and provided all with
a great opportunity to have fun and raise funds as
well. Thanks need to be given to those who put on
golf classics for us, with particular mention to Trim.
This year saw a number of exciting new fundraising
ideas. October 2011 saw the inaugural “Caveman”
weekend. This took place at the Ailwee Cave complex
in Ballyvaughan, Co. Clare over the weekend of
15th and 16th October, 2011. On Saturday the
challenge was running; then participants spent the
Sunday on their mountain bikes. Approximately 150
people took part in this event and it is hoped that

When we look back on 2011, I am sure it will be
a landmark year for MDI. I think it will be seen as
a year of success despite adversity. Not since the
1980’s have we seen the economic climate we have
had and yet MDI has gone from success to success.
Again I would like to acknowledge the contribution
of members, staff, volunteers and those who
give their time and effort to the branches across
the country, the National Council and National
Executive. Through their efforts MDI continues to
make a difference in its members’ lives.
As I said earlier, 2012 is the 40th anniversary of the
establishment of Muscular Dystrophy Ireland and
to mark this, some events have been suggested.
The official opening of MDI House, production of
an anniversary booklet and an information day
followed by a celebration dinner and dance are
some of the ideas that have been put forward. As
always, members will be notified of any such event
and we look forward to seeing you take part.
Thanks,
Elaine McDonnell
National Chairperson
Muscular Dystrophy Ireland

MDI network of support
MDI’s Head Office is located in Dublin, where
management and administration teams are located
as well as national supports including information,
research and fundraising.
MDI also has five regional offices, in Cork, Donegal,
Galway, Tullamore and Kells. There are also MDI
staff members based in the mid west and south
east regions. Family support is available throughout
all HSE regions of Ireland, while youth support is
available in the east, south, west, midlands, north
east and north west.
There are also 7 active branches associated with
MDI: the South East, Donegal, Kerry, Mountbellew
in Galway, Midlands, Dublin and the North East

Branches. They are coordinated by volunteers –
people with neuromuscular conditions, their
families and friends. They take part in various
activities including fundraising, awareness raising
and organising social events.

Muscular Dystrophy Ireland has:
608	individuals
with
neuromuscular
conditions registered as members of
MDI, as well as 80 bereaved families
who continue to avail of support
6

offices nationwide

7

Branches

Who does MDI support?
MDI supports people who have muscular dystrophy
and related neuromuscular conditions and their
families. These conditions are characterised by the
progressive weakening and wasting of the muscles.
They can affect adults and children. Some forms
arise at birth or in childhood, others may not
manifest themselves until later in life. Each type of
muscular dystrophy arises from a different genetic
mutation or deletion which is inherited from one or
both parents or is due to a spontaneous mutation.
This means that there are families who have more
than one member with the condition. There is no
cure for muscular dystrophy but there have been
huge advances in increasing the quality of life for
people with the condition and scientists around the
world are working hard to develop new treatments.
MDI’s membership has been increasing every
year and we now have 608 individuals with
neuromuscular conditions registered as
members. MDI also supports the families of
people with neuromuscular conditions, including
parents, carers and siblings, and provides support
and information to healthcare and educational
professionals. Our network of support extends to
almost 4000 people.

Membership of MDI by diagnosis
Type of MD

No. Mmbrs

Duchenne MD

106

Periodic paralysis

6

Neuropathy

6

Charcot-Marie-Tooth

99

Inclusion Body Myositis

6

Myotonic Dystrophy

84

Congenital MD

4

Spinal Muscular Atrophy 48

Metabolic

2

Facioscapulohumeral MD 43

Dystonia

2

Limb-Girdle MD

43

Polymyositis

1

Myopathy

38

Oculopharyngeal MD

1

Becker MD

26

Dermatomyositis

1

Congenital

18

Arthogryposis

1

Friedreich’s Ataxia

15

Guillain-Barre

1

Myasthenia Gravis

7

Other / Unspecified

Total No. Members with MD: 608

50

MDI’s increasing membership 2006-2012

Breakdown of Membership by County
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The start of a new era for MDI
This is an exciting new era for MDI as it marks
the beginning of the latest chapter in the history
of our organisation. For nearly 25 years now MDI
has been operating from rented offices, but in
June 2010 we purchased premises with a view
to establishing a new National Resource Centre
for people with neuromuscular conditions. After
extensive renovations, MDI’s new Head Office
opened in this purpose built premises on 1st April
2011.
This purpose designed building encompasses a
wide range of facilities to enable people with
neuromuscular conditions to access information
and support services. It includes one of the most
comprehensively equipped aids and appliances
facilities, where members and individuals can try
out and test such appliances. A large boardroom
is also available for hosting meetings, information
days and AGM’s etc.

The second floor of this building consists of MDI’s
“Home from Home Apartment”. This is a selfcatering, wheelchair accessible three bedroom
apartment adapted to the highest specification
for people with physical and sensory disabilities,
to make it easier for people attending clinics or
appointments, visiting a family member in hospital
or simply enjoying a short respite break in Dublin.
The first guests stayed in June 2011 and over the
first 7 months it has been used by a total of 134
people with guests staying on 190 nights.
MDI held two open days in 2011, one for MDI
members and one for local residents to ensure that
we are linked into the surrounding community. This
centre is a work in progress with new developments
being planned throughout 2012 and into the future.

Quotes from guests
who stayed in MDI’s
new “Home from
Home” apartment
“You wouldn’t get
this quality in a 5 star
hotel. The home from
home apartment is
amazing, it really is
a home from home –
very comfortable.”
“10 out of 10. You
don’t need to stress
about accessibility,
everything is so easy
which makes the stay
so enjoyable.”
“Very happy with
my stay particularly
with the space in all
the rooms and the
bathroom size was
fabulous.”
“Very homely
and comfortable.
Everything I could
have needed was
catered for.”

Information
MDI’s Information Officer is based in the Head
Office in Dublin and provides a nationwide service.
Queries are received by phone, email, letter and
in person from people who would like information
about neuromuscular conditions and related issues
such as research, entitlements, accessing equipment
and adaptations etc.
The information service is open to all, including
members of MDI, people and family members
newly affected by muscular dystrophy or a related
neuromuscular condition, students carrying out
projects, health care professionals, teachers, special
needs assistants and the general public.
A total of 279 individual information requests were
received in 2011 by the Information Officer. In
addition to the requests received, the Information
Officer proactively distributes relevant information
to MDI staff and members, education and health
professionals, other organisations and politicians.
•P
 resentations given in 3 schools to 58 teachers
and SNAs
• 64 reports and leaflets distributed to
physiotherapists
• 714 reports issued following 3 information
events
• Briefing document issued to 166 TDs and 60
Senators
• 1000 people received the MDI newsletter 4
times in 2011

Raising awareness
MDI staff attended a number of meetings in 2011
to give presentations about muscular dystrophy and
related neuromuscular conditions and the supports
that MDI provides. Teachers who have a student
in their class who has muscular dystrophy are
sometimes not well informed about the condition.

Information Officer Karen Pickering at the Irish
Society of Chartered Physiotherapists AGM

To this end, the Information Officer and Family
Support Workers attended schools in Meath, north
Dublin and Longford in 2011 to provide information
and support.
In November 2011, the Information Officer set up
an information stand at the Irish Association of
Chartered Physiotherapists AGM in Mullingar. This
was an ideal opportunity to inform physiotherapists
about the work of MDI and also about current
management strategies for neuromuscular
conditions. Attendance at this event has led to
a number of invitations to present to groups of
physiotherapists in 2012.
MDI believes it is very important to link with
health and educational professionals to inform
them about neuromuscular conditions and try
to ensure the highest quality of services for
members and families. MDI staff are available
to attend meetings with these professionals or
to give presentations. Please contact MDI Head
Office in Dublin or your local Family Support
Worker to arrange this.

Information Days & Conferences
AGM 2011
Prior to the AGM on 21st May, there were
presentations by MDI-funded researchers. Mr. Robert
Murphy from University College Dublin spoke about
a potential novel therapy for Charcot-Marie-Tooth
Disease, a new project which started in 2011.
This was followed by Ms. Jennifer Manning from
University College Cork, who presented preliminary
results from her study “Contribution of the
inflammatory reaction in the muscle in Duchenne
muscular dystrophy to depression: Development of
new treatment strategies”. Dr. Graham McClorey
travelled from Oxford University to talk about
exon skipping as a therapy for Duchenne muscular
dystrophy. The research presentations concluded
with Prof. Kay Ohlendieck from NUI Maynooth, who
spoke about the proteomics of muscular dystrophy.

Information Officer Karen Pickering with research
speakers at the MDI AGM

A report on these presentations was compiled and
issued to all members.

Facioscapulohumeral muscular
dystrophy (FSH) Information Day
The fifth in a series of condition specific information
days took place on Saturday 1st October 2011 with
Ireland’s first information day on FSH. This turned
out to be an informative and interesting day with
opportunities to hear presentations specifically
about FSH and to meet other people affected by
the condition.
The day opened with a talk by Jacqueline Turner,
Genetic Counsellor at the National Centre for
Medical Genetics. She gave some background
information about the condition, how it tends
to affect people and how it is inherited. This
was followed by a lively discussion where people
attending the day spoke about the issues affecting
them, such as access to specialised medical care,
physiotherapy, research, grants and entitlements.

Dr. Mark Pickering UCD, Information Officer Karen
Pickering and Jacqueline Turner NCMG at the FSH
Information Day

After lunch, which gave people a chance to get
to know each other, there were two talks by
representatives from the FSH-MD Support Group
in the UK. Traceyanne Pilato spoke about the

Action Duchenne Conference
In November 2011, the Information Officer and
Family Support / Clinic Coordinator attended the
Action Duchenne conference in London. This was
a very busy event with a range of presentations
and workshops on the management of Duchenne
muscular dystrophy, research and clinical trials
trying to identify a treatment or therapy. A report
on the conference was produced and sent to all 106
individuals and families affected by Duchenne and
is also available on the MDI website.

Jason Baxter, Traceyanne Pilato and Karen Pickering
at the FSH Information Day

group and the work that they do as well as her
own experiences living with FSH. Jason Baxter then
spoke about his experience having scapular fixation
surgery. The day ended with a talk from UCD
researcher Dr. Mark Pickering about the different
approaches to developing a treatment for FSH.
This interesting and informative meeting, which
was the first of its kind for people with FSH in
Ireland, was well attended and a report on the day
is available from the Information Officer and is also
on the MDI website.
MDI’s Information Days provide a range of valuable
information and time to speak directly to specialists
providing care, but they also provide opportunities
for people with neuromuscular conditions and their
families to meet each other and share experiences.
“Fantastic. Thank you!”
“Speakers very clear and easy to understand.”
“Speaking to individuals that suffer from
disabilities similar to my father.”
“I found all aspects beneficial.”
“Speakers very good. Excellent venue.”
Responses from evaluation of the
FSH information day

Newsletter and website
In addition to people asking directly for information,
all members who receive the MDI News Update can
access information about research, entitlements,
fundraising, reports on youth activities, regional
news and events that MDI is running. Readers are
asked to contribute to the newsletter in the form
of stories, articles or photographs, and these can be
sent to the Editor in Head Office.
Over 1000 people are on the mailing list to
receive the full colour quarterly MDI News
Update.
The MDI website, www.mdi.ie has a range of
information about muscular dystrophy, research,
MDI services and events and fundraising activities.
All newsletters, annual reports and conference
reports are available on the website to download.
In 2011 the MDI website was updated and
relaunched as a clearer and more informative
resource.

Family support
Muscular Dystrophy Ireland offers family support
to members nationwide. The role of the Family
Support Team is to provide a quality service in order
to best meet the varied needs of MDI members. The
Family Support team are all professionally qualified
health care staff who strive to provide a friendly,
professional service individually and as a team.
We achieve this through partnership and consultation
with members, their families and carers along
with a wide range of multidisciplinary teams and
service providers involved in the members’ care. We
promote, encourage and advocate for independent
decision making by our members in keeping with
the MDI ethos. We are committed to providing a
Family Support Service to assist members to live
independently, reach their full potential in life and
contribute positively to their community.

An Outline of the Role of the
Family Support Team
The role of the Family Support Team is to provide a
wide range of information and support to members,
their extended family and carers.

Members of the Family Support team, Steph Apsel
(mid-west), Brigette Disley (North Dublin), Kate
Maguire (North East) and Marie Kealy (South East)

We offer information, emotional support and other
support or assistance requested by members under
the following categories where possible:
• Health issues
• Education matters
• Employment / unemployment
• Entitlements
• Housing
• Counselling referral
• Advocacy
• Relationship building
• An active listening service
• Practical and emotional support
• We accompany members to hospital
appointments
• Visit members in hospital
• Liaise with all other health care
professionals and the HSE
• Liaise with schools and the
Department of Education
• Support Groups and Social Groups
/ outings
• Bereavement Support
• Peer Supervision

How the Family Support Service
is provided

Eastern Region Adult Social Group
Fishing Trip

The Family Support Team delivers the service
through home visits, phone contact, one to one
contact and liaising with all service providers and
agencies as detailed above. The family support
team aims to empower members and their families
and encourage meaningful participation in their
community. We aim to promote equality and
opportunity in education and employment and to
advocate for and encourage independent living.
The team organises support meetings to enable
members to come together to share their life
experiences. The FSW is often the sole point of
contact for some members and this service provides
invaluable active listening and emotional support
for members especially those who live alone. Due
to limited mobility it can be difficult for many
members to socialise in their community and to
meet this need the family support worker organises
social events during the year so that members from
different areas can meet up and have some fun
together. Sadly some types of muscular dystrophy
are life limiting and the FSW provides support for
members before, during and after a bereavement.

The Adult Social Group has been up and running for
the last couple of years in Dublin, Wicklow and Kildare.
It was set up to assist members get together in a
social capacity and combat social isolation. A panel
of members meet a few times a year for planning
meetings in Head Office and arrange future events
over a cup of tea and sandwich. A recent outing was
a trip to Lyreen Angling in Maynooth for an afternoon
of fishing. The weather was a typical Irish Summer’s
drizzly day but that did not dampen the mood and
the fish did not seem to mind! Our fishing guide for
the day was Godfrey and he provided the rods, the
maggots and the tales of the one that got away! Only
minutes after the first hook was baited, Ralph got the
first bite. The excitement was huge as he reeled in the
first catch of the day. After several Kodak moments
the fish was put back as we had other plans for lunch.
Moments later Tony caught a large and lively carp. We
were certainly off to a good start. Things quietened
down for a while before Michael’s turn came around
and he caught a trout – not bad for his first day fishing.
All that hard work and fishing left us hungry so we
packed up and headed for the Glen Royal Hotel in
Maynooth for refreshments. We were all pleased with
the days fishing and our ‘catch of the day’. Of course
there were a few huge fish that had got away! The
Adult Social Group organise several events throughout
the year. If you would like to get involved please
contact your Family Support Worker.

Family Support Service Social Events
Throughout the year Family Support Workers
organise social activities which enable adult
members to meet and socialise with each other.
Some of the activities that have taken place in
2011 included Christmas parties, shows, coffee
mornings, greyhound race nights, shopping trips,
pampering mornings for Mums and carers, dinner
and trips to the cinema etc. Some events are aimed
at specific groups of members, such as a women’s
social or young men’s social, and others are open
to all members in a particular area. Other events
incorporate a social event with an information
session, such as a day which took place in Cork in
November 2011 where there was a presentation
by a Special Needs Financial Planner followed by
a coffee morning. This is a very valuable part of
the family support service as it offers members an
opportunity to build friendships and links with other
members and to have a good social network.

Brigette Disley, North Dublin FSW

Eastern Region adult social club on a fishing trip

Respite and Youth support
The respite service is an essential support for people
living with muscular dystrophy and their families.
Services are coordinated by the Respite Coordinator,
Kate Power in conjunction with Margaret Goode
(Family Support & Clinic Coordinator) and the
CEO, Mr. Joe Mooney. MDI Respite Services are
categorized as follows;
•
•
•
•

MDI Youth Respite Services
MDI Emergency Respite Service
MDI PA Respite Service
MDI Financial Contribution Service

In 2011 MDI focused on emergency respite and / or
in home personal assistant / home help service. The
financial contribution support service was limited to
aid & appliances within Ireland.

MDI Definition of Respite
Respite care is short-term care that helps a family
take a break from the daily routine and stress.
Respite care can occur in the person’s/family home
or in a variety of out-of-home settings, and can
occur for any length of time depending on the
needs of the family and available resources. MDI
recognises that the person / child with muscular
dystrophy and family members both need to avail
of respite care services in order to maintain physical
health and emotional wellbeing.

The Youth Service Team

In 2011, MDI spent €915, 359 on respite services
which were in line with the previous year services
despite absorbing a 1% cut to funding. The respite
services delivered were as follows;
• In Home Respite Care Services
• Summer Personal Assistant Services

As you can see from the following table MDI
continues to prioritise and fund more respite
services each year.

• Nine camps / breaks

MDI Respite Services Expenditure 2007-2011

• Power Soccer Support

		

• Youth Services

Year

€

• Adult Social Services

Respite Services

2007

€608,584

• Transport Services

Respite Services

2008

€699,253

Respite Services

2009

€717,797

• Counselling

Respite Services

2010

€915,588

Respite Services

2011

€915,359

• Aids & Appliances

The Youth Service
In 2011, Youth / Respite Workers carried out the
following activities:
Activity

No:

Phone Support

1355

Social Outings

368

Youth Clubs

283

Home Visits

253

Information

40

Power Soccer

39

Other

26

Hospital Visits

24

*Other includes case conferences, college open days, transport,
clinic appointments, respite support etc.

Sample of specific events that the youth workers
organized in 2011:
Jan 2011
Pet World – Claremorris, Co. Galway
Feb 2011
Krazy Kidz - Athlone, Co. Westmeath
NE Xmas Party – Co. Cavan
RDS Youth Club – Co. Dublin
Bowling – Dundalk, Co. Louth
Drogheda Leisure Centre Youth Club
March 2011
Tumble Jungle – Ballina, Co. Mayo
Shelbourne Park – Dublin
Meath V.E.C awards night
MDI Adult Coffee Morning – Kells, Co. Meath
April 2011
Des Bishop – Galway Town Theatre
Monaghan Shopping Centre & bowling
Jedward Concert – Cork
May 2011
Castlebar Youth Club
Funtasia Youth Club / Water Park – Drogheda, Co.
Louth
Ireland v Northern Ireland – Aviva Stadium
Newbridge Silverware Style Icon Museum
June 2011
Swimming
Lough Key Youth Club – Roscommon
Swords Shopping Centre
Carlingford Social Outing – Co.Louth
Power Soccer – Navan, Co. Meath
Power Soccer – UL – Co. Limerick

East and North East Cookery Day

July 2011
Pirates Den & Go Karting – Westport House, Mayo
NE Family Zoo Outing – Dublin Zoo

Aug 2011
Loughwell Pet Farm - Galway
Dublin Zoo
NE Croke Park GAA Museum & Tour
NE Dundalk Army Barracks Outing
Power Soccer – Santry – Dublin
NE Carlingford Adventure Centre Outing
Loch Mahon Lakes Fishing Youth Club - Wexford
Girls Day Out, Newbridge

September 2011
Bowling
NE - Giddy Studios, Arts & Crafts
Power Soccer – UL – Limerick
October 2011
Social Outing with School – Galway
Spa Day Social Outing - Galway
Power Soccer – Navan, Co. Meath
Table Quiz Social Outing - Meath
November 2011
MDI Information Day – Carrick on Shannon, Leitrim
Social Outing – Enniskillen, Co. Fermanaghan
Midterm Baking Youth Club – Dublin
WhiteWater Shopping Centre – Newbridge, Co.
Kildare
Whizz Kids Spy Day – NE
Cookery Youth Club – Drogheda Leisure Centre
Toys 4 Big Boys – City West Hotel- Dublin
Power Soccer – UL – Limerick
NE Members Xmas Party – Crown Plaza Hotel Dundalk
December 2011
Ballinasloe Hospital – Co. Galway
Pavilion Swords – Lunch & Cinema Youth Club –
Dublin

Boys Day Out, fishing trip

Cork Pottery Day

North East members at Carlingford Adventure Centre

MDI Out-Reach Youth Service
MDI continues to support members and families in
areas where there are currently no youth workers
situated and in 2011 youth clubs were held in the
South East.
On the 9th of April 2011 Stephanie Fagan (YRW)
delivered a bowling & lunch youth club in Wexford
followed by fishing in Adamstown.
Youth camp in Galway

On the 24th of August Brian Kenna (YRW) delivered
a fishing trip in Loch Mahon lakes followed by lunch
and the cinema in Wexford town.

Donegal Youth Service

Arts and crafts on camp

MDI’s community support worker Paula Coyle
Carberry started in her post in January 2011.
April saw Paula deliver her first Youth Activity day
and which was a fantastic day bowling, playing
games and having lunch.
Days like these are so important to the young
members to have an enjoyable day out, interact
with other members and it’s a break for parents
too! A lot of planning goes into the activities and
of course the young members have their input so it
can be as much fun for them as possible.
During 2011 MDI provided the following youth
clubs & parental support in Co. Donegal.
27th April 2011
Youth Activity, Bowling, games & lunch in Arena 7.

Day trip to the army barracks

31st May 2011
Respite activity for parents. Pamper morning with
relaxing treatments and lunch in the Silver Tassie
Hotel Spa, Letterkenny.
24th September 2011
Youth Activity, Cinema, Bowling & McDonalds.
1st October 2011
Youth Activity, Bowling, Cinema & Lunch.

Aviva Stadium tour

2nd November 2011
Youth Activity, Cinema & Bowling.

MDI Supports the Irish Power Soccer
World Cup Finals in Paris
On the 3rd November 2011, the Irish Power Soccer
Team played their first competitive world cup
match ever (against Belgium) at the FIPFA World
Cup Finals in Paris. And over the following few days,
tough competition was also faced against Canada,
France and Australia all of whom proved too strong
for our guys in green. But all was not lost - the
“fighting Irish” were involved in one final match for
the play-offs against Switzerland and determined
to go home with a win they did just that, securing a
4-0 victory over their Swiss counterparts.
  
MDI would like to congratulate the Irish Power
Soccer Team on a great achievement in qualifying
for the first time for the FIPFA World Cup Finals
and bringing the sport to a new level here in
Ireland. Power soccer is one of the fastest growing
variations of football/soccer in the world. It allows
people with more severe disabilities to participate
in sport and the world’s most popular sport at that.
It is played the same as soccer, two teams, two
goals, two halves, one winner. Players even have

The Irish Power Soccer Team flying out to Paris

specialist foot gear in the form of indestructible
guards which are used to strike the ball. The sport
has been in existence since 1979 but only arrived in
Ireland by the persistence of MDI in 2003.
Patrick Flanagan a member of Muscular Dystrophy
Ireland and the Irish Power Soccer Team said “I
played in MDI’s first Irish national Power Soccer
Tournament in the Irish Wheelchair Association
sports hall Dublin on the 1st July 2003. The event
was a huge success and since then the sport has
grown considerably with the assistance of Muscular
Dystrophy Ireland staff and members”.
The other MDI members who were part of the
Irish Power Soccer Squad representing Ireland at
the FIPFA World Cup Power Soccer Finals along
with Patrick were: Aoife McNicholl from Laois,
Lee Fitzsimons from Dublin & Daniel Stack from
Kerry. MDI awarded a financial contribution to the
Association of Irish Powerchair Football to support
members & families participating in the World Cup.
  
MDI would once again like to congratulate the Irish
squad on a great achievement and here’s to the
next World Cup!

Respite Camps / Breaks

Adult Member Camp - Galway - May 2011
My First MDI Camp

MDI continues to develop the respite break / camps
programme each year and in 2011 nine holidays /
breaks were held as follows:
Month
Venue
No:
March Camp
Man-united Camp
10
Easter Camp
Kilcuan Lodge, Co. Galway 15
May Camp
Kilcuan Lodge, Co. Galway 13
June Camp
Kilcuan Lodge, Co. Galway 13
July Camp
Kilcuan Lodge, Co. Galway 14
July Break
MDI Apartment, Co. Dublin
3
August Break
MDI Apartment, Co. Dublin
2
Sept Camp
Kilcuan Lodge, Co. Galway 13
October Break
MDI Apartment, Co. Dublin
4
Total		
88

I recently attended the MDI Camp in Kilcuan Lodge,
Clarinbridge, County Galway. As it was my first
camp I was quiet nervous about attending. I need
not have worried as from the moment I arrived I
was made to feel very welcome. The facilities were
second to none and the staff excellent.

In total 88 members participated in the Easter & Summer
Camp programme during 2011, engaging in activities
such as visiting the Athlone Army Barracks, Galway
Town Hall Theatre, Salthill Aquarium & beach, dogs
race night, Whizz Kids movie workshop, power soccer,
table quizzes, treasure hunts, arts & crafts, shopping,
cinema, fishing, bowling, and of course, in-house
karaoke. The Easter & summer camp programme
provides an invaluable service to members and families
by providing a respite break thus supporting up to 500
people (including parents, partners & siblings).

Nothing was too much trouble. It was lovely to meet
other members of MDI and talk to them about their
experiences. There was great laughter and chat until
all hours of the night. There were so many activities
that every day was full. All tastes were catered for
what with picnics, swimming, shopping, eating out,
cinema, bowling, greyhound racing, watching DVDs,
a table quiz and so much more.
One of the best things about it was that you could
go at your own pace and do as little or as much as
you wanted. If you didn’t want to go out you could
stay in and watch DVDs and if you wanted to go out
that was fine too. It was very much centred around
the members and their needs and that came first
always.
by Nicola Walsh, Offaly,
MDI Member, Midlands

Adult
respite
break

Transport and Equipment
Over the years MDI has built up a transport fleet
that covers all of the country. The transport service is
co-ordinated from Dublin by Mr. Darren Lyons. There
are two full time buses dedicated to transporting
members to and from clinics, hospital appointments,
transport links, social outings and also dropping
MDI loan equipment such as hoists or wheelchairs
to hotels or members’ residences. These buses are
based in Cork and Dublin. On average the Dublin
bus will service eighteen transport requests per
week, the Cork average is fourteen.
Inclusive of these two buses we currently have a fleet
of twelve; this consists of the following:
1 x Renault Master - carries up to 3 wheelchair
passengers and 3 ambulant passengers.
1 x Nissan Interstar - carries up to 3 wheelchair
passengers and 4 ambulant passengers.
6 x Nissan Primastars – High Roof - carries up to two
wheelchair passengers and three ambulant passengers
each. Five of these busses are used by MDI’s Youth
Respite Workers and the sixth is based in Donegal.
1 x Nissan Primaster – Low Roof - Carries up to two
wheelchair passengers and three ambulant passengers.
This bus is based in Limerick.
2 x VW Transporters - Available for loan to members,
one is currently on loan in Dublin and the other is used
as part of the Home from Home service at MDI Dublin.
1 x VW Carravelle - On loan to a Dublin member at
present.
The mini bus in Limerick is looked after and loaned out
with the kind help of the Slattery family.

is on a first come first served basis and when the bus
is not being used to provide services by MDI staff. It
is subject to terms and conditions that are aimed at
members’ safety and the integrity of the vehicles.

The North West region minibus is based with MDI
Community Support Worker Paula Coyle-Carberry in
Newtowncunningham, Co. Donegal. This bus is used by
Paula in her work duties and is also available for loan to
MDI members in the region. The bus has also been loaned
out to members of Donegal CIL on 25 occasions during
2011 in keeping with the MDI ethos of helping people with
disabilities to attain as much independence as possible.

Requests for equipment are usually made through
MDI Family Support or Youth Workers or can be made
by calling the MDI Dublin office. We welcome any
donations of new or good condition used equipment
that could benefit our members.

All MDI mini buses with the exception of the Renault
Master and the Nissan Interstar are available to
members of MDI for loan. The availability of the buses

The MDI fleet is a crucial part of the respite camps as
it allows transport for members to and from same.
Days out and group activities are made possible and a
standard of comfort and safety is guaranteed.
MDI sometimes use the services of third party
transport providers when our two full time buses
are booked out. The standard of service and safety
provided by these companies is of the highest order
and is constantly monitored by management at MDI.
MDI has a range of equipment that members can
borrow for short to medium term loan periods. This
includes hoists, travel hoists, shower chair/commodes,
wheelchairs (adult/child/manual/power), adjustable
electric beds, ramps and pavement scooters.
Examples of when this equipment is loaned to people
are (a) Own equipment may have broken or is under
repair (b) may want to try a piece of equipment to see
if it’s suitable before purchasing their own (c) going on
holiday or respite and don’t have enough or the correct
equipment for same (d) one off events that would not
justify the purchase of their own equipment (e) ad hoc
requests from HSE physiotherapists for emergency
cover (f) foreign visitors with MD to Ireland on holiday
or respite (g) other disability organisations that MDI
works with and share resources.
The equipment is also used for the MDI summer
respite camps.

“I really am grateful for the transport services as I
have a lot of hospital appointments. I was never let
down by MDI transport service. Thank you so much
for this service.”
Comment by MDI member in the Members’ Audit
2010

Neuromuscular Clinics
In 2011, clinics for people with neuromuscular
conditions were taking place in four locations. The
adult muscle clinic in Beaumont has developed and
is now a combined clinic, and a new clinic for young
people began running in Tallaght Hospital.

Beaumont Combined Clinic for Neuromuscular
and Respiratory Conditions, Dublin
This clinic is run by Professor Orla Hardiman
and Dr Ronan Walsh, Consultant Neurologists and
Professor Richard Costello and his team. The
adults’ muscle clinic runs on the third Friday of
every month. Members attending are seen by a
neurologist and can be referred on to other services
within the hospital should the need arise. They are
also seen by Professor Richard Costello and his
team. Work took place throughout 2011 to make
this a fully combined clinic in early 2012, which is of
great benefit to adults attending as they previously
had to come to Beaumont on separate days for
neurological and respiratory assessment.
Two hundred and seventy one members attended
these two clinics in 2011.

Central Remedial Clinic (CRC), Clontarf, Dublin
The CRC muscle clinic caters for children and teenagers
with neuromuscular conditions up to eighteen years
of age. Young people attending these clinics are seen
by a multidisciplinary team including neurologists,
orthopaedic surgeons, physiotherapists, occupational
therapists, dieticians and orthotics. They can also be
seen by assistive technology, psychologists, social
workers and speech and language therapists should
the need arise.
The CRC clinics are run by:
Dr Bryan Lynch, Consultant Neurologist
Professor Damien McCormack, Orthopaedic Surgeon
Mr Michael Stephens, Orthopaedic Surgeon
Two hundred and seventy three members attended
clinics in 2011.

The CRC Muscle Clinic team with MDI Clinic
Coordinator Margaret Goode back row, 3rd from right

Temple Street Paediatric Respiratory Clinic,
Dublin
This clinic is run by Respiratory Consultant, Dr.
Dubhfeasa Slattery and her team every three
months. The young members who attend this clinic
will have a chest x-ray, lung function test, blood
test and then be seen by the respiratory nurse and
the respiratory consultant. They will also get to see
equipment which they may need at a later stage
such as the BiPAP and cough assist machine.
Thirty five members attended this clinic in 2011.

Children’s Clinic, Tallaght Hospital, Dublin
A multidisciplinary clinic run by Dr. Webb, Paediatric
Neurologist, takes place every three months for
young members with muscular dystrophy. This
clinic started in September 2011.
A member of MDI staff is in attendance at all of the
above clinics to support members attending the
clinics. If you require any further information on
the clinics please contact Margaret Goode Family
Support / Clinic Co-ordinator on 086 3834426.

Advocacy
MDI advocates for members to try to ensure the
highest standard of services possible for people with
neuromuscular conditions and their families.

Election Issues Document
In advance of the General Election in 2011, MDI
produced a document which was distributed to
members. This highlighted issues such as lack of
access to Personal Assistant hours, community
medical services such as physiotherapy and medical
cards. The aim was for members to use this as a
tool when politicians were canvassing for votes, to
inform them of what should be addressed urgently
in the next Programme for Government.

MDI delegation at the Dáil to meet Minister Kathleen Lynch

Meeting with Minister for Disability,
Ms. Kathleen Lynch
On 21st September 2011, a delegation from MDI
comprised of Joe Mooney, CEO, Kate Power, Respite
Coordinator, Karen Pickering, Information Officer,
and Dr. John Roche, MDI member, were invited
to present to Ms. Kathleen Lynch about issues
affecting people with neuromuscular conditions
and their families. Concerns over the future of
Personal Assistant services featured strongly in
the discussion, as well as difficulties accessing
entitlements such as medical cards and the long
term illness scheme.

MDI members and staff at the TDs Day

MDI Members meet
their TDs and Senators
On Wednesday 19th October 2011, MDI facilitated
its third event in Buswells Hotel Dublin to enable
members to meet TDs and Senators and discuss the
issues that are affecting them.
This was a very effective event attended by 31
MDI members, MDI staff, 43 TDs and 11 Senators.
In addition, MDI staff from the western region
organised a video featuring a local family setting
out their issues, which had a big impact on the
politicians who viewed it.
A briefing document was produced for all attendees
and this was also sent to TDs and Senators who
were unable to attend on the day.

MDI member Marian Gilligan with Shane Ross TD

In the current economic climate, more than
ever it is essential for MDI to continue to raise
its profile among government ministers and
communicate the issues affecting people with
neuromuscular conditions. The support of our
members is very important in this endeavour as
personal stories bring the issues to life. If any
member would like to assist with this advocacy
work or have issues they would like to raise,
please contact MDI Head Office.

Working Together
MDI is an active member of organisations in Ireland
and internationally who are working on a range
of issues of importance to MDI including those
working in the areas of neurology, genetic and rare
conditions, disability, independent living, research
and development of treatments.
These organisations include the Genetic and Rare
Disorders Organisation (GRDO), the Neurological
Alliance of Ireland (NAI), Disability Federation of
Ireland (DFI), Centre for Independent Living (CIL),
Medical Research Charities Group (MRCG), Irish
Platform for Patient Organisations, Science and
Industry (IPPOSI), TREAT-NMD and the European
Alliance of Neuromuscular Disorders Associations
(EAMDA).
MDI works regularly with the HSE and PCCC Teams
- Public Health Nurses, OT’s, Physiotherapists and
Disability Area Managers.
MDI also works closely with the Irish Wheelchair
Association, Centres of Independent Living, Enable
Ireland and many other voluntary organisations
to support the needs of members. In 2011, MDI
presented to the Friedreich’s Ataxia Society Ireland
and met with representatives from the Myasthenia
Gravis Association and the Muscular Dystrophy
Campaign in Northern Ireland to look at ways of
working together more closely.
MDI also works with colleges and universities to
provide student placements. Three students had
placements in MDI in 2011.

International Rare Disease Day 2011
Now in its fourth year, International Rare Disease
Day took place on 28th February 2011.
MDI participated in a GRDO event to mark the
day, which took the form of structured round table
discussions on three areas of importance:

• Genetic Testing and Genetic Counselling
• Orphan Drugs
• Pre-implantation Genetic Diagnosis
MDI Information Officer Karen Pickering, led the
discussion on pre-implantation genetic diagnosis,
which is an IVF technique with selection only of
embryos free of a specific genetic condition. This led
to a lively debate which both informed participants
and gave them the opportunity to meet people
affected by other rare conditions.

EUROPLAN
MDI supports the Government’s commitment to
developing a National Plan for Rare Diseases by
2013.
As a starting point for formulating this plan, Ireland’s
national conference was held on 20th January 2011
to look at the current situation and identify how
to improve diagnosis, care, research and access to
treatments for people with rare diseases.
MDI’s Information Officer, Karen Pickering, was a
patient group representative on the Irish Europlan
organising committee, which is comprised of
representatives from other patient groups, clinicians,
science and industry.
MDI was happy to have representation on the
Organising Committee but also to feature in the
conference with a presentation by MDI’s Respite
Coordinator Kate Power and video testimonies
by CEO Joe Mooney and MDI member Margaret
Whelan.
Following on from EUROPLAN, MDI continues to
be represented on the Towards 2013 Taskforce,
which is working in parallel with the Department of
Health’s working group to establish a National Plan
for Rare Diseases.

EUROPLAN Organising Committee at Farmleigh with MDI Information Officer, Karen Pickering centre

Neuronetwork Website

Genio Project

Neuronetwork is a pioneering website that is an
ultimate guide to all the services provided by nonstatutory neurological organisations in Ireland.

Throughout 2011, MDI participated in a project run
by the Disability Federation of Ireland who received
funding from the Genio scheme. Deirdre Hennessy
worked as the Consultant on this project, which
was timely as it coincided with MDI’s move into
the new MDI House and National Resource Centre
for muscular dystrophy and allied neuromuscular
conditions. The aim of the project was to be
inclusive and enable our members to have a voice
to ensure that their needs were met in this new
building. Ms. Hennessy consulted with MDI staff,
the Executive Committee, National Council and
members to make sure everyone was represented.
A working group consisting of a member of MDI,
an Executive Committee member and MDI staff
participated in the project which has led to the start
of MDI’s strategic plan for our new building, which
will be developed in 2012.

It was set up in 2011 as a joint venture between the
Neurological Alliance of Ireland and the Disability
Federation of Ireland.
MDI saw this as a vital tool to raise awareness
of neuromuscular conditions and highlight the
supports that we provide, and so were happy to
participate in this project in 2011.
Further information about this project is available
at www.neuronetwork.ie

Research
MDI is able to support and fund research due to
the fundraising efforts of members, their family
and friends. Over the last ten years, fundraising
efforts have enabled MDI to contribute over
€300,000 to research in Ireland and the UK.
In 2011, MDI commenced funding 3 new research
projects:

Prof. Kay Ohlendieck, NUI Maynooth
Establishment of a protein biomarker signature for
x-linked muscular dystrophy: Identification of novel
integral muscle proteins by mass spectrometrybased proteomics
Amount funded: €20,000

Prof. Richard Costello, Beaumont Hospital
Funding to purchase ten oximeters. These devices
can be worn overnight at home and give a simple
measure of respiratory function, reducing the need
for adults with neuromuscular conditions who
require assessment of respiratory function to have
an overnight stay in hospital for a sleep study.
Amount funded: €8,000
Dr. Keith Murphy, University College Dublin
Novel Treatment for Charcot-Marie-Tooth Disease
Amount funded: €4,543

Cheque presentation to Prof. Costello

Cheque presentation to Dr. Murphy and his team

MDI would not be in a position to fund research
without the support of our members who have
worked hard to raise research funding. Thank
you for your efforts.

Cheque presentation to Prof. Ohlendieck

Fundraising & PR
MDI hosts a variety of national and regional
fundraising events throughout the year to fund
respite support services and medical research into
the condition.
2011 proved to be a successful year in developing
and exploring new fundraising ventures and it is
hoped that these events will be sustained for many
years to come. As always Muscular Dystrophy
Ireland members, friends, supporters and volunteers’
tireless commitment to the cause is very much
appreciated and we extend our sincere thanks to
everyone who made fundraising possible.

Donations
MDI would like to thank all the people who kindly
made a donation and financial contributions towards
the respite support services, medial research and the
new “Home from Home” Apartment in 2011. All
donations great and small are sincerely appreciated
and very important to ensuring continuity in the
support services carried out. In total during 2011
the tremendous amount of €21,546 was donated
to MDI.

Annual & National Fundraising
Campaigns 2011
•	The National “Have a Heart” Awareness
Campaign raised €31,786
•	The Flora Women’s Mini Marathon raised
€12,680
• Ireland Bike Fest €9,703
•	Greyhound Race Night at Newbridge
Greyhound Stadium raised €7,620
• Fire Walk Challenge Croke Park raised €5,138
•	The MDI Cycle Challenge around Lough Derg
raised €842
• Benefit Concert, Ballinakill, Co Laois €700

The National “Have a Heart”
Awareness Campaign
The 2011 National Awareness Campaign was a
great success and raised the tremendous amount
of €31,786.00 through the sale of the heart shaped
chocolates and scented candles.
The substantial amount collected and awareness
raised from a 3 day selling campaign and various
supporters taking boxes to sell in their own
communities is down to the kindness and support
received from MDI members and friends.
MDI was delighted and very much appreciated the
continued support from retail partner Debenhams,
Tesco and the delivery service donated by DPD
Couriers.

MDI member Fatiha Akka with RTE’s Mary Kennedy
launching the Awareness Campaign

MDI would also like to thank RTE’s Mary Kennedy
and sporting legend Eoin Liston for supporting the
campaign.

Ireland Bikefest
The 6th Annual Ireland Bikefest took place from
the 3rd to the 5th of June in Killarney. MDI was the
chosen charity for the event. The Ireland Bike Fest
in conjunction with the Gleneagles Hotel raffled
a Harley Davidson in aid of MDI. The sale of the
tickets produced an amazing result of €9,703 for
Muscular Dystrophy Ireland.
Thank you to the outstanding work of everyone
who assisted in selling the tickets and all the MDI
volunteers who distributed them on our behalf.
The Bikefest has grown from strength to strength
and we would also like to express sincere thanks to
management and staff at the Gleneagles Hotel in
Killarney for organising this fantastic event and for
continuing to support MDI.

Greyhound night organisers Eamon Nolan and family

Greyhound Race Night
The 6th Benefit Greyhound Race
Night was held on Saturday night the
22nd October 2011 in Newbridge,
Co. Kildare. It was a great night
with an excellent turn out from
members and MDI supporters who
travelled from all over the country.
Many thanks again to Eamon, Mary
& Lynda Nolan for their continued
support and organising this event
which raised €7620.00.

MDI Christmas Cards
MDI chose the beautiful Christmas
designs of Irish artist Heather
McKay, the packs sold extremely
well and raised €6,830.00.

Portlaoise Gospel Choir
Benefit Concert

MDI members Brendan and Eimear McElligott at Ireland Bikefest

Talented Laois singer Damien Bowe,
along with the Portlaoise Gospel
Choir and the Ballinakill Folk Group
performed at the 3rd Annual MDI
Benefit Concert in Ballinakill, Co.
Laois in November. The event was
a great success and raised €700.00.

different events. These activities are so
important to assisting MDI to continue
the delivery of the support services and
help raise the awareness of the condition.

Shannon Estuary Swim
Over 35 swimmers took part in the
Annual Estuary Swim on the 24th July
from Coleman’s Castle, Co. Clare to Glin
Pier, Co. Limerick in a spectacular two
mile event which raised €9712.00 in aid
of Muscular Dystrophy Ireland. The first
of the swimmers arrived back safely at
Glin Pier in just 30 minutes which was
a spectacular challenge as conditions
on the day were quite changeable. The
Estuary Swim fundraising event also
entailed a weekend of festivities in the
town including a pub quiz in Geoghegan’s
Bar and a country market in the Square
held on Saturday 23rd July. We would
like to sincerely thank Marie Geoghegan,
MDI member Maura O’Connor, all the
swimmers and the community of Glin for
their fantastic fundraising efforts, hard
work and commitment to this event.

Participant in the Caveman Challenge

The Caveman Challenge
2011 was the first year of the
two day adventure race challenge
which consisted of running and
mountain biking in and around the
beautiful Ailwee Caves in Co. Clare.
The event organisers chose MDI as
a charity partner and donated 25%
of the Caveman proceeds to the
organisation which amounted to
€910.00.

Community Fundraising
Events
Members and friends of MDI
fundraise in their communities, take
part in fun activities and organise

Shannon Estuary swimmers

The Kilimanjaro Climb
Eanna Walsh & John Rigney from Nass
Co Kildare climbed Kilimanjaro in aid
of Muscular Dystrophy Ireland recently.
They raised the tremendous amount of
€4,500 by organising various fundraising
events and school collections in their
own communities. Well done lads on
completing this amazing challenge and
raising money for MDI.

Trim Golf Classic
Muscular Dystrophy Ireland in
conjunction with Trim member Niall
Winters hosted the charities second Golf
Classic on Saturday the 4th of June in the
South Meath Golf Club, Trim, Co Meath.
The event was a tremendous success
and raised €5723.00. Many thanks to
the Winters family for their continued
fundraising efforts.

Eanna Walsh and John Rigney at the summit of Kilimanjaro

Lucan Pitch & Putt Fundraising Event
Tom & Audrey McMorrow from Lucan organised and
hosted the first ever Pitch & Putt Fundraising Day in
aid of Muscular Dystrophy Ireland on Monday the
2nd May at Lucan Pitch & Putt Club. Over 200 people
turned out on the day to play which raised €1,700.

MDI member Niall Winters and Ray Butler TD at the
Trim Golf Classic

The Kildare Golf Ladies Classic

Cheque presentation from Lucan Pitch and Putt

On the 29th of May Dr John Walsh and Mary Byrne
hosted the Kildare Golf Ladies Classic in Rathsallagh
Golf Club, Co.Wicklow. The day raised € 5,300.

If you have any ideas for a fundraising event,
please contact Amy Bramley or Kim Warnock from
our Fundraising Team who will support you to help
make it a success.

Contact Details
Head Office

Family Support Workers

Muscular Dystrophy Ireland
75 Lucan Road, Chapelizod, Dublin 20
Tel: 01 6236414 / 6236415
Freephone: 1800 245300 • Fax: 01 6208663
Email: info@mdi.ie • Website: www.mdi.ie

East Coast and South Western HSE Area
(South and West Dublin, Kildare, Wicklow)
Lorraine O’Connor
086 3830966

MDI Head Office Staff
Joe Mooney
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Kate Power
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Margaret Goode	Family Support & Clinic Coordinator
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(Cavan, Louth, Meath, Monaghan)
Kate Maguire

086 6066105
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& Midlands HSE Area (Longford, Offaly, Westmeath)
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086 6066106
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(Clare, Limerick, North Tipperary)
Steph Apsel

086 3879159
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(Carlow, Kilkenny, South Tipperary, Waterford, Wexford)
Marie Kealy
086 6066107
Southern HSE Area (Cork, Kerry)
Trudy Renshaw-Walsh

086 3899266

Muscular Dystrophy Ireland
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Model Farm Rd, Cork
Tel: 021 4214052
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(Donegal, Leitrim, Sligo)
Paula Coyle-Carberry
086 3899279

Muscular Dystrophy Ireland
North Eastern Health Board
Climber Hall, Kells, Co. Meath
Tel: 046 9280026

Eastern Region (Dublin, Kildare, Wicklow)
Sandra O’Donoghue
086 6066109

Muscular Dystrophy Ireland
Offaly CIL
Clonminch Road, Tullamore, Co. Offaly
Tel: 05793 28638
Muscular Dystrophy Ireland
Galway Technology Park
Tara Rock, Parkmore, Galway
Tel: 091 395497
Muscular Dystrophy Ireland
c/o MS Society
28 Slieve Sneacht, Glencar,
Letterkenny, Co Donegal

Youth / Respite Workers
North Eastern Region
(Cavan, Louth, Meath, Monaghan)
Brian Kenna

086 6066108

Midlands Region (Laois, Longford, Offaly, Westmeath)
Sinead Glennon
086 3899285
Western Region (Galway, Mayo, Roscommon)
Aisling Dermody
086 3899286
Southern Region (Cork, Kerry)
Mary-Rose Howell

086 6066104

Drivers
Eastern Region
Southern Region

Darren Lyons
Pat O’Callaghan

086 3899262
086 8207872
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Muscular Dystrophy Ireland
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