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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 500
members and a network of branches throughout Ireland. There are now MDI offices in Dublin, Cork, Galway, Sligo, 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.
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A Message from the Chief Executive Officer
This has been one of the busiest and most exciting years for MDI since I took up the role seven years ago. Over the past twelve months MDI has endeavoured to
increase the awareness of muscular dystrophy and the supports that MDI provides through the family support and youth services, respite, transport, information,
etc, nationwide. MDI finds itself in a different financial position at the end of 2008 compared to the start. MDI in 2008 did not have to curtail too many of the
supports and services provided, but 2009 may be a different situation.
I would like to take this opportunity to thank all the Health Service Executive areas who continue to provide financial support, and all MDI members and friends
for their tireless fundraising endeavours throughout the year. Funding will be an ongoing battle for the organisation, especially in the times we live in, but MDI
will endeavour to provide all the supports to members they require. These supports and services are outlined in this report.
MDI has funded two additional research projects in 2008 and is very excited about hearing the progress of these throughout 2009. I have to express a sincere
word of thanks to the Limerick Masters Club members who swam the English Channel to raise funds for research.
I would like to thank Mr. Garry Toner, National Chairperson and the National Executive and Council members for their support and encouragement
throughout the year. I would also like to thank all the members who are part of the Research and Trust Fund Committees for giving their time and expertise. A
special word of thanks to all the staff for their hard and dedicated work over the past twelve months.
I am looking forward to the challenges that 2009 brings and will strive to enhance the supports and services that our members require. I know it is doom and
gloom at present but I feel if we can all work together and support one another we will get through these hard times and become a stronger and more united team
into the future. If any member would like to contact me please feel free to do so.
Regards,
Joe T Mooney
Chief Executive Officer MDI

Chairperson’s Report
The year 2008 proved to be a continuation of the already commenced
enhancement and expansion of essential awareness of muscular dystrophy and
the support services for members of Muscular Dystrophy Ireland, although
there was a down turn in the economy throughout the year. MDI always strives
to provide the most professional and efficient support services to members, so
staff development is ongoing through training and refresher courses.

March
On the 2nd of March, MDI held an information day for members focusing on
“Advances in Care of DMD”. There was a wide variety of topics discussed on
the day which proved to be very informative to the large number of members
who attended. I would like to express our thanks to the Department of Health
and Children for making funding available to cover the cost of the day.

April

Highlights of 2008
February
MDI’s 7th Annual Awareness Day took place on St. Valentine’s Day February
the 14th which proved to be another great success and raised much needed
additional awareness of the condition muscular dystrophy. I would like to take
this opportunity to thank two actors from Fair City, Ms. Sandra Curran
(Una) and Mr. Alan O’Neill (Keith) who made themselves available for our
marketing campaign. To all the businesses, members and their friends, I
would like to extend a sincere thank you to all those who assisted before,
during and after this campaign to make it a success.
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A new initiative for MDI in 2008 was to have a day called ‘MDI members
meet their TDs’ in Buswells Hotel, which took place on the 9th April. The
purpose of the day was to inform TD’s about muscular dystrophy and the role
of MDI and to highlight the need for increased funding for both research and
community services, e.g. physiotherapy, occupational therapy, personal
assistance, neurologists, etc.

May
Prior to the AGM which was held on the 10th of May there were a number of
presentations:- Professor Kay Ohlendieck, NUI Maynooth, and Ms. Suzy Byrne,
advocacy officer with Dublin 7 CIL. They both made very informative
presentations. Summaries of these presentations are available from the MDI office.

June
The Flora Women’s Mini Marathon took place on the 2nd June, on one of
the few glorious sunny days of the summer. Many runners, walkers, joggers,
crawlers and wheelers took part representing MDI and raised a fantastic sum
of over €23,000. Also in June the Gleneagle hotel in Killarney held their
‘Bike Fest’ and sponsored a Harley Davidson motorbike for a raffle in aid of
the organisation. This proved to be a tremendous success in both raising
funds and creating awareness of the condition. Over €15,000 was raised from
this project and I would like to send out a sincere word of thanks to the
management and staff of the Gleneagle hotel.

August
MDI held its first charity cycle from Limerick to Kilkee bay in Co. Clare. Over
20 riders took part and I would like to send a big thank you to all of them.

equivalent height of the highest mountain in the world. Sincere word of
thanks goes to them all.
I have just mentioned some of the many fundraising events but there are
more, so I would like to take a moment to thank everyone involved with
fundraising throughout the year, whether that was small, medium or large.
Fundraising is getting very difficult due to the current economic slow down
and as the credit crunch continues to bite I would like to urge everyone to
continue with their commitment to enable these events to become even more
successful as the years roll on.
Throughout the year MDI organised respite camps. The camps took place in
Galway, Armagh and Donegal. All members who attend these camps have
reported back that they had a very enjoyable time. MDI still continues to provide
emergency respite where required and also some personal assistant support.
Respite is one of the most important supports that MDI can provide to our
membership and it is crucial that it is available when members require it.

September
On the 27th of September MDI held its first ever information day on the
condition ‘Charcot-Marie-Tooth’. It was an exceptionally well attended day,
and I would like to thank the speakers for their very informative
presentations. In particular I would like to thank Dr. Mary Reilly from the
University College London who gave an overview of the condition CMT.

October
MDI made a presentation to Minister of State John Moloney TD, in relation
to issues that are affecting people with muscular dystrophy. Also in October
MDI held its third Benefit Greyhound Race Night in Newbridge Greyhound
Stadium on Saturday the 18th of October. This proved to be a great success
and I would like to send a big thanks to all concerned in the organising of this
event and in particular Mr. Eamon Nolan for once again initiating this event
and his tireless work.

November
The Dublin Fire Brigade recruits took it upon themselves to do the ‘Mount
Everest challenge’. This meant that they climbed their ladders to the

Research
The MDI research committee in 2008 has been restructured, with seven new
members joining the committee. The committee has decided to fund two
research projects starting in 2009 – which you will read more about in this
report. Again MDI would not be in a position to fund this research without
the tireless fundraising activities of members, for example, the Limerick
Masters swim of the English Channel.
During 2008 MDI lost a number of members and I would like to extend my
deepest sympathy to all the families and friends of these members. May they
rest in peace.
I would like to extend a word of thanks to the various Health Service
Executives for their continued financial support over the past number of
years. MDI would also like to thank FÁS and the other agencies for all their
funding.
Thanks also to Dr. Bryan Lynch and his team at the Central Remedial Clinic,
and to Prof. Orla Hardiman, Dr. Ronan Walsh and Prof. Richard Costello and
their respective teams at Beaumont Hospital for their continued support of MDI.

This is my first report as National Chairperson and I would like to thank the
CEO and all the staff of MDI for their assistance and support to me over the
past year, and for their extremely hard work towards the continued success of
MDI. I would also like to extend a big thank you to my fellow colleagues on
the
National Executive and Council Committees for their commitment and
support to myself and all the members in MDI. Also to all the members and
friends who sit on the Research and Trust Fund Committees for their tireless
work throughout the year. There will be many challenges and mountains that
MDI will have to face over the coming years, but I feel with the commitment
of the members and all staff we can face these challenges together and ensure
that the support that members require can be met not only by Muscular
Dystrophy Ireland but by society as a whole.
Regards,
Garry Toner
National Chairperson
Muscular Dystrophy Ireland
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MDI Network of Support
MDI’s Head Office is based in Dublin, where management and
administration teams are located, as well as national services including
information, research and fundraising.
MDI also has five regional offices, in Cork, Galway, Sligo, Tullamore and
Kells. There are also MDI staff members based in the mid-west and southeast regions. Family support is available throughout all the HSE regions of
Ireland, while Youth / Respite Workers are located in the east, south, west,
midlands and north east.
During 2008, the MDI Cork office moved to new premises. Contact details
for this and all other offices, can be found at the back of this report.
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 muscular
dystrophy, their families and friends, and take part in various activities
including fundraising, awareness raising, and organising social events.

Muscular Dystrophy Ireland has
• 509 individuals with muscular dystrophy registered as members of MDI,
as well as 77 bereaved families who continue to avail of support
• 6 Offices nationwide
• 7 Branches

MDI Head Office Staff
Front L-R: Amy Bramley (Fundraising & PR), Hubert
McCormack (Administrator)
Back L-R: Karen Pickering (Information), Elaine
Finnan (Receptionist), Antoinette Roche
(Administrator)
Not pictured: Hazel Bridcut (Accounts)

Breakdown of Members by County
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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.

Membership of MDI by Diagnosis

Limerick
Longford

Muscular dystrophy is the collective name for a range of neuromuscular
conditions, which are characterised by the progressive weakening and wasting
of the muscles. It 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.

21
18

Total Membership of MDI: 509 individuals with a neuromuscular
condition as of May 2009, an increase from 485 members in April 2008
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Type of MD
Duchenne MD
Charcot-Marie-Tooth
Myotonic Dystrophy
Spinal Muscular Atrophy
Limb-Girdle MD
Facioscapulohumeral MD
Myopathy
Becker MD
Congenital
Myasthenia Gravis
Polymyositis
Neuropathy
Congenital MD
Inclusion Body Myositis
Arthogryposis
Other / Unspecified

Number of Members
89
87
66
41
37
34
30
23
17
7
1
3
2
2
1
69

The Information Service
MDI’s Information Officer, Karen Pickering, is based in the Head Office in
Dublin. Queries are received by phone, email, letter and in person from
people who would like information about muscular dystrophy 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, students
carrying out projects, health care professionals, teachers, special needs
assistants and the general public.
A total of 245 information requests were received in 2008 by the
Information Officer. MDI’s Family Support Workers also provide
information to members, working in conjunction with the Information
Officer.

Raising Awareness
In 2008, the Information Officer gave presentations at a Physiotherapy
Training Day in the Central Remedial Clinic and at a Personal Assistant
Training Day in the Irish Wheelchair Association, in order to raise awareness
of issues affecting people with muscular dystrophy. The Information Officer
also attended three Disability Information Days with local MDI Family
Support and Youth / Respite Workers in order to provide information about
muscular dystrophy and the support that MDI provides to people affected by
muscular dystrophy in these regions. In 2008, these took place in Limerick,
Wicklow Town and Mullingar. MDI also displayed a stand at the Neurological
Alliance of Ireland Rehabilitation conference in Dublin in December 2008,
which was a good opportunity to raise awareness of muscular dystrophy among
health professionals with an interest in neurological conditions.

MDI Information Days
In 2008 in a new initiative, two condition specific information days were
organised by MDI.

Advances in Care of Duchenne
Muscular Dystrophy
This information day was held on Sunday 2nd
March 2008, and was organised in
conjunction with Dr. Bryan Lynch, Paediatric
Neurologist, Children’s University Hospital,
Temple Street, to highlight the advances in
care for people with Duchenne muscular
dystrophy. Dr. Lynch gave an overview of the
services available in the Central Remedial
Clinic Dublin, followed by a presentation by
Prof. Kate Bushby who travelled from
Newcastle in the UK to speak about research
and potential future treatments for Duchenne
including exon skipping therapy which has now
entered clinical trials. A number of Irish
specialists gave very information presentations
about current management of the condition,
including orthopaedic involvement (Mr.
Damien McCormack), physiotherapy (Ms.
Pamela Foley), respiratory care (Dr. Dubhfeasa
Slattery) and cardiac care (Dr. Colin
McMahon). The day was expertly chaired by
Prof. Orla Hardiman and Dr. Ronan Walsh,
Consultant Neurologists.

Karen Pickering, Information Officer,
making a presentation to Prof. Kate
Bushby and Dr. Bryan Lynch

Hubert McCormack, Mihajlo
(Hubert’s PA) and Julie-Ann
Coleman, FSW, manning the MDI
information desk

Over 80 people attended this day, mainly families affected
by Duchenne muscular dystrophy, but also health
professionals. MDI Youth / Respite Workers also organised
activities for the 23 children who attended, meaning that
their parents were free to attend the presentations.
The Information Officer also completed a conference report
on the day, which was sent to all families of the 89 MDI
members who have Duchenne, and is also available on the
MDI website.

Dr. Ronan
Walsh with Joe
Mooney, CEO

Thank you to all the speakers and chairpersons who gave their
time to speak at this event, in particular to Dr. Lynch for
playing such in instrumental role in organising it. Thank you
also to the Dept. of Health who provided funding for the day
through a National Lottery grant.

Action Duchenne
Conference
The Information Officer and Family
Support / Clinic Coordinator attended
the Action Duchenne conference in
London in October 2008 to be
updated on standards of care and
research strategies from leading
international specialists. The
Information Officer produced a report
on this conference, which was sent out
to the families of the 89 MDI members
who have Duchenne, and is also
available on the MDI website.
Dr. Gita Ramdharry giving her talk at
the CMT Information Day

Charcot-Marie-Tooth Information Day

Members at the
CMT Info Day

Mr. Michael
Stephens, Dr.
Gita Ramdharry
and Karen
Pickering, MDI
Information
Officer listening
to a presentation

On Saturday 27th September 2008, MDI held the first
information day in Ireland specifically for people with
Charcot-Marie-Tooth (CMT, also known as the hereditary
motor and sensory neuropathies). Two speakers travelled over
from London to speak at this event; Dr. Mary Reilly,
Consultant Neurologist and Dr. Gita Ramdharry, Senior
Lecturer in Physiotherapy, who both specialise in CMT. They
were joined by two Irish specialists, Mr. Michael Stephens,
Consultant Orthopaedic Surgeon and Ms. Donna Fisher,
Orthotist / Prosthetist. Ms. Karin Rodgers from CMT UK
also attended to give an overview of what support this charity
provides to people with CMT in the UK.
Again, this was a very well attended event with over 70 adults attending and 14
children making use of the youth activities that had been organised. A
conference report written by the Information Officer was then sent out to the
87 individuals and families who are affected by CMT, and is also available on
the MDI website.
Thank you to all the speakers who helped make this day a success.
Muscular Dystrophy Ireland
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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, which was relaunched in 2007, is constantly
being improved. In 2008, a reports section was added, where people can
download MDI conference reports. This ensures that people who are unable
to attend information days and conferences are still able to access the most
up-to-date information about research and management of neuromuscular
conditions.

The Family Support Service
MDI employs eight Family Support Workers (FSWs) nationwide. MDI’s
commitment to provide a FSW for every member is part of our mission to
assist members to lead a life of their choosing and to contribute to their
community. Our FSWs come from a range of healthcare related backgrounds
and strive to provide a friendly professional service both individually and as a
team.
The role of the FSW is to provide a quality family support service in order to
best meet the expressed emerging needs of our members. Our support may be
in the form of phone calls, home visits or facilitating social outings, and
includes emotional support, providing information, support with decision
making, liaising with other agencies and advocating for entitlements.
Additionally, FSWs liaise on a regular basis with other MDI staff such as
Youth Workers, Clinic Coordinator, Drivers, Information Officer, Respite
Coordinator and other office staff so that our members and their families
receive the best support available. FSWs endeavour to support members’
present needs and to also prepare for future challenges. Please let us know
how we can support you and your family.
In 2008, Family Support Workers carried out 347 home visits, 52 hospital
visits, 62 social outings and provided information to members on 527
occasions.

The Family Support Team
Front L-R: Margaret Goode (FSW / Clinic Coordinator), Julie-Ann Coleman
(South & West Dublin, Kildare, Wicklow), Marie Kealy (South East).
Back L-R: Fintan Flannery (North West), Catherine Walsh (West and
Midlands), Brigette Diskin (North Dublin)
Not pictured: Michele McDermott (North East), Steph Apsel (Mid West),
Darryl Pearson (South)

The Respite Service
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, Joe Mooney. MDI Respite
Services are categorised as follows:
1. MDI Youth Respite Services
2. MDI Emergency Respite Service
3. MDI PA Respite Service
4. MDI Financial Contribution Service

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
and emotional wellbeing.
The Youth / Respite team
Front L-R: Kate Power, Respite
Coordinator, Aisling Dermody
(West).
Back L-R: Stephanie Fagan
(Midlands), Mary Rose Howell
(South), Claire McGonagle (East),
Ciaran McCashin (North East)

As you can see from the following table MDI
continues to prioritise and fund more respite
services each year. Respite services include
summer camps, emergency respite, personal
assistant hours, respite breaks provided in the
home, holidays, financial contributions and
transport.
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MDI Respite Services Expenditure 2004-2008
Year

€

Respite Services

2004

€392,632

Respite Services

2005

€479,121

Respite Services

2006

€567,407

Respite Services

2007

€608,584

Respite Services

2008

€699,253

In 2008, MDI spent €699,253 on respite services, an increase of €90,669 from
2007, to ensure that more members were able to benefit from the service.

The Youth Service
There are currently five Youth / Respite Workers (YRWs) based in the east,
south, midlands, west and north-east regions, who work directly with young
people who have muscular dystrophy and their families. The support offered by
the youth service is beneficial to the young person with MD as well as their
parents / carers.
The support offered by the youth service can be divided into 5 main areas:

1. Home Visits
YRWs work on a one to one basis with members in their own homes, engaging in
activities such as arts & crafts, playing board games, doing homework, watching
TV, listening to music, playing computer games, or just having a friendly chat.
This interaction is vital for the member to build up a trusting relationship with
the YRW. It also gives their parents / carers some free time to do whatever they
wish, knowing that their child is comfortable and well looked after.

2. Social Outings
Each YRW is fully trained in MiDAS (mini-bus driver awareness scheme) and
is equipped with a fully wheelchair accessible van which can transport up to 5
people. This gives the YRW the freedom to collect members from home /
school and go on trips, encouraging independence. Social outings include
trips to the cinema, shopping, going to the circus, bowling, or any activity the
member would like to take part in.

3. Youth Clubs
YRWs also organise youth clubs / outings, allowing young people with muscular
dystrophy to meet up with other members with similar conditions. This type of
social interaction can boost the member’s self-esteem and confidence, while also
allowing young people to make new friendships and interact socially. Some
examples of youth clubs include power soccer, drama workshops, group outings
to the cinema / bowling and computer workshops. YRWs also liaise with
mainstream youth organisations, and encourage members to get involved where
possible.

Participants at a Halloween
workshop in Cork

4. Hospital Respite
It is a difficult time when anybody is in hospital, but it can be particularly
difficult when a child is hospitalised. YRWs offer to visit young members when
they are in hospital and stay with them, allowing their parents / carers to go
home or have a break for a few hours. This has proven to be a crucial support
over the years, with some parents saying it was a life-line to them during such
a difficult time.

A Creative Arts
Workshop in the
Midlands

5. SUMMER / EASTER CAMPS
MDI camps are an integral part of the YRW calendar. They have been
described as a “working holiday” by the YRWs, giving them the opportunity to
get to know the members in a relaxed, holiday atmosphere. These camps are
open to members from 11 years of age, and there are many different activities
on offer. Some of these include water based activities, such as swimming and
canoeing, nights to the dog track, sight-seeing, shopping and a wide range of
other group activities.
In 2008, Youth / Respite Workers carried out 227 home visits, 35 hospital
visits and 332 youth clubs nationwide.

Fintan O’Reilly, North
East member trying
archery

Respite Breaks
MDI continues to develop the respite breaks programme each year and in
2008 the following camps were held
Month

A group of young
members on camp

Venue

No

1. May Camp

Kilcuan Lodge, Clarenbridge, Co. Galway

16

2

June Camp

Tí-Chulainn, Co. Armagh

14

3

July Camp

Kilcuan Lodge, Clarenbridge, Co. Galway

15

4

August Camp

Kilcuan Lodge, Clarenbridge, Co. Galway

15

5

October W/E

Bayview, Buncrana, Co. Donegal

4

6

Man United Trip

Manchester, England

10

Total

74

MDI increased the number of respite breaks in 2008 from 4 in 2007 to 6
in 2008, which meant that an additional 19 members could attend.
In total 74 members participated in the summer camp programme during
2008, engaging in activities such as canoeing, archery, table quizzes, picnics,
arts & crafts, shopping, cinema, bowling, museums, comedy nights and, of
course, in-house karaoke! The respite programme provides an invaluable
service to members and families by providing a respite break thus supporting
up to 370 people (including parents, partners & siblings).
trying canoeing

adult members enjoying a
night out while on a
respite break
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The Transport Service
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 now
twelve mini buses in the fleet. This consists of 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 sixteen transport requests per week, the Cork
average is fourteen.

2 buses in southern HSE area

€13,797

1 bus in North Western HSE area

€2,543

1 bus in North Eastern HSE area

€3,109

5 buses in Dublin and east coast area

€23,213

1 bus in Western HSE area

€4,082

1 bus in Midlands HSE area

€2,908

There are three mini buses that are loaned out to various members for short term
loan periods to help in difficult situations.

1 bus in Mid Western HSE area

€2,051

Third party transport costs and MDI drivers’ salaries

€56,436

MDI has a minibus based in Limerick and one in Donegal which are loaned out to
members with the kind help of the Slattery and Wilkie families respectively.
The remainder of the fleet is driven by our Youth / Respite Workers. These five buses
are located throughout the country and can be loaned to members when not in use
by the YRWs. This is a first come first served agreement and is subject to terms and
conditions that are aimed at members’ safety and the integrity of the vehicles.
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.
The overall cost to run the service in 2008 was €108,139. This includes servicing,
DOE testing, fuel, insurance, clamping equipment and maintenance. A breakdown
of these costs by area is shown here.

MDI drivers
Darren Lyons
(Dublin) and Jim
O’Donovan
(Cork) with the
MDI fleet

Muscular Dystrophy Clinics
Muscle clinics for people with muscular dystrophy continue to run
successfully in the CRC, Beaumount Hospital, Crumlin Children’s Hospital
and Temple St Children’s Hospital. There are two clinics a month in the
Central Remedial Clinic in Dublin, which are run by Dr. Bryan Lynch,
Paediatric Neurologist. Children who attend are also seen by physiotherapists,
occupational therapists, dieticians and orthotics specialists, and they can
access psychologists, assisted technology, seating and a range of other services.
Professor Damien McCormack, Orthopaedic Surgeon attends one clinic in
the month to assess the boys for surgery. There are four HMSN clinics a year
in the CRC at which Mr Stephens, Foot and Ankle Surgeon is in attendance.
One respiratory clinic every quarter is held in Temple Street Children’s
Hospital where the children are seen by a respiratory nurse and Dr. Slattery.
The children also attend the cardiology clinic in Our Lady’s Hospital,
Crumlin regularly.
The adult clinic is held every third Thursday of the month in Beaumount
Hospital by Dr. Ronan Walsh and Professor Orla Hardiman, Consultant
Neurologists.
MDI’s Family Support and Clinic Coordinator, Margaret Goode, is available
at these clinics to support members and their families who are attending.
Anyone wishing to attend these clinics can contact their family support worker
or get a referral from their GP.

Muscular Dystrophy Ireland
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Advocacy
In 2008, MDI strengthened its advocacy work to try to achieve the highest
standard of services for people with muscular dystrophy and their families.
On 9th April 2008, MDI held its first information day for TDs and
Senators. MDI facilitated this event to give people with muscular dystrophy
and their families a chance to meet with their local TDs and with Senators to
discuss the issues that are affecting them. Over 80 members of the Oireachtas
attended this event, which was a great level of interest. In addition to this,
MDI produced a document “Key Issues Affecting People with Muscular
Dystrophy”, which focused on the need for enhanced physiotherapy,
occupational therapy, personal assistant and special needs assistant services.
This document was sent out to every TD and Senator in Ireland.
In 2008, 97 members of MDI were receiving no physiotherapy service at
all and 20 were struggling to access occupational therapy services.
As a follow up to this day, MDI was invited to make a presentation to the Joint
Committee on Health and Children on 27th May 2008. MDI staff Joe
Mooney (CEO), Kate Power (Respite Coordinator) and Karen Pickering
(Information Officer) spoke about the issues affecting people with muscular
dystrophy, their service needs and the need for research funding. MDI
member Ms. Sammy Brill from Westmeath, spoke about living with the
condition, in particular, her struggle to get personal assistance hours and
accessible accommodation.
In 2008, 48 members of MDI were reported to need a personal assistant
service but had no hours and 50 had a limited service but were in need of
more hours.
MDI also attended a meeting with Mr. John Moloney TD, Minister for
Equality, Disability and Mental Health in October 2008. Again, Joe Mooney,
Kate Power and Karen Pickering spoke about the difficulties people have
accessing services such as physiotherapy, occupational therapy, genetic testing
and counselling and stressed the need for the neurologist in Beaumont to have
a multidisciplinary team supporting him to provide the highest level of care to

adults with muscular dystrophy. The need for research
funding was again raised. MDI member Mr. James Downey
from Kildare spoke about his personal experiences,
especially the importance of personal assistance and respite
services, which are essential to people with muscular
dystrophy and their families.
MDI is pleased to be raising its profile among government
ministers and communicating the issues affecting people with
muscular dystrophy. The support of our members is very
important in this endeavour as personal stories help to bring
the issues to life. If any member would be able to assist with
this advocacy work or have issues they would like to raise,
please contact MDI Head Office.

Liz McManus TD
with MDI member
Simon Jameson

MDI delegation who met with
Mr. John Moloney TD
Front L-R: James Downey, MDI member;
Joe Mooney, CEO
Back L-R: Karen Pickering,
Information Officer; Kate Power,
Respite Coordinator

MDI delegation who made a presentation to the Joint Committee
Front L-R: Joe Mooney, CEO; Sammy Brill, MDI member;
Back L-R: Karen Pickering, Information Officer; Kate Power, Respite Coordinator

Working Together
In 2008, MDI strengthened its links with other organisations in Ireland and
abroad. MDI became a member of TREAT-NMD, an international network
working to advance diagnosis and care and to develop treatments for people
with neuromuscular conditions and their families. MDI also joined IPPOSI,
the Irish Platform of Patient Organisations, Science and Industry. IPPOSI
works to smooth the path in Ireland for new medicines and therapies to move
from basic science in laboratories to the people who need them.
MDI is also an active member of the Genetic and Rare Disorders
Organisation, the Medical Research Charities Group, the Disability
Federation of Ireland, the Neurological Alliance of Ireland, the Centre for
Independent Living, the European Alliance of Neuromuscular Disorders
Associations and the European Organisation for Rare Diseases.

First European Rare Diseases Day
The first European Rare Diseases Day took place on 29th February 2008 (a
rare day for rare diseases). As an active member of GRDO, the Genetic and
Rare Disorders Organisation, MDI was involved in the organisation of an
event in the Mansion House in Dublin to mark the occasion. All forms of
muscular dystrophy and related neuromuscular conditions are classed as rare,
as they affect less than 1 in 2000 people. People with rare conditions face
common problems, such as lack of access to correct diagnosis, lack of
information and scientific knowledge, and difficulties in access to treatment
and care. MDI staff member Mr. Hubert McCormack spoke at this event to
highlight the issues affecting someone living with a rare condition, and the
meeting was also addressed by Prof. Andrew Green, Director of the National
Centre for Medical Genetics (NCMG), who spoke about the work of the
NCMG and the need for greater awareness and support for genetic and rare
conditions.
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Neurological Alliance of Ireland (NAI)
Rehabilitation Working Group
In 2008, MDI also became an active member of the NAI rehabilitation
working group. This group was established in August 2008 to operate in
parallel to the National Rehabilitation Strategy group established by the
Department of Health and Children and the HSE in July 2008. The NAI
group carried out the following as part of its work:
1

Mapping the Typical Patient Journey

2

Conference on Neurorehabilitation in association with the Department of
Health and Children in December 2008

3

Preparing a submission to the National Rehabilitation Strategy in 2009.

Research
In 2008, due to the fundraising efforts of our members, MDI was able to
issue a call requesting proposals for research funding. MDI was happy to
announce in October 2008, that two applicants had been successful. Dr.
Matthew Wood from Oxford University in the UK and a member of the
MDEX Consortium who have started clinical trials into exon skipping as a
potential therapy for Duchenne muscular dystrophy, was successful with his
proposal “Enhanced systemic delivery of antisense oligonucleotides for exon
skipping in Duchenne muscular dystrophy”.
MDI meets NUI Maynooth research group

Dr. Deniz Yilmazer-Hanke from University College Cork, was also successful
with her proposal “Contribution of the inflammatory reaction in the muscle
in Duchenne muscular dystrophy to depression: Development of new
treatment strategies”.

Caroline Lewis, PhD student; Prof. Kay Ohlendieck; Joe
Mooney, CEO; Dr. Pamela Donoghue; Karen Pickering,
Information Officer

We wish both Dr. Wood and Dr. Yilmazer-Hanke the best of luck with their
research and look forward to seeing how it progresses.
Professor Kay Ohlendieck from NUI Maynooth entered the second year of his
MDI and MRCG / HRB jointly funded study, “Identification of Novel
Biomarkers in Dystrophic Heart and Muscle Fibres Using Comparative
Proteomics”. Prof. Ohlendieck made a presentation at the MDI AGM in
2008 on the progress of his work and also invited a group from MDI to tour
the laboratory and meet members of his team in November 2008. In an
exciting development, Prof. Ohlendieck has started collaborating with Prof.
Steve Wilton from Australia, who developed the exon skipping technique as a
potential therapy for Duchenne muscular dystrophy.

Dr. Deniz Yilmazer-Hanke, UCC
2008 MDI research grant recipient

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.

Karen Pickering, Information Officer with Dr. Matthew Wood,
University of Oxford – 2008 MDI research grant recipient

Fundraising & PR
Muscular Dystrophy Ireland hosts a variety of national fundraising events
throughout the year including:
•
•
•
•
•

The National Awareness Day Campaign on Valentine’s Day
Flora Mini Marathon, June Bank Holiday Monday
Christmas Cards
Greyhound Race Night, Newbridge, Co Kildare in October
Ireland Bike Fest / National Draw to win a Harley Davidson, Gleneagle
Hotel, Killarney, Co Kerry, June
• Speed Dating Night, the Midlands, July
• Charity Cycle, South West, August
• Dublin City Marathon and Cork City Marathon
Members of Muscular Dystrophy Ireland also take part in regional and local
fundraising events and initiatives such as:
•
•
•
•
•

Table quizzes
Church gate collections
Raffles and draws
Golf Classics
Parachute Jumps

These events are extremely important to the services MDI provide, as they
assist the organisation to raise money to fund essential services and to fund
medical research.

Muscular Dystrophy Ireland “Have a Heart”
National Awareness Campaign
Valentine’s Day the 14th February 2008
The campaign was officially launched by Martin King, TV3, Joe Rooney,
actor and comedian and the beautiful Lizanna Kirwan, Dublin model. The
trio supported and represented Muscular Dystrophy Ireland as part of the
National Awareness Day and helped to promote the chocolates. MDI also
Muscular Dystrophy Ireland
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received support promoting the campaign from the cast of Fair City and MDI
member Kevin Gannon from Dublin. This was MDI’s 7th Annual Awareness
Campaign and raised the tremendous sum of €38,843 which was used to fund
the respite support services and medical research.
MDI directly sold the “Have a Heart” chocolates in Debenhams stores
nationwide from the 9th right through to the 14th February. This was only
possible for this duration due to the kindness and assistance by members,
volunteers and staff.
This year MDI was given the opportunity to position a stand and sell the
chocolates in the renowned Arnotts Department Store in Dublin from the
9th to the 14th February; this was also a tremendous assistance to the
fundraising efforts.
Kylemore Food Group which consists of 26 outlets and restaurants
nationwide also kindly supported MDI and sold the “Have a Heart”
chocolates. MDI received a considerable amount of press and radio coverage
regionally.

Joe Rooney, Lizanna Kirwan and
Martin King with MDI CEO Joe Mooney

MDI member Kevin Gannon with
Sandra Curran, Fair City

MDI Christmas Cards 2008
As part of our annual fundraising efforts MDI sold Christmas cards. A pack
of cards contained a variety of ten cards and cost €8.00. They were
distributed nationwide to members, friends, shops and various outlets, and
thank you to everyone who supported the fundraising initiative.
The total funds raised from the sale of cards was €9,701.

Flora Women’s Mini Marathon
The Flora Mini Marathon was held
on the 2nd of June and was an
enjoyable day for all who took part
and supported the event in aid of
MDI. MDI would sincerely like to
thank all the extremely kind ladies
who took to the tar on the day and
raised the substantial amount of
€23,839 which went towards
funding the respite support
services. The Mini Marathon is a
land mark fundraising event in
Ireland and an extremely important
part of both increasing the
awareness of the condition and
raising much needed funds for MDI.

Owners Group in association with the Gleneagle
Hotel kindly organised a national draw to take place
at the event with a sensational first prize of a Harley
Davidson motorbike.
The lucky winner of the bike was a Mr Tom O’Shea
from Limerick. All proceeds raised though the sale
of draw tickets and bucket collections which
amounted to the tremendous sum of €15,346 went
towards funding MDI’s respite support services.
Joe Mooney CEO MDI, Patrick O’Donoghue Gleneagle Hotel, Breffni
Ingerton Chairperson Ireland Bike Fest, Hubert McCormack MDI

O2 Penalty Shoot Out

MDI members and friends from the North East
who ran and walked for MDI

180 staff in the O2 Ireland Head Office Dublin
competed in the O2 penalty Shoot Out
tournament on the 24th & 25th June 2008 as
part of the company’s corporate responsibility
fundraiser. Fair City’s Pat Nolan and Alan
O’Neill showed their football skills and support
for MDI. The event raised the tremendous
amount of €3000. Many thanks to Eamon
Nolan, MDI member for his continuous hard
work and support.

David Lamb o2, Gordon Breen
o2, Peter McKenna o2, Pat
Nolan “Fair City”, Niamh
Griffin o2, Alan O’Neill “Fair
City”, Eamon Nolan o2 / MDI
and the event organiser.

Ireland Bike Fest
Speed Dating Night
From the 6th to the 8th June 2008 over 2000 motorbike enthusiasts and
Harley Davidson owners from all over Ireland and parts of Europe rode into
Killarney to participate in the 2008 Ireland Bike Fest which was held at the
Gleneagle Hotel, Killarney.
This annual three day festival was an over whelming success and there was a
wonderful atmosphere at the biker village at the Gleneagles Hotel. One of the
highlights of the weekend was a spectacular parade of bikes through the streets
of Killarney in aid of Muscular Dystrophy Ireland. The Harley Davidson

Sammy Brill MDI member from Athlone organised a
Charity Speed Dating Night in aid of MDI on the 5th
July 2008 in the Prince of Wales Hotel, Athlone, Co
Westmeath. The event was a tremendous success and a
memorable evening where 63 outgoing individuals
participated. The atmosphere was
Amy Bramley MDI,
electric with great music courtesy of
Sammy Brill MDI,
Midlands 103 radio DJ John
Edel, Lucy Newman

McDonnell. A raffle was also held on the night and the total funds raised were
€1,322, which went towards funding the respite support services. MDI is
making it an annual fundraising event and the next speed dating night is set
for the 10th July 2009 in the Tullamore Court Hotel.

Charity Cycle
A group of cyclists took to the
road in aid of MDI and raised the
substantial sum of €4,500 for the
respite support services. The cycle
started in Limerick at the Two
mile Inn and ended in Kilkee at
the Kilkee Bay Hotel. MDI will
make this an annual event and the
next cycle is set for the 15th
August 2009 around Lough Derg.
Happy faces as the team arrived into Kilkee Bay Hotel, pictured third from right Josephine
O’Grady and her family and friends who helped out with money collection.

Greyhound Race Night
On the 18th of October MDI hosted the 3rd Annual
Benefit Greyhound Race Night in Newbridge Stadium,
Co Kildare with great assistance from Eamon Nolan and
family. The total funds raised from the night were
€15,000 to fund the respite support services. The date
set for the next race night is the 17th of October 2009.

Billy Mullan, Joe Mooney CEO MDI and Pat Fitzsimons Parfit,
main event sponsor
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Dublin Fire Brigade Mount Everest Challenge
On the 29th of
November, 40
Dublin Fire
Brigade Recruits
climbed a gruelling
29,028 feet, the
equivalent height of
Mount Everest in a
rigorous ladder
Dublin Fire Brigade pictured with members of MDI after reaching
exercise at the
their target of 29,028 feet for MDI.
Blanchardstown
Shopping Centre, Dublin. The gallant recruits raised the great sum of €19,000 for
the respite support services through sponsorship and money collection buckets.
Many thanks to Laurence Skelly, Dublin Fire Brigade for his support and effort in
making the event an extremely successful fundraising initiative.

Eight Limerick Masters Swimmers Conquered the
English Channel
Eight individuals from the
Limerick Masters
Swimming Club crossed
the English Channel in aid
of medical research into
the condition Duchenne
muscular dystrophy on the
10th September 2008. The
John Battles, Greg Scanlon, Darren Quinn, Thomas
Quinn (brothers), Marcella O’Neill, Tom Moloney,
brave and kind group
Breda McNamara and Philip Mudge
raised the tremendous
amount of €50,000 in sponsorship and also by organising a Swimathon in
Kilkee Bay held on the 2nd August 2008, and a Swimathon in the University
of Limerick National Area on the 31st of January 2009.
MDI would like to give sincere thanks to the tremendous support and
fundraising efforts of the eight individual Limerick swimmers, Brid and Brian
Murray from Limerick, whose hard work is deeply appreciated and of great
assistance to MDI in funding medical research.

Contact Details
Head Office

MDI Regional Offices

Muscular Dystrophy Ireland
71/72, North Brunswick Street, Dublin 7
Tel: 01 8721501
Freephone: 1800 245300
Fax: 01 8724482
Email: info@mdi.ie
Website: www.mdi.ie

Muscular Dystrophy Ireland
Penrose Wharf Call Centre
14, Penrose Wharf
Cork
Tel: 021 4348442

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

Muscular Dystrophy Ireland
Offaly CIL
Clonminch Road
Tullamore, Co. Offaly
Tel: 05793 28638

Muscular Dystrophy Ireland
Old Medi Centre
Kempton Parade
Sligo
Tel: 071 9140210

MDI Head Office Staff
Joe Mooney

Chief Executive Officer

Kate Power

Respite Coordinator

Margaret Goode

Family Support and Clinic Coordinator

Karen Pickering

Information Officer

Hazel Bridcut

Accounts

Amy Bramley

Fundraising & PR Coordinator

Hubert McCormack

Administrator

Antoinette Roche

Administrator

Elaine Finnan

Receptionist

Muscular Dystrophy Ireland
Roxboro House
Raleigh Row
Galway
Tel: 091 583890

Family Support Workers

Youth / Respite Workers

East Coast & South Western HSE Area

Eastern Region

(South and West Dublin, Kildare, Wicklow)
Julie-Ann Coleman
086 3830966

(Dublin, Kildare, Wicklow)
Claire McGonigle
086 6066109
(while Karen Mooney is on leave)

Northern HSE Area
(North Dublin)
Brigette Diskin

North Eastern Region
086 3834428

North Eastern HSE Area
(Cavan, Louth, Meath, Monaghan)
Michelle McDermott
086 6066105

North Western HSE Area
(Donegal, Leitrim, Sligo)
Fintan Flannery

(Cavan, Louth, Meath, Monaghan)
Ciaran McCashin
086 6066108

Midlands Region
(Laois, Longford, Offaly, Westmeath)
Stephanie Fagan
086 3899285
(while Sinead Glennon is on leave)

086 3899279

Western Region
Western HSE Area
(Galway, Mayo, Roscommon)
and

(Galway, Mayo, Roscommon)
Aisling Dermody

Midlands HSE Area

Southern Region

(Longford, Offaly, Westmeath)
Catherine Walsh
086 6066106
(while Lisa Fenwick is on leave)

(Cork, Kerry)
Mary-Rose Howell

086 3899286

086 6066104

Mid-Western HSE Area
(Clare, Limerick, North Tipperary)
Steph Apsel
086 3879159

South Eastern HSE Area

Drivers

(Carlow, Kilkenny, South Tipperary, Waterford, Wexford)
Marie Kealy
086 6066107

Eastern Region

Southern HSE Area
(Cork, Kerry)
Darryl Pearson
086 3899266
(while Trudy Renshaw is on leave)
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Darren Lyons

086 3899262

Southern Region
Jim O’Donovan

086 8207872
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