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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.
“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
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A Message from the Chief Executive Officer
Hi to all MDI members and friends,
This has been another very busy and challenging year for MDI including the value for money review and the commencement
of the building to mention just two. There has been also a general election since our last report and now we have a new
government with a new mandate.
Over the past twelve months MDI’s goal has always been to increase awareness of muscular dystrophy and to enhance the
nationwide support services that MDI provides, including Family Support, Youth Services, Respite, Transport, Information, etc. MDI funding was cut by a
further 5% in 2010 and there are concerns that the funding will be cut further in 2011. This has put financial pressure on the organisation but I am glad
to report that through tightening our belt and by an increased fund raising drive, support services did not have to be curtailed too much. There has been
a value for money review committee put in place throughout the year but I ask you how can you put a price or charge on quality of life by reviewing the
costs of the supports that people with disabilities require to live an active and independent life and cutting this funding to equate to value for money.
As I stated earlier in 2010 MDI saw the dream take shape with the commencement of our first ever premises in Chapelizod, Dublin. This has been thought
about for the past twenty years so I am delighted to be in a position to be a part of the fulfilment of this dream. It is a very exciting development that
will include a fully accessible self catering apartment, an information library, an aids and appliances display area and a meeting room, and it will also be
the Head Office of MDI. The plan is to be in situ in early 2011. Another piece of work that MDI has been involved in is collaboration with other voluntary
organisations which I am happy to say has been successful and there are more plans to continue this further in 2011. There is just one point of caution and
that is to ensure that the strength of our identity is not diluted.
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 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 another additional research project in 2010 and is very excited about hearing the outcome of this throughout 2011.
I would like to thank Mr. Garry Toner, National Chairperson, who is stepping down after three years for all his support throughout this time. A big thank
you also to all the members of the National Executive and National Council for their support and encouragement throughout the year. I would also like to
thank all the members and friends who are part of the Fundraising, Research and Trust Fund Committees for giving of their time and expertise. A special
word of thanks to all the staff for their hard and dedicated work over the past twelve months.
2011 will bring even more challenges due to the 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. I know the financial forecast is not positive for the coming year 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. MDI is a unique organisation
and I believe that this is what will carry us through these recessionary times and make our organisation even stronger in the future.
If any member would like to contact me please feel free to do so.
Joe T Mooney
Chief Executive Officer MDI

Chairperson’s Report
In my Chairperson’s Report for 2009 I concluded that MDI was in a strong
position, with the hard working and dedicated committee, staff and
volunteers to weather the storms looming over the horizon for us. This
year we’ve seen cutbacks, reductions in charitable donations, the threat
of state bankruptcy, political upheaval and the emigration of much of our
youth-oriented volunteer base all threatening the resources available to
us. Not only have we weathered these storms, we’ve sailed forward on
through them at a fantastic rate, succeeding in all areas and beginning the
process of achieving one of our greatest ambitions.
2010 saw the beginning of the development of our new information and
support centre, in my opinion MDI’s greatest achievement. By the end of
2010 we were able to see the near completion of a project that will make
MDI a far more effective organisation. The resources now at our disposal
here in Chapelizod – being able to provide respite in fully accessible
and outfitted accommodation, better designed office space and a more
comprehensive information centre – will mean MDI can move into the new
decade confident of achieving our goals. Huge thanks must go to everyone
who contributed to the €5 “Buy a Brick” campaign in order to help us
achieve our dream.

Muscular Dystrophy Ireland

Annual Report 2010

With Ireland suffering its worst economic crisis since the 1980s and MDI
facing the largest number of cuts to its funding in its near 40 year history,
we should feel great pride in the work we have done in pulling together to
maintain the vital supports we provide without any fall in quality.
Our staff must be given huge credit for the continued work they do
nationwide. As with all HSE workers many have been hit with considerable
cuts and yet persist with bright and friendly attitudes as they provide
vitally important supports to all our members in Ireland.
Not to mention the sterling work of our volunteer contingent, without
whom MDI could not possibly provide the multitude of activities we
organize; the summer camps, the sightseeing tours, the day trips, etc. I
hope 2011 sees a continuation of the fine work of our volunteers.
MDI’s summer camps took place again this year in Galway and Armagh and
proved a popular hit with all those involved. Nothing beats having a break
away with a gang of your peers and having the craic away from home.
2010’s Awareness Campaign was one of our best yet, with support from
a host of public figures across the nation, including Sam Peter Corry
and Clelia Murphy from Fair City (Characters Robert Daly and Niamh
Cassidy) on launch day. This is arguably MDI’s most important campaign,

particularly in the current climate of cuts, as the best way to ensure state
support for our member’s services is to raise and maintain awareness
of their issues in the public eye. Many thanks must also go to Noel
Cunningham (northwest), Damian English (northeast), John Lee (Galway),
Annemarie Kelly (midlands), Amy Moran and Joe Deane (Cork), who all
used their public images to help MDI raise awareness in their regions.
The research projects MDI have been pursuing continued through 2010,
with a final report on a project regarding Duchenne Muscular Dystrophy
published by Prof. Kay Ohlendieck in Autumn 2010. The research, carried
out by the team in NUI Maynooth, will help scientists to identify new
therapeutic targets, further our biomedical understanding on disease
progression and can also be used to improve diagnostic procedures. Each
of our projects over 2010 have been showing interesting results, revealing
significant possibilities for future treatments.
2010 was a very successful year in terms of fundraising, with a number of
exciting events and activities taking place the length and breadth of the
country, not least Allan Collins, who actually travelled the length of the
country on a skateboard, to raise nearly €14,000 for MDI. Mention must
also go to the skydivers, the golfers, the cyclists and the marathon runners
who all put their bodies on the line to raise money and awareness for MDI.
Of course, that only mentions a fraction of the excellent fundraising work
that goes on around the country on a weekly basis for MDI by employees,
members and volunteers. Without singling anyone out I feel I speak for
the whole of MDI, and our membership, in giving the utmost thanks to our
fundraisers for the excellent work they have done across the country.
The international Bike Festival in Killarney took place last June and MDI
again was involved in raising funds and awareness there. The raffle for
the donated Harley Davidson raised €21,400 for MDI and a great time
was had by all who went there. We also had our annual greyhound night
in October, taking a contingent of gamblers for an enjoyable night out in
Kildare. As always everyone had a good night’s craic with the added benefit
of raising funds for MDI.
The Third International Rare Disease Day, in February, was marked with a
conference on the theme of “Patients and Researchers: Partners for Life.”

This annual event is vitally important in getting the government to push
forward with the implementation of its rare disease policy which it has
earmarked for completion in 2013.
A Spinal Muscular Atrophy Information Day was held in Blanchardstown,
Dublin in October. Attending were experts in the field who delivered three
interesting papers informing attendees of the current work being done
regarding SMA and the steps that can be taken to ensure that people with
SMA do not get secondary illness that can be severely exacerbated by their
condition.
MDI organised remembrance ceremonies around the country in February,
giving members a chance to come together to remember those they may
have lost throughout the years. These ceremonies provided an important
time for people to give thought and reflection, and to share their
experiences with others of losing a loved one.
Undoubtedly, 2010 has been a busy and successful year for MDI and we
find ourselves now in 2011 stronger than ever, despite the difficulties I
mentioned earlier. MDI plays a vital role in many people’s lives, a role
that I experienced myself in June last, when the organisation supported
me through a period of serious illness while abroad. My deepest and most
sincere gratitude goes out to MDI for the massive support showed to me
during a time of crisis.
Acting as Chairperson of MDI for the past three years has been a rewarding
and fulfilling experience, I must thank everyone in the organisation,
committee, staff and volunteers, for their hard work and support
throughout my tenure. I wish every success to the new Chairperson and
hope they have as excellent an experience as I did in my time in that role.
Thanks,
Garry Toner
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 four regional offices, in Cork, Galway, Tullamore and Kells.
There are also MDI staff members based in the north west, 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.

MDI Head Office Staff and Drivers

Darren Lyons (Eastern region Driver and Fleet Coordinator),
Margaret Goode (Family Support and Clinic Coordinator),
Sandra Bartley (Reception), Karen Pickering (Information Officer),
Pat O’Callaghan (Southern region Driver),
Kate Power (Respite Coordinator) and front:
Hubert McCormack (Administration).
Not pictured: Amy Bramley (Fundraising and PR Coordinator),
Kim Warnock (Fundraising Assistant), Antoinette Roche
(Administration) and Hazel Bridcut (Accounts).

Muscular Dystrophy Ireland

Annual Report 2010

Muscular Dystrophy Ireland has
•	583 individuals with muscular dystrophy registered as members of
MDI, as well as 79 bereaved families who continue to avail of support
• 5 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 now has 583 individuals with neuromuscular conditions registered
as members. This has increased from 477 in 2008 to 509 in 2009, 551 in
2010 and now 583 in 2011. 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
Duchenne MD
Charcot-Marie-Tooth
Myotonic Dystrophy
Spinal Muscular Atrophy
Facioscapulohumeral MD
Limb-Girdle MD
Myopathy
Becker MD
Congenital
Friedreich’s Ataxia
Myasthenia Gravis
Congenital MD

97
96
79
47
41
41
35
24
18
13
7
6

Neuropathy 6
Inclusion Body Myositis 6
Periodic Paralysis 5
Metabolic 2
Polymyositis 2
Dystonia 2
Oculopharyngeal MD 1
Dermatomyositis 1
Arthogryposis 1
Guillain-Barre 1
Other / Unspecified 52

Total Number of Members with MD: 583

Breakdown of Members by County
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MDI’s New Premises
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 Centre of Excellence for people with
Neuromuscular Conditions. This building required extensive renovations
throughout 2010 to make it totally wheelchair accessible.
From April 2011 this 6000sq ft premises will be the new Head Office of
Muscular Dystrophy Ireland. Initially this building will just maintain and
manage existing support and administration services provided by MDI. And
in the near future, it is envisaged that this premises will become a unique
“Centre of Excellence for people with Neuromuscular Conditions” living in
Ireland.
This purpose designed building will encompass a wide range of facilities
to enable people with neuromuscular conditions to access information
and support services. It will also include one of the most comprehensively
equipped aids and appliances facilities, where members and individuals can
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try out and test such appliances. A large boardroom will also be available for
hosting meetings and AGM’s etc.
The second floor of this building will consist of a self contained fully
wheelchair accessible three bedroom apartment which will be available
for short term respite breaks for MDI members. It will also provide
accommodation to MDI members and their families from outside Dublin
who need to attend clinic or hospital appointments, to visit members in
hospital, etc.
We look forward to seeing how this premises develops throughout 2011 and
into the future.

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.

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.

A total of 244 individual information requests were received in 2010 by the
Information Officer. MDI’s Family Support Workers also provided information
to members, working in conjunction with the Information Officer.

Raising Awareness
MDI staff attended a number of meetings in 2010 to give presentations
about muscular dystrophy and related neuromuscular conditions and the
supports that MDI provides. In February 2010, the Information Officer
presented to a group of participants on the Meath Primary Healthcare
Project to inform them about the issues faced by people and families
affected by neuromuscular conditions. The Information Officer and Youth /
Respite Worker in the North East Region presented to a group of transition
year students from Dundalk who were assisting with fundraising, to enable
them to understand why support is necessary and how funds raised are used
to support people and families. In August, the Information Officer and Family
Support Worker from the north east presented to a group of teachers in a
school in Tullamore to inform them about the support needs of children with
a neuromuscular condition. In September, the Information Officer and Family
Support Worker from the north east presented to the Child Development
Team in Monaghan to inform them about neuromuscular conditions, current
management strategies and the support provided by MDI.

Pictured at the AGM information session are
Dr. Niamh ni Shuibhne, Lisa Hogge, Sharon
Flynn, Dr. Deniz Yilmazer-Hanke and MDI
Information Officer Karen Pickering

Information Days & Conferences
AGM 2010
Prior to the AGM on 24th April 2010, there were two presentations by MDIfunded researchers. Dr. Niamh ni Shuibhne from the CRC spoke about her
role as a Clinical Research Fellow working in the muscle clinics and setting up
a study looking at bone density in boys with Duchenne muscular dystrophy.
Dr. Deniz Yilmazer-Hanke from University College Cork spoke about the
second year of her MDI-funded study looking at depression in muscular
dystrophy and whether this could be caused by the muscle inflammation

rather than as an effect of dealing with a degenerative condition. Prof. Kay
Ohlendieck from NUI Maynooth was unfortunately unable to attend to give
a final report on his study looking at biomarkers, due to the flight disruptions
caused by the volcanic ash cloud. However, he provided an article about his
research for the MDI News Update and is due to present at the AGM 2011.
There was also a presentation on social welfare payments, by Sharon
Flynn and Lisa Hogge from the Department of Social Protection. This very
informative talk covered payments to people with disabilities, such as
Disability Allowance and to carers, including domiciliary care allowance. They
also brought a range of literature about social welfare payments which was
available for people to take home.
A report on these presentations was published in the MDI News Update
which is issued to all members.

Spinal Muscular Atrophy (SMA) Information Day
The fourth in a series of condition specific information days (after
Duchenne, Charcot-Marie-Tooth and myotonic dystrophy) took place
on Saturday 2nd October 2010. Dr. Bryan Lynch, Paediatric Neurologist,
opened the day with an overview of SMA and current and future
management strategies. This was followed by a discussion about
respiratory management, led by Prof. Richard Costello. Karen Pickering, MDI
Information Officer, spoke about the international standards of care for
SMA, the registry for people with SMA in the UK and Ireland, MDI support
for people with SMA and the development of a National Plan for Rare
Diseases in Ireland. The final talk of the day by Dr. Chiara Valori introduced
some very interesting gene therapy research taking place in the UK.
This interesting and informative meeting, which was the first of its kind for
people with SMA in Ireland, was well attended by people with SMA, family
members and health professionals. A report on the day is available from
the Information Officer and is also on the MDI website.

Prof. Richard Costello, MDI CEO Joe Mooney
and Dr. Bryan Lynch pictured at the SMA
Information Day
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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.

“I found the open forum for questions particularly helpful.”
“Informative as a healthcare professional.”
“Very much welcomed information day on SMA, especially with a rare
condition.”
“Meeting and speaking to parents of children with SMA. Seeing adults
with SMA.”
Responses from evaluation of the SMA information day

Action Duchenne Conference
In November 2010, the Information Officer and Respite Coordinator
attended the Action Duchenne conference in London. This was a 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 97 individuals and families affected by Duchenne and is also available
on the MDI website.

Newsletter & 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 2010 there were 49,315 unique visitors to MDI’s website with
126,298 visits overall, an increase from 2009’s total of 85,852 visits.

Launch of the MDI National Survey 2009
In September 2009, Muscular Dystrophy Ireland (MDI) ran a survey that was open to all
people with muscular dystrophy and related neuromuscular conditions. This survey enabled
people to highlight their experiences in relation to medical services, accessing equipment
and adaptations, respite and personal assistance, and education, training and employment.
This survey was launched in February 2010 in the Mansion House in Dublin.
This survey highlighted the following issues:
•	Applying for entitlements, equipment and housing adaptations can be a long, slow
process
•	56% of people with neuromuscular conditions are not registered on the National Physical
and Sensory Disability Database
•	Adults with neuromuscular conditions are less likely than children to attend specialist
medical services for assessment and management of their condition
•	People who do not attend a muscle clinic or neurologist are less likely to be referred to
other specialist medical services which have the potential to improve their quality of life
•	Overall medical care is generally rated above average but for some there is still a lot of
improvement to be made
•	47% of people have experienced delays in accessing essential aids and appliances, with 18
people waiting for 6 months and 28 for one year and over
•	Due to difficulty in accessing a Local Authority Grant for 34 people and the high cost of
adapting a home, some are living in unsuitable housing
• 22 people need more Personal Assistant hours, a total need of 16,796 extra hours per year
•	115 people rely on family and friends for their care. 30% of adults report that this has
had a negative impact on their family relationships
•	30% of people have had a respite break in the last 5 years, mainly at a break or camp
organised by a voluntary organisation
• 7 parents report a reduction or removal of the Special Needs Assistant support in schools
• 42% of adults with neuromuscular conditions are unemployed
•	61% believe that living with their condition has negatively affected their ability to earn
an income
• 65% believe that living with their condition has negatively affected their quality of life

The results of this survey were highlighted with the HSE and Government in order to
advocate for improved services for people affected by neuromuscular conditions. It is
essential that members feed back to MDI the issues that they are facing so these can be
raised with key decision makers, so thank you to everyone who participated in this survey.

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 Worker
The role of the Family Support Worker (FSW) is to provide a wide range
of information and support to members, their extended family and carers.
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
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• 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
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.

“Our Family Support Worker has been invaluable to us in terms of information,
practical help and advice. Her listening skills and empathy are a fabulous
support to me.”
MDI member in the southern region commenting in the Members’ Audit 2010

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 2010 included Christmas parties, shows, coffee mornings,
greyhound race nights, shopping trips, dinner and trips to the cinema etc. 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.

The Family Support Team
Steph Apsel (Mid-West),
Bridgette Disley (North Dublin),
Kate Maguire (North East)
and Marie Kealy (South East).
Not pictured are:
Trudy Renshaw (South), Lisa
Fenwick (West) and Paula
Coyle Carberry (North West).

New Eastern Region Adult Social Group
In 2010 a group of members from the Dublin, Wicklow and Kildare areas saw that
there was a need for a non formal social outlet, facilitated by their Family Support
Workers. They came together and organised a number of social events. Since January
2010, the group has organised five events including trips to the cinema, theatre
and the races. This collaboration has been very successful, with members benefiting
greatly from increased social contact and independence.

Eastern region adult social
group at the Grand Canal
Theatre in Dublin

In 2010, FSWs carried out 471 home visits and 75 hospital visits nationwide. They
also organised 33 social outings with a total of 98 participants, provided information
to families on 811 occasions and provided phone contact and support 2685 times.
“Words cannot fully express my appreciation to the family Support Worker and
all in MDI for the difference they make on a daily basis to MDI sufferers and
their carers. Their social programme is indeed what gives many families the
help and support they so urgently need to carry on with the continuous care
they give to their loved ones.”
Brother of an MDI member who had MD, Co. Tipperary
Eastern region adult social
group table quiz

Respite & Youth 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:
MDI Youth Respite Services

MDI Respite Services Expenditure 2005-2010
		

Year

€

Respite Services

2005

€479,121

Respite Services

2006

€567,407

Respite Services

2007

€608,584

Respite Services

2008

€699,253

MDI Emergency Respite Service

Respite Services

2009

€717,797

MDI PA Respite Service

Respite Services

2010

€915,588

MDI Financial Contribution Service

In 2010, MDI spent €915,588 on respite services as follows:

In 2010 MDI focused on emergency respite and / or in home personal
assistant / home help service. The financial contribution support service
was limited to aids & appliances within Ireland.

In Home Respite Care Services
Summer Personal Assistant Services
Six Summer Camps

MDI Definition of Respite

Youth Services

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

Power Soccer Support
Adult Social Services
Counselling
Aids & Appliances
Transport Services
Taken on camp

Activities on the youth camps
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Sandra O’Donoghue (Eastern region),
Mary Rose Howell (South),
Brian Kenna (North East), Aisling Dermody
(West), Sinead Glennon (Midlands).

The Youth Service
In 2010, Youth / Respite Workers
carried out the following activities:
Activity
Youth Clubs
Phone Support
Home Visits
Social Outings
Other
Power Soccer
Hospital Visits

No:
378
1421
172
290
50
4
58

Sample of specific events that the
youth workers organized in 2010:
Jan 2010
Crazy Clowns – Roscommon
Navan Leisure Center
Drogheda Leisure Center
RTE Studios – Dublin
Ahtlone Youth Club
Feb 2010
Pots of Fun – Claremorris
Imaginosity – Dublin
Liffey Valley Shopping Trip
– Midlands members
Youghal Trip
Dog Track – Cork
Naval Base – Cork
March 2010
Zoo – Dublin
Droichead Arts Centre
School Tour – Dublin
Ahtlone Youth Club
April 2010
Newgrange Farm – Meath
IWA Youth Club – Cavan
Bike Fest Launch – Killarney

Dublin Wax Museum
– Midlands members
EXPOSE Exhibition – RDS
– Midlands members
Cookery Youth Club – Cork
May 2010
Dinosaur Encounter
– Ambassador Theatre – Dublin
Nobber Fair – Co. Meath
School Tour – Dublin
Gift Grub Comedy Show – Killarney
Dog Track – Cork
Newbridge Youth Club
– Midlands members
June 2010
Armagh Planetarium
Zoo – Dublin
Newgrange Farm – Meath
The Rhythm of Strife – Barbican
Theatre, Drogheda
Play Station Tournament – Dublin
Helix – DCU – Dublin
School Tour – Cork
World Street Performance
Championships – Cork
Liffey Valley Trip – Midlands members
July 2010
Mad Stones Fun Centre - Longford
Lough Key Forest Park - Roscommon
Fota Wildlife Park – Cork
Drama Workshop – Cork
Army Barracks Tour – Cork
Family Night Out – Cork
Limerick Youth Club
– Midlands members
Fishing Adamstown
– Wexford – SE members
Pet Farm – Blackwater

– Wexford – SE members
Bowling & Cinema Youth Club
– Kilkenny – SE members
September 2010
IWA Youth Cafe		
Art/pottery Studio - Mullingar
School Project Youth Club – Portlaoise
Liffey Valley Trip – Midlands members
October 2010
Camp Reunion for members – Limerick
Chocolate Warehouse
Cookery Workshop – Cork
Horse Riding – Cork
Clay / Pottery Workshop – Cork
November 2010
Shopping - Enniskillen
Omniplex – Newry
Middleton Distillery – Cork
Horse Riding – Cork
Toys4Big Boys Exhibition – RDS
Newbridge Youth Club
– Midlands members

On the 16th of July MDI delivered
fishing & pet farm youth clubs in
Wexford in which 3 young members
participated in.
“I think MDI services are great and
have been really good support
for both ourselves and our son
who benefits greatly from the
youth clubs and summer camps.
Without this service he would be
stuck at home and he has now just
approached teenage years and his
friends have moved on with their
own lives. He seems to be left
behind so without MDI he would be
isolated.”
Comment by parents of a son with MD
from the Members’ Audit 2010

December 2010
Ice Skating – Mahon Point – Cork
Cork/Kerry Christmas Party
MDI Out-Reach Youth Service
MDI continues to support members
and families in areas were there are
currently no youth workers situated
and in 2010 youth clubs were held
in the South East.
On the 15th of July MDI delivered
a bowling & cinema youth club in
Kilkenny in which 6 young members
participated in.

Visiting the Naval Base in Cork (above)
and a trip to the pet farm in Wexford (below)

Respite Breaks / Camps
MDI continues to develop the respite break / camps programme each year
and in 2010 six holidays /breaks were held as follows;
1.
2.
3.
4.
5.
6.

Trying pottery (above)
and having a break on the adult camps (others)

Month
Venue
March Camp
Man-united Camp:
Easter Camp:
Kilcuan Lodge, Co. Galway
May Camp:
Kilcuan Lodge, Co. Galway
July Camp:
Kilcuan Lodge, Co. Galway
August Camp:
Ti-Chulainn, Co. Armagh
Sept Camp:
Kilcuan Lodge, Co. Galway
Total		

No
10
14
13
16
13
13
79

In total 79 members participated in the Easter & Summer Camp
programme during 2010, engaging in activities such as visiting the Armagh
Planetarium, St Patrick’s Trian Visitor Centre, Trad on the Prom Salthill,
dogs race night, Athenry Heritage Centre, Atlantic Air Venture, Co. Clare,
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 434 people (including
parents, partners & siblings).
“Our group had a great holiday in Kilcuan House, Clarinbridge Co
Galway and were lucky enough to be here for the Oyster Festival
in September. Activities included a boat trip on Lake Corrib which
everyone enjoyed. The lads had a fishing trip while we ladies went
shopping in Eyre Square. We all had a good night at the Oyster
Festival, with plenty of music and dancing in the marquee. We had
our photograph taken with Daithi o Sé.
 hanks so much to MDI, Kate Power, all the carers and drivers and
T
everyone else who helped to give us a great time. Looking forward to
catching up with same friends next year.”
Comment by MDI Member from Louth who attended the adult camp in
September 2010

Muscular Dystrophy Ireland

Annual Report 2010

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.
Inclusive of these two buses we currently have a fleet of twelve; this consists of
the following:
1xR
 enault Master - carries up to 3 wheelchair passengers and 3 ambulant
passengers.
1xN
 issan Interstar - carries up to 3 wheelchair passengers and 4 ambulant
passengers.
6xN
 issan 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.
1xN
 issan Primaster – Low Roof - Carries up to two wheelchair passengers
and three ambulant passengers. This bus is based in Limerick.

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 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 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 also has some equipment which members can borrow. In 2010 MDI received some
equipment which was kindly donated by members and friends of MDI. These include the following:
2 x F ully adjustable electric beds - These were utilised during the summer camps and one is now
on medium term loan with a member in the North East area.
2 x P ower Wheelchair - Currently on loan to a member until their own chair is provided by the
HSE.
1xO
 xford Mini Lift Hoist - On medium term loan at present to a member, thus facilitating
them to visit a relative that otherwise would not be possible.
1 x Shower chair/ Commode.

2xV
 W Transporters - Available for loan to members, one is currently on
medium term loan and the other is on loan to a family whose own vehicle
is under repair.

MDI also has a stock of six Liko Lite hoists; these were loaned out on 21 separate occasions in
2010 to various members throughout the country. Two are currently out on loan.

1 x VW Carravelle - On loan to a Dublin member at present.

Other equipment loaned throughout the year included: Ramps, Wheelchairs (both adults and
childs), Shower chair/commodes.

The mini bus in Limerick is looked after and loaned out with the kind help of the
Slattery family.
The North West minibus changed location during 2010, from Roy Willkie’s house
(many thanks to Roy and his family for their help over the years with the bus) to
Donegal CIL for a period and is now based in Porthall, Lifford, Co. Donegal with
the kind assistance of Mr John O’Neill.

The transport and equipment service is coordinated from the Dublin Head Office.
“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 2010, clinics for people with neuromuscular conditions were talking
place in three locations.

Central Remedial Clinic (CRC), Clontarf, Dublin
The CRC muscle clinic caters for children with neuromuscular conditions
up to eighteen years of age. Children 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 clinics are run by:
Dr Bryan Lynch, Consultant Neurologist

Temple Street Respiratory Clinic, Dublin
A respiratory clinic is held in Temple Street every three months for the
young members where they are seen by the Respiratory Consultant, Dr
Dubhfeasa Slattery. 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.
Sixty five members attended clinics in 2010

New Adult Respiratory Clinic in 2011

Two hundred and fifty six members attended clinics in 2010

A new development for 2011 is the adult respiratory clinic led by Prof.
Richard Costello in Beaumont Hospital. It is hoped that in time this clinic
will become a multidisciplinary clinic, coordinated with the neurology
and respiratory teams as well as other relevant specialists such as the
cardiologist and physiotherapists.

Beaumont Clinic, Dublin

New Clinic Information Leaflets

The adults’ muscle clinic in Beaumont is run on the third Thursday 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.

Thank you to Pamela Foley, Senior Physiotherapist in the CRC, Prof. Orla
Hardiman, Consultant Neurologist in Beaumont Hospital and Ursula
Caulfield, Respiratory Nurse Specialist in Temple Street, for their assistance
in developing three information leaflets about the clinics in 2010. These
leaflets are available from MDI’s Information Officer and are also available
in the Clinics section of the MDI website.

Professor Damien McCormack, Orthopaedic Surgeon
Mr Michael Stephens, Orthopaedic Surgeon

The clinic is run by Professor Orla Hardiman and Dr Ronan Walsh,
Consultant Neurologists.
One hundred and seventy two members attended clinics in 2010.
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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.

Launch of MDI National Survey 2009
MDI’s National Survey 2009 was launched in the Mansion House in Dublin
on 27th January 2010. TDs and Senators were invited to this launch and a
copy of the report was sent to all politicians after the event to ensure that
they were all aware of the issues raised in the survey.

Meetings with Minister for Health, Mary Harney TD
On 13th May, a delegation from MDI comprised of Joe Mooney, CEO,
Kate Power, Respite Coordinator and Karen Pickering, Information Officer,
were invited to present to Mary Harney about issues affecting people
with neuromuscular conditions and their families. The issues raised in the
National Survey 2009, including access to medical services, respite and
social support, were discussed.
This was followed by another meeting with Mary Harney in June,
specifically in relation to funding for research and setting up clinical trial
sites in Ireland. MDI has been working in recent years with parents of
boys with Duchenne muscular dystrophy to try to get funding to allow
clinicians in Ireland to have research time or research support staff which
would allow them to participate in international clinical trials. This work is
ongoing and MDI will continue to advocate for people who would like the
opportunity to participate in trials.

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.
Some of the organisations MDI presented to and worked with in 2010
were:
02/02/2010
Meath Primary Healthcare Project
Karen Pickering presented on MDI services
DFI Carers Seminar, Carers Week
13/04/2010
Kate Power presented MDI services and supports available to carers
16/04/2010
Friedreich’s Ataxia AGM
MDI Presentation of Services by Kate Power & Margaret Goode
Monaghan Child Development Team
21/09/2010
Karen Pickering and Kate Maguire presented on MDI services
05/10/2010

Anam Cara Presentation to MDI staff
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02/10/2010

MDI Children First Training including Friedreich’s Ataxia

08/11/2010
		

Health Research Board
Re: National Physical & Sensory Database

08/11/2010

Tolka Area Partnership

MDI also works with colleges and universities to provide student
placements. Five students had placements in MDI in 2010.

International Rare Disease Day 2010
Now in its third year, International Rare Disease Day took place on 28th
February 2010. The day was marked with a conference on the theme
“Patients and Researchers: Partners for Life”. The conference was a joint
venture between GRDO, the MRCG and IPPOSI. MDI would like to thank
Dublin member Kevin Gannon who took part in a photoshoot to launch the
day.
In the evening after the Rare Disease Day conference, MDI hosted a special
preview screening of the film “Extraordinary Measures” in association
with GRDO and IPPOSI. This film is inspired by the true story of a father
of two children with Pompe’s Disease, a rare neuromuscular condition
which is covered by MDI, who pursues a treatment for his children’s
condition. Although not a cure, the therapy that is identified in the film
is based on myozyme. This is currently the only specific treatment for
any neuromuscular condition covered by MDI (although some people,
particularly adults, do find it a struggle to try to get the costs of this
treatment covered, and the launch of this film provided a forum to discuss
the issue). MDI would like to thank Sony Pictures Ireland, Movies at
Dundrum and Genzyme for their support in arranging the screening.

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, EU member states held conferences in 2010 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. The Irish conference was
due to take place on Friday 3rd December in Dublin Castle but had to be
postponed until January 2011 due to adverse weather conditions.
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.

Karen Pickering, MDI Information Officer pictured right
with members of GRDO (above)
MDI members Margaret Whelan and Florence Dougall
at the Extraordinary Measures film screening (below)

Research
MDI is able to support and fund research due to the fundraising efforts of
members, their family and friends. Since 2002, fundraising efforts have
enabled MDI to contribute over €233,000 to research in Ireland and the UK.
In 2010, MDI was funding four pieces of work:
Dr. Matthew Wood, University of Oxford
MDI Information
Officer Karen
Pickering with
MDI-funded
researcher
Dr. Deniz
Yilmazer-Hanke

MDI has supported Dr. Wood for a number of years for his work on
enhanced systemic delivery of antisense oligonucleotides for exon skipping
in Duchenne muscular dystrophy. This work is trying to improve the
efficiency of the technology for exon skipping and will feed into ongoing
clinical trials.
Dr. Deniz Yilmazer-Hanke, University
College Cork
Dr. Yilmazer-Hanke from UCC extended
her study which was due to complete at
the end of 2010, “Contribution of the
Inflammatory Reaction in the Muscle
in Duchenne Muscular Dystrophy to
Depression: Development of New
Treatment Strategies”. The time extension
into 2011 will allow additional testing.
A poster was displayed at the Neuroscience
Ireland meeting in September 2010
in University College Dublin about Dr.
Yilmazer-Hanke’s research and MDI’s
support was acknowledged on this poster.
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Prof. Kay Ohlendieck, NUI Maynooth
Prof. Ohlendieck completed his three year study in 2010, “Identification
of Novel Biomarkers in Dystrophic Heart and Muscle Fibres Using
Comparative Proteomics”. This work is important as measuring biomarkers
can show the effect that a treatment is having. Prof. Ohlendieck is
collaborating with Prof. Steve Wilton in Australia, utilising biomarkers to
show the performance of the exon skipping technique.
Dr. Bryan Lynch, Central Remedial Clinic
Dr. Lynch received funding from MDI between 2009-2010 to employ a
Clinical Research Fellow in the CRC. Dr. Niamh ni Shuibhne took up this
position and set up a clinical assessment tool using the same structure
as the North Star Database in the UK. This documents issues such as
steroid use, cardiac and respiratory management, bone health and home
adaptations.
There are 65 boys attending the CRC and 10 under Crumlin’s care. Dr.
Ni Shuibhne also issued a quality of life assessment questionnaire to
families with a child with Duchenne. 39 questionnaires were returned.
The assessment is very useful to measure the impact of Duchenne on
children and their families and is also a useful tool to develop services. It
is interesting that parents tended to score quality of life as lower than the
child did.
The CRC has implemented changes over the last year, including improved
cardiac assessment and spirometry to assess respiratory function.
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.

Fundraising & PR
Muscular Dystrophy Ireland is a voluntary organisation and depends
solely on donations and state contributions. We host a variety of national
fundraising events throughout the year to fund respite support services and
medical research into the condition. The national events include:

Donations

1 MDI’s National Awareness Day & Fundraising Appeal on Valentine’s Day

MDI would like to thank all who kindly made a donation or financial
contribution towards the respite support services, the new Centre of
Excellence and medical research into the condition. Any donation,
whatever the amount is of great assistance to the work we carry out.

2 The Flora Women’s Mini Marathon, Dublin, June Bank Holiday

A total of €26,228 was donated throughout 2010. Many thanks.
Other fundraising events included:

3 Dublin & Cork City Marathon
4 Christmas Cards

February 14th
National Awareness Day & Fundraising Appeal

5 Golf Classic in Trim
6 Ireland Bike Fest, Killarney, Co Kerry, June Bank Holiday
7 Cycle Challenge around Lough Derg
Members, friends and supporters of Muscular Dystrophy Ireland also
fundraise on a regional and local level and take part in fun activities and
organise different events which are so important in assisting MDI to
continue the delivery of the respite support services & funding medical
research.

Highlights from 2010
A variety of fundraising events took place in 2010 all over Ireland: including
Alan Collins Skate Board Challenge, Golf Classic in St Margarets Golf Club
Dublin, Golf Classic in Trim, Ireland Bike Fest (win a Harley Davidson),
Greyhound Race Night Newbridge, Marathons, Brian Boru Tri Challenge,
Co. Clare, MDI was the chosen charity for the Dunderry Fair, Co. Meath,
bag packs & Gospel Choir Concert in Co. Laois.

The 2010 Awareness campaign ran successfully and raised €36,717.00
through the sale of our chocolates and newly launched scented candles.
The money raised is due to the kind support received from MDI members,
friends and corporate support. MDI was delighted and greatly appreciative
to SuperValu,
Debenhams and
Eason’s who all
took a substantial
amount of
chocolates to sell
throughout their
stores nationwide
and DPD Couriers
who delivered
the chocolates
all around the
country.

Sam Peter Corry (Fair City), MDI member
Fatiah Akka and Clelia Murphy (Fair City) at
the launch of MDI’s awareness campaign

MDI is extremely appreciative and thankful to members, friends, businesses
and volunteers who assisted with the sale of the chocolates throughout
different outlets and towns nationwide
MDI would also
like to thank, cast
of Fair City and
MDI members
nationwide
who supported
publicity and
promotion of
the campaign
by attending the
national launch
in Dublin and
regional launches
held in, Donegal,
Laois, Meath &
Louth.

Flora Mini
Marathon
Participants
Betty Collins
(right) with
family

June 4th – 7th
Ireland Bike Fest Raises €14,210
Bike MDI would like to thank everyone who bought tickets for our National
Draw which took place on Sunday 7th June 2010 at the Ireland Bike Fest
in the Gleneagle Hotel in Killarney, Co Kerry. Now in its fourth year, the
Ireland Bike Fest has grown from strength to strength and MDI would once
again like to express a sincere word of thanks to the staff and management
of the Gleneagles Hotel, Killarney for organising this fantastic festival.
We are delighted to be associated with this unique event, the proceeds of
which helps to ensure that essential respite services which MDI provides
are maintained. Thanks also to our friends at Harley Davidson Ireland for
their ongoing support and to Martina Mayse and fellow members and
friends of the Kerry Branch of MDI for their hard work with selling tickets
etc.

Flora
Women’s
Mini
Marathon
Over 90 ladies ran / walked on behalf of MDI in the 2010 Mini Marathon
and a great day was had by all who participated. Unfortunately the
weather was not as good as the previous years but that did not hamper the
support and excitement of the MDI participants. The runners and walkers
then met as a group after the race in Cafe en Seine on Dawson where food
and refreshments were served to all who supported MDI in the Marathon.
The amount raised from this year’s event currently stands at over €16,684.
The MDI team selling tickets at Ireland Bike Fest 2010
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9th May 2010
MDI chosen Charity for the Dunderry Fair
Muscular Dystrophy Ireland (MDI) & the Cosgrove family from Navan
would like to take this opportunity to sincerely thank the Dunderry Fair
Committee for choosing MDI as one of the main beneficiaries for the
Dunderry Fair held on the 9th of May 2010. Over €7,000 was donated to
MDI.

12th June
MDI Cycle Challenge Around Lough Derg
Cyclists took to the road for MDI on Saturday the 12th June and raised the
tremendous amount of €4020.00 between sponsorship and three bucket
collections held in Portumna, Nenagh and Killaloe as the cyclists passed
through each of the towns. MDI would like to give a big thank you to all
who supported the event, Ken Counihan and his team of marshals who
did an excellent job once again providing a very safe and planned route.
The Gardai in towns: Killaloe and Nenagh who were extremely helpful and
supportive. MDI staff members Steph Aspel, and Josephine O’Grady for
their continued support.
MDI would also like to thank Tesco for donating €100 worth of gift
vouchers for the supply of food. Glaxo Smith Kline who sponsored the
Lucozade Sport and Coca Cola who sponsored the River Rock Water.

20th July
Alan Collins Skate Board Challenge
Well known Wicklow skater Al Collins a nephew of Ronan Collins (RTE DJ)
completed a grueling charity trek from Mizen to Malin Head on the 20th
July. Alan who comes from Bray and has been skating for around 23 years,
he began his mission on Saturday the 10th of July arriving with delight in
Inishowen in 11 days later.
Alan’s coastal route took him through Kerry, Clare, Galway, Mayo and
Donegal. Al explained how he wanted to undertake it for two reason, “l
am doing this as it is the pinnacle of all athletic routes to accomplish in
Ireland and l am driven to raise much needed funds for Muscular Dystrophy
Ireland. Many children with MD are confined to wheelchairs by their teens.
I have been skateboarding since l was 9 years old and the thought of
children not being able to enjoy what they love made me want to raise
money and awareness for this worthy cause”.
Each stage took around eight hours, sometimes in torrential rain and
through many potholed roads. However the sun shone as he reached
Donegal where its rolling hills meant he managed to catch 53kph at some
stages.
A number of
generous people
helped him along the
way, offering free
lodging, joining him
for a few miles at
different stages on
their skateboards and
filling his fundraising
buckets with cash
from well wishers.
Many thanks to Alan
and all his supporters
he raised the
tremendous amount
€12,465.00

The Lough Derg Cycle Group 2010

Ronan Collins, MDI member Naglis Montvilas and Alan Collins
launching Alan Collins skateboarding challenge

4th September
Trim Golf
Classic
MDI in conjunction
with Trim member
Niall Winters
organised and hosted
MDI’s first Golf Classic
in the South Meath
Golf Club trim. Along
with great support
and assistance from
Paul Harris and
Michael O’Flaherty
(both from Trim)

Paul Harris,
Michael
O’Flaherty,
Joe Mooney
CEO MDI, Niall
Winters, Ann
Winters and
Amy Bramley
Fundraising & PR
Coordinator MDI
at the cheque
presentation
after the Trim
Golf Classic

The event raised the
tremendous sum of
€10,297 which will
go towards funding
the respite support
services MDI strives to provide to 573 members nationwide. The day was
a great success and saw 47 teams playing a straight 4 ball scramble. The
presentation was held in the magnificent new GAA Club House in Trim and
the music and entertainment went on till early hours.

9th October
Race Night at Newbridge Greyhound Stadium
The 5th Annual Race Night was held on the 9th October MDI in Newbridge
Greyhound Stadium, Co Kildare. The night was a great success with a
tremendous turn out from MDI members, friends and supporters. The total
money raised on the night was over €9,602.00 which will was used to fund
the respite support services provided to over 549 families and individuals
living with MD. MDI would like to sincerely thank Parfit Ltd, Swords Co

Muscular Dystrophy Ireland

Annual Report 2010

Dublin who were the Main Sponsors of the Race night, and also thank all
the businesses and kind individuals who supported the event and donated
prizes, money, sponsored races and advertisement space on the race card.
A special word of thanks to Eamon, Mary and Linda Nolan who contributed
so much time and effort in organising the race night and Liam Caulfield
from Dublin for sponsoring the beautiful designed trophies.

14th October
Fire walk Challenge Croke Park
26 brave individuals walked over 20 feet of hot burning embers in aid
of Muscular Dystrophy Ireland. The Fire Walk took place at the Cusack
Stand in Croke Park on Friday the 9th October. Each participant was
asked to raise €200, but everyone did a tremendous effort and exceeded
this amount to raise and the total of €8,628 was collected. Half of the
proceeds were donated to Fingal Sporting Power Soccer Team to enable
them purchase a new power wheel chair. The evening started with a two
hour seminar (mind over matter). This was a truly motivational talk and
encouraged positivity in daily life. After the talk the 26 individuals walked
courageously over the hot coals and all came away empowered, excited
and extremely pleased to have accomplished this life changing experience.
Well done to all who took part. Many thanks for the fantastic fundraising
efforts and thank you to all who came along on the night to cheer on their
loved ones.
Many thanks to Elaine & Josh Dillon & Paul Murphy from Donaghmede for
organising so many friends to take part.
Also thank you to Babywearbrands.ie for the generous donation towards
the event.

MDI Christmas Cards
As part of our annual fundraising efforts MDI sold Christmas Cards. A
pack of cards contained a selection of 8 cards at €7. Thank you to all who
supported and total funds raised from the sale of cards was €1,415.

Contact Details
Head Office

MDI Regional Offices

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

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
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Muscular Dystrophy Ireland
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Tel: 091 384515
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Accounts

Amy Bramley

Fundraising & PR Coordinator

Hubert McCormack

Administrator

Antoinette Roche

Administrator

Sandra Bartley

Receptionist

Family Support Workers

Youth / Respite Workers

East Coast & South Western HSE Area

Eastern Region

(South and West Dublin, Kildare, Wicklow)
to be confirmed
086 3830966

(Dublin, Kildare, Wicklow)
Sandra O’Donoghue
086 6066109
(while Karen Mooney is on leave)

Northern HSE Area
(North Dublin)
Brigette Disley

North Eastern Region
086 3834428

North Eastern HSE Area
(Cavan, Louth, Meath, Monaghan)
Kate Maguire
086 6066105

Western HSE Area

Midlands Region
(Laois, Longford, Offaly, Westmeath)
Sinead Glennon
086 3899285

Western Region

(Galway, Mayo, Roscommon)
and

(Galway, Mayo, Roscommon)
Aisling Dermody

Midlands HSE Area
(Longford, Offaly, Westmeath)
Lisa Fenwick

(Cavan, Louth, Meath, Monaghan)
Brian Kenna
086 6066108

086 6066106

Mid-Western HSE Area

086 3899286

Southern Region
(Cork, Kerry)
Mary-Rose Howell

086 6066104

(Clare, Limerick, North Tipperary)
Steph Apsel
086 3879159

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

Southern HSE Area
(Cork, Kerry)
Trudy Renshaw-Walsh

Drivers
Eastern Region
Darren Lyons

086 3899266

Southern Region
Pat O’Callaghan

Community Support Worker
North West Region
(Donegal, Leitrim, Sligo)
Paula Coyle-Carberry

086 3899279
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086 3899262
086 8207872
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