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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
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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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MESSAGE FROM THE CHIEF EXECUTIVE OFFICER
Hi to all MDI members and friends,
This has been another busy and challenging
year for MDI. Over the past twelve months
MDI has endeavoured to increase awareness
of muscular dystrophy and the nationwide
support services that MDI provides,
including Family Support, Youth Services,
Respite, Transport and Information. MDI
funding was cut by up to 6% in 2009 and
there are concerns that the funding will be
cut further in 2010. This has put ﬁnancial
pressure on the organisation but I am glad
to report that through tightening our belt,
supports did not have to be curtailed too
much.

“I AM LOOKING FORWARD
TO THE CHALLENGES THAT
2010 BRINGS AND WILL
STRIVE TO ENHANCE THE
SUPPORTS THAT OUR
MEMBERS REQUIRE”

2009 saw a dream come true when
MDI purchased its 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
development of this building will begin
in 2010 and we plan to be in situ in early
2011.
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. The supports are outlined in
this report.
MDI has funded another additional
research project in 2009 and is very
excited about hearing the outcome of this
throughout 2010.
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 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.
I am looking forward to the challenges that
2010 brings and will strive to enhance the
supports that our members require. 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.
Regards,
Joe T Mooney,
Chief Executive Ofﬁcer MDI
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CHAIRPERSON’S REPORT
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.

The year 2009 once again saw a continuation
of the enhancement of the invaluable
supports already provided by Muscular
Dystrophy Ireland. The supports for our
members, which are so important to us,
continued as far as ﬁnancially practical even
though we were facing our most difﬁcult
times since the 1980’s due to the recession.
MDI’s 8th Annual Awareness Day took place
on St. Valentine’s Day, 14th of February
which proved to be another success and
raised much needed additional awareness of
the condition muscular dystrophy. I would
like to take this opportunity to thank Keith
Duffy, Alan O’Neill and Sandra Curran
from Fair City, who kindly made themselves
available for the second year in a row to
help with our marketing campaign. To all
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At the end of February MDI became
the ofﬁcial owners of new premises in
Chapelizod and plan to be in full occupancy
by early 2011. This facility will encompass
an information library, aids and appliances
display area, self catering apartment and
MDI’s head ofﬁce. The proposed name is
‘The Information and Support Centre of
Excellence for People with Neuromuscular
Conditions’.
MDI was involved in the International Rare
Disease Day which took place on 28th
February. The culmination of that week’s
events was the launch of a new publication
from EURORDIS, the European Rare
Disorders Organisation, “The Voice of
12,000 Patients”, in the Mansion House.
This book presented the ﬁndings from
surveys on the experience and expectations
of 12,000 people across Europe with a
selection of rare conditions, including
Duchenne muscular dystrophy, regarding
the access to diagnosis and health services.
The second ‘MDI members meet their TD’s’
event took place in Buswell’s Hotel, Dublin
on 6th of May. Although this event was not
as well attended as the previous year we still
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got our message across to TD’s and Senators
about the role of MDI and highlighted the
need for funding for both research and
community services, e.g. physiotherapy,
occupational therapy, personal assistance,
neurologists, translational research, etc.
Prior to the AGM which was held on the
23rd of May there were a number of very
informative presentations by Professor Kay
Ohlendieck, NUI Maynooth, Dr. Deniz
Yilmazer-Hanke, University College Cork
and Ms. Natasha Spremo, IWA Assisted Living
Service. Summaries of these presentations
are available from the MDI ofﬁce.
The Flora Women’s Mini Marathon took
place on the 1st June, which proved to
be a glorious sunny day once again. Over
150 runners, joggers, walkers, crawlers and
wheelers took part representing MDI and
raised a fantastic sum of over €20,000.
Also on the weekend of 5th - 7th June
the Gleneagles Hotel Killarney held their
annual ‘Bike Fest’ and supported us by
organising 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 €22,500 was raised from
this event and I would like to send out a
sincere word of thanks to the management
and staff of the Gleneagles Hotel.

MDI held its second charity cycle in August.
This year the route was around Lough Derg,
starting and ﬁnishing at Two Mile Gate,
outside Killaloe. I would like to send a big
thank you to all the cyclists that took part.
On the 26th of September MDI held its
ﬁrst ever information day on the condition
myotonic dystrophy. It was an exceptionally
well attended day, and I would like to thank
the speakers, Jacqueline Turner, Genetic
Counsellor NCMG Crumlin, Dr Ronan
Walsh, Consultant Neurologist, Prof.
Richard Costello, Consultant Respiratory
Physician, and Margaret Bowler and Elycia
Ormandy from the Myotonic Dystrophy
Support Group UK for their informative
presentations.
I would like to congratulate MDI member
Eoghan Clifford, who took part in the “Race
around Ireland” in September. This race is
one of the toughest and most gruelling
cycling events ever to be held here and
Eoghan cycled 1400km. He raised over
€7,000 which was divided between MDI
and the CRC.
On 10th October MDI held an Information
Day for adults affected by neuromuscular
conditions in the Rochestown Park Hotel,
Cork in conjunction with Dr. Aisling Ryan,
Consultant Neurologist, Cork University

“THE SUPPORTS FOR OUR
MEMBERS, WHICH ARE
SO IMPORTANT TO US,
CONTINUED AS FAR AS
FINANCIALLY PRACTICAL
EVEN THOUGH WE WERE
FACING OUR MOST DIFFICULT
TIMES SINCE THE 1980’S DUE
TO THE RECESSION.”
Hospital. Speakers at the information day
included Dr. Ryan, Liz O’Sullivan, Senior
Physiotherapist, Dr. Oisin O’Connell,
Respiratory Specialist Registrar, and Ethna
Mitten, Clinical Nurse Specialist in Neurology.
The day proved to be a major success.
MDI had the great privilege of having
Professor Steve Wilton from the University
of Western Australia, Perth speak to
members about his research in exon
skipping. This presentation was informative
and interesting as Professor Wilton refrained
from the use of medical jargon while
explaining the processes involved. I would
also like to thank Professor Kay Ohlendieck
and his team for facilitating the event on
the October Bank Holiday Monday in NUI
Maynooth. Also in October, MDI held
its fourth Beneﬁt Greyhound Race Night
in Newbridge Greyhound Stadium. This
proved to be a great success and I would like

to send a big thank you to all concerned in
the organising of this event and in particular
Mr. Eamon Nolan for once again initiating
the event and for all his tireless work.
There were various fund raising events that
took place in November. These included a
concert performed by the Portlaoise Gospel
Choir and the girl’s choir from Scoil Mhuire
Primary School Portlaoise. Also International
Fund Services (Ireland) Ltd raised €637.47 by
hosting a staff coffee morning.
This year has proved to be difﬁcult regarding
fundraising. With the recession ﬁrmly taking
hold and worldwide tragedies occurring,
we have had to intensify our efforts to raise
the invaluable funds needed to maintain
the organisation and its essential supports.
However, I would like to sincerely thank
and commend all those who have organised
or taken part in fundraising activities
throughout the year.
Throughout the year MDI organised respite
camps. The camps took place in Galway,
Armagh and Roscommon. All members who
attended 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.

at Beaumont Hospital for their continued
support of MDI.

MDI continued to support research in
2009. Existing research projects by Prof. Kay
Ohlendieck in NUI Maynooth, Dr. Deniz
Yilmazer-Hanke in University College Cork
and Dr. Matthew Wood in Oxford continued
to progress. In a new initiative, MDI along
with the CRC Research Foundation, funded
a research registrar position in the CRC,
Dublin. Dr. Niamh ni Shuibhne took
up this position in September 2009 and
has been looking at the management of
muscular dystrophy in children attending
the CRC to ensure the highest standard of
care possible.

This is my second report as National
Chairperson. Once again I would like to
thank the CEO and all the staff of MDI
for their assistance and support to me
over the past year. As I have mentioned
throughout my report times are difﬁcult,
but everyone’s dedication and hard work
has been pivotal 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 Fundraising, Research and
Trust Fund Committees for their tireless
work throughout the year.

During 2009 MDI lost a number of
members. 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 year. MDI would also like to thank FÁS
and 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

MDI will, like everyone else, encounter
many difﬁculties throughout the coming
year but I feel that we will be able to weather
the current storm. With such a competent
committee and staff the organisation will
continue to work tirelessly towards ensuring
the goals and aspirations of Muscular
Dystrophy Ireland are met.
Regards,
Garry Toner
National Chairperson
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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
supports 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 south-east 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.
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
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muscular dystrophy, their families and
friends, and take part in various activities
including fundraising, awareness raising,
and organising social events.
Muscular Dystrophy Ireland has:
• 551
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

Right: MDI Head Ofﬁce Staff, back L-R:
Elaine Finnan (Receptionist), Amy Bramley
(Fundraising & PR), Antoinette Roche
(Administrator), Hazel Bridcut (Accounts),
front L-R: Karen Pickering (Information),
Hubert McCormack (Administrator)
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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 551 individuals with
neuromuscular conditions registered as
members, an increase from 509 in May
2009. MDI also supports the extended
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.

TYPE OF MD
Duchenne MD
Charcot-Marie-Tooth
Myotonic Dystrophy
Spinal Muscular Atrophy
Facioscapulohumeral MD
Limb-Girdle MD
Myopathy
Becker MD
Congenital
Friedreich’s Ataxia
Myasthenia Gravis
Myositis
Congenital MD
Periodic paralysis
Neuropathy
Metabolic
Dystonia
Oculopharyngeal MD
Arthogryposis
Guillain-Barre
Other / Unspeciﬁed

NO. OF
MEMBERS:
92
90
79
43
42
39
29
22
17
8
7
7
6
4
3
2
1
1
1
1
56

BREAKDOWN OF MEMBERS BY COUNTY
Number of Members with MD
0
Carlow

20

40

60

80

100

120

8

Clare

21

Cork

72

Donegal

16

Dublin

155

Galw ay

23

Kerry

10

Kildare

24

Kilkenny

12

Laois

10
5

Limerick

23

Longford

8

Louth

21

Mayo

12

Meath

29

Monaghan

9

Offaly

10

Roscommon
Sligo

10
3

Tipperary

13

Waterford

6

Westmeath

7

Wexford
Wicklow

160

3

Cavan

Leitrim

140

22
19

Total membership: 551 individuals with a neuromuscular condition
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INFORMATION
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 243 information requests were
received in 2008 by the Information
Ofﬁcer. MDI’s Family Support Workers also
provided information to members on 1397
occasions, working in conjunction with the
Information Ofﬁcer.

RAISING AWARENESS
In April 2009, the Information Ofﬁcer was
invited by the Irish Hospice Foundation to
speak at their End of Life Forum event in
Buswells Hotel, Dublin, to highlight issues
affecting people with muscular dystrophy
and their families. She also presented
to a group from the Irish Wheelchair
Association in September 2009 to raise
awareness of muscular dystrophy and the
support that MDI provides. In August 2009,
the Information Ofﬁcer and Family Support
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Worker from the North East region, were
invited to a school to speak to teachers
about muscular dystrophy and support
that schools can provide to pupils with the
condition.
MDI information stands were displayed
at various events to raise awareness. The
Information Ofﬁcer attended the Genetic
and Rare Disorders Organisation’s Family
Day in the Mansion House in Dublin to
mark International Rare Disease Day on
28th February 2009 and highlight the role
of MDI. The Family Support Worker in the
Mid-West region attended the Disability
Awareness and Information event in
Thurles, Co. Tipperary on 8th September
and the Information Ofﬁcer displayed MDI
information at the Westmeath Disability
Information Day in Athlone on 10th
September. The Information Ofﬁcer and
Family Support Worker in the Western
region set up an information stand at the
Mobility Show in Galway on 11th and 12th
September.

Above: Hubert McCormack, Karen Pickering
and Judy Windle at the MDI stand on Rare
Disease Day

AGM 2009
Prior to the AGM on 23rd May 2009, there
were two presentations from MDI-funded
researchers, Prof. Kay Ohlendieck in NUI
Maynooth and Dr. Deniz Yilmazer-Hanke
from University College Cork, about the
work they are doing. There was also a talk by
Natasha Spremo from the Irish Wheelchair
Association on the assisted living service.
This informed members of MDI about the
role of a personal assistant, how to access
this service and how it is managed.

specialists Jacqui Turner, Genetic Counsellor,
Dr. Ronan Walsh, Consultant Neurologist
and Prof. Richard Costello, Consultant
Respiratory Physician. Their presentations
gave an overview of myotonic dystrophy and
the management of the condition. There
were also two speakers from the Myotonic
Dystrophy Support Group in the UK,
Margaret Bowler and Elycia Ormandy, who
explained what their group does and gave
an overview of an international myotonic
dystrophy meeting which had taken place in
September 2009 in Germany.
This was a well attended meeting with over
40 people in the audience, including people
with myotonic dystrophy, family members
and health professionals. A conference
report was compiled and circulated to
the 79 individuals and families who are
affected by myotonic dystrophy, and is also
available on the MDI website.

MDI INFORMATION DAYS
Two information days were held in 2009,
as well as an information session prior to
the AGM. MDI also held an information
session on gene therapy by Prof. Steve
Wilton, which is highlighted in the research
section of this report.
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Myotonic Dystrophy
Information Day
On 26th September 2009, the ﬁrst
information day was held for people with
myotonic dystrophy and their families.
There were some excellent talks by Irish

Above: Karen Pickering and Jacqui Turner,
Genetic Counsellor, at the Myotonic Dystrophy
Information Day

This was followed by specialists in
physiotherapy (Liz O’Sullivan), respiratory
care (Oisin O’Connell) and a neurology
nurse specialist (Ethna Mitten).
Over 25 people attended this information
day, and a conference report was
produced and circulated to the 88 adults
with neuromuscular conditions in the
southern, mid-west and south eastern
regions to ensure that they are aware of the
neuromuscular services available in Cork
University Hospital.

The Information Ofﬁcer and Eoin
O’Rathallaigh, Senior Physiotherapist from
the CRC in Dublin, attended this conference
in October 2009 in London to hear updates
on standards of care and research strategies
from leading international specialists
in Duchenne muscular dystrophy. Mr.
O’Rathallaigh produced a report which
was circulated in the MDI newsletter to our
membership.

TREAT-NMD Conference
In November 2009 the Information Ofﬁcer
attended a major international conference
organised by TREAT-NMD, the European
neuromuscular network, in association
with the NIH, National Institutes of Health
in the USA. This conference, “Bringing
Down the Barriers in Translational
Medicine in Inherited Neuromuscular
Disorders” brought together representatives
from science, clinicians, industry, voluntary
organisations and people affected by
neuromuscular conditions. Over 350 people
attended from over 30 countries, including
some of the world’s leading scientists who
are working to develop treatments for
people with neuromuscular conditions.

Above: Prof. Richard Costello speaking at the
Myotonic Dystrophy Information Day

Cork Information Day for Adults
with Neuromuscular Conditions
This information day was held on 10th
October 2010 and was organised in
conjunction with Dr. Aisling Ryan,
Consultant Neurologist, to highlight
the services available in Cork University
Hospital for adults with neuromuscular
conditions. Dr. Ryan gave an overview
of the path to diagnosis and the general
management of neuromuscular conditions.

Action Duchenne Conference

Above: Dr. Aisling Ryan at the Cork
Information Day

The conference closed with a mood of great
optimism and hope that we are getting
there – that we will have treatments for

Above: MDI staff members Margaret Goode,
Mary-Rose Howell and Darryl Pearson at the
Cork Information Day

Above: Cheryl Sherman, CMT Association
USA, Karen Pickering and Prof. Michael Shy,
CMT researcher, USA at the TREAT-NMD
Conference
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NEWSLETTER AND WEBSITE

Above: Eoin O’Rathallaigh and Pamela Foley,
CRC with Karen Pickering at the Action
Duchenne conference
neuromuscular conditions. We can achieve
this goal by continuing to work together,
the scientists and clinicians with industry,
regulatory bodies and patient groups, and it
was very encouraging that at this conference,
the person with a neuromuscular condition
was placed at the centre of discussions.

60,000

30,000

Returning Visitors

5,154

10,000
0
2008

Page

Visitors to the MDI website are increasing
with 9180 people visiting for the ﬁrst time
in 2009, an increase of 1684 from 2008,
and 14,334 visitors overall, an increase of
1755 from 2008.

Year
2009
2008
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12,579

20,000

1.39

Unique Visitors

14,334

40,000

Page Loads

44,952

50,000

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.

A report from this conference was compiled
and circulated to all members of MDI in
the newsletter and further information is
available from the Information Ofﬁcer on
request.
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Website address: www.mdi.ie

5,083

Over 1000 people are on the mailing list
to receive the full colour quarterly MDI
News Update.

MDI Website Statistics for 2008 and 2009

37,052

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.

Total
Average

2009

Unique
Loads
82,004
41,002

First Time
Visitors
26,913
13,457

Returning
Visitors
16,676
8,338

Visitors
10,237
5,119

Page
Loads
44,952
37,052

Unique
Visitors
14,334
12,579

First Time
Visitors
9,180
7,496

Returning
Visitors
5,154
5,083

FAMILY SUPPORT
>
>
>
>
>
>
>
>
>
>
Above: The Family Support Team L-R: Fintan Flannery (North West), Julie-Ann Coleman (South &
West Dublin, Kildare, Wicklow), Margaret Goode (FSW / Clinic Coordinator), Steph Apsel (MidWest), Trudy Renshaw-Walsh (South), Lisa Fenwick (West & Midlands), Marie Kealy (South East)
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

>
>

Entitlements
Housing
Counselling referral
Advocacy
Relationship building
An active listening service
Practical and emotional support
We accompany members to hospital
appointments
Visit members in hospital
Liaise with all other health care
professionals and the HSE
Liaise with schools and the Department
of Education
Support Groups and Social Groups /
outings
Bereavement Support
Peer Supervision

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 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

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

How the Family Support Service
is provided

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.

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 2009 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.
In 2009, FSWs carried out 421 home visits
and 59 hospital visits nationwide. They also
organised 36 social outings and provided
information to families on 1397 occasions.

MUSCULAR DYSTROPHY IRELAND : ANNUAL REPORT 2009
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RESPITE AND YOUTH SUPPORT
The respite service is an essential support
for people living with muscular dystrophy
and their families. Support is coordinated
by the Respite Coordinator, Kate Power in
conjunction with Margaret Goode (Family
Support & Clinic Coordinator) and the
CEO, Mr. Joe Mooney. MDI Respite Services
are categorized as follows:
1.
2.
3.
4.

MDI Youth Respite
MDI Emergency Respite
MDI PA Respite
MDI Financial Contribution

In 2009 MDI focused on emergency respite
and / or in home personal assistant / home
help. The ﬁnancial contribution support
service was limited to aids & appliances
within Ireland.
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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.

MDI Respite Expenditure 2005-2009
Respite services
Respite services
Respite services
Respite services
Respite services

YEAR
2005
2006
2007
2008
2009

€
€479.121
€567,407
€608,584
€699,253
€717,979

In 2009, MDI spent €717, 797 on respite, an
increase of €18,544 from 2008, to ensure
that more members were able to beneﬁt
from the 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 health and
emotional wellbeing.

2. Social Outings

As you can see from the following table
MDI continues to prioritise and fund more
respite each year. Respite includes summer
camps, emergency respite, personal assistant
hours, breaks provided in the home, social
activities and transport.

Above: The Youth / Respite Team: Mary-Rose
Howell (South), Stephanie Fagan (part time
Midlands), Ciaran McCashin (North East),
Karen Mooney (East), Aisling Dermody (West).
Not pictured: Sinead Glennon (Midlands)

1. Home Visits
YOUTH SUPPORT
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:
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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.

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 selfesteem 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.

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.

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, sightseeing, shopping and a wide range of other
group activities.
In 2009, Youth / Respite Workers carried
out the following activities:
ACTIVITY
Youth Clubs
Phone Support
Home Visits
Social Outings
Other
Power Soccer
Hospital Visits

NO:
260
261
236
87
67
33
25

A sample of speciﬁc events that the YRWs
organised in 2009 were:
Feb 09:

Circus Vegas, Curraheen, Cork
Lightwave Exhibition - Trinity
College Dublin
Giant Blue Hand Show – The Ark
Theatre, Dublin
Millmount Museum - Drogheda

Mar 09: Battle of the Boyne Heritage site,
Meath
April 09: Whizz Kids Filming making
workshop – Galway
May 09: Newgrange Heritage site, Meath
June 09: Bray Sea Life Aquarium – Dublin
Bodies Exhibition, Dublin
– Cork members
Bodies Exhibition, Dublin
– midlands members
Milstreet National Park, Cork
Cork & Midlands joint shopping
trip to Dublin
Share village, Co. Fermanagh
Dublin shopping trip for
midlands members
July 09: Music, Arts & Crafts Dublin
Summer Workshop

Aug 09: Drama tricks workshop
– Mallow, Cork
Glendeer Pet Farm, Co.
Westmeath
NE Arts & Crafts Workshop
Oct 09: Dublin Wax Museum
Thomond Park Tour, Limerick
Crime Scene Investigation
exhibition, Dublin

members and families in areas were there
are currently no youth workers situated.
On the 6th of August MDI delivered a youth
club in Donegal which 7 young members
participated in.
On the 19th of August MDI delivered a
youth club in Wexford which 3 young
members participated in.
On the 20th of August MDI delivered a
youth club in Tipperary which 5 young
members participated in.

Nov 09: Midleton Fashon Show – Cork
Comedy Night – Tralee
Midlands & Dublin joint
shopping trip, Dublin
Dec 09: Miley Cyrus – O2 Dublin
Crescent Shopping Centre,
Limerick – Limerick & Cork
members

North East Youth Club.
In March 2009 Ciaran McCashin the NE
Youth Worker established the young members
youth club which runs once a month.
Activities include arts & crafts, fun centres,
cinema, bowling etc and venues used were the
Drogheda Leisure Centre, Diamond Cinema,
Navan and Barlow House, Drogheda.

Above: A Dramatricks workshop for Cork and
Kerry members

MDI Outreach Youth Service
During the summer 2009 in a new initiative,
MDI expanded its youth services to support

Above: Eastern region members working together
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RESPITE BREAKS / CAMPS
MDI continues to develop the respite break / camps programme each year, with young
teenagers, older teenagers, young adults and adults all having the opportunity to attend a
camp. In 2009 the following camps were held:
Venue:

Above: Having fun at a drama workshop in Dublin

Attendance

Cancellations

April Camp

Kilcuan Lodge, Co. Galway

12

3

May Camp

Kilcuan Lodge, Co. Galway

13

0

July Camp

Ti-Chulainn , Co. Armagh

15

1

July Fishing w/e

Cuisle, Co. Roscommon

6

0

September Camp Kilcuan Lodge, Co. Galway

11

0

Total

57

4

Above: 80s night at the Young Adults’ camp

In total 57 members participated in the Easter and summer Camp programme during 2009,
engaging in activities such as canoeing, archery, table quizzes, treasure hunts, arts & crafts,
shopping, cinema, ﬁshing, bowling, museums and of course, in-house karaoke. The Easter
and summer camp programme provides an invaluable service to members and families by
providing a respite break thus supporting up to 350 people (including parents, partners &
siblings).

Above: MDI member Ciaran Calder at
a power soccer tournament meets Brian
O’Driscoll in Limerick
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Above: Adult members on a ﬁshing weekend

TRANSPORT
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.
There are three mini buses that are loaned
out to various members for short term loan
periods to help in difﬁcult situations.
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 2009
was €111,110. This includes servicing,
DOE testing, fuel, insurance, clamping

equipment and maintenance. A breakdown
of these costs by area is shown below.

2 buses in
southern HSE area
1 bus in North
Western HSE area
1 bus in North
Eastern HSE area
5 buses in Dublin
and east coast area
1 bus in Western
HSE area
1 bus in
Midlands HSE area
1 bus in Mid
Western HSE area
Third party
transport costs
and MDI drivers’
salaries
Total

2008

2009

€13,797

€10,151

€2,543

€2,304

€3,109

€4,721

€23,213

€1,330

€4,082

€4,738

€2,908

€5,049

€2,051

€2,916

€56,436
€108,139

€59,901
€111,110
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MUSCULAR DYSTROPHY CLINICS
Muscular Dystrophy Ireland co-ordinates
clinics in the Central Remedial Clinic,
Beaumont Hospital and the Childrens
University Hospital, Temple Street.

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
Dr Niamh Ni Shuibhne,
Paediatric Neurologist
Professor Damien McCormack,
Orthopaedic Surgeon
Mr Michael Stephens,
Orthopaedic Surgeon
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Beaumont Clinic, Dublin
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.
The clinic is run by Professor Orla
Hardiman and Dr Ronan Walsh, Consultant
Neurologists.

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.
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.

MUSCULAR DYSTROPHY IRELAND : ANNUAL REPORT 2009

ADVOCACY
In 2009, MDI increased its activities in
advocating for the highest standard of
services possible for people with muscular
dystrophy and their families.

Information Day for TDs and
Senators
For the second year running, MDI facilitated
an event on 7th May 2009 for members to
meet their TDs and Senators to raise the
issues affecting them. MDI updated the
document “Key Issues Affecting People
with Muscular Dystrophy” and this was
distributed to all TDs and Senators in

MDI member James Downey and MDI
Chairperson Garry Toner at the Information
Day for TDs and Senators

Meeting with John Moloney TD

Ireland. This document showed that the
situation regarding access to physiotherapy,
occupational therapy, personal assistants
and special needs assistants has not
improved since 2008.
In 2009, 97 members of MDI were receiving
no physiotherapy service at all and 40
were struggling to access occupational
therapy services. 61 people were waiting
to receive essential equipment.
The demand for personal assistant (PA)
services is still high and there are large

Above: Senator Ronan Mullen meets MDI
members
unmet needs in this area. MDI member
James Downey spoke very well about this
issue, and the huge beneﬁt that comes from
access to a PA service.
In 2009, 50 members of MDI were reported
to need a personal assistant service but
had no hours and 53 had a limited service
but were in need of more hours.

In October 2009, a delegation from MDI
met with Mr. John Moloney TD, Minister
for Equality, Disability and Mental Health,
following on from our meeting with him
in October 2008. Joe Mooney, Kate Power
and Karen Pickering again highlighted
the difﬁculties that people have accessing
essential services such as physiotherapy,
occupational therapy, genetic testing and
counselling, multidisciplinary neurology
clinics and respite. There has been no
improvement in this over the last year.
MDI member Michael Grant spoke of the
need for increased personal assistance and
respite provision.
Below: MDI members Michael Grant and Marie
O’Hanrahan with MDI staff Karen Pickering,
Kate Power and Joe Mooney at the Dáil

Dáil Debate
On 21st May 2009 there was a Dáil debate
about Duchenne muscular dystrophy.
Motions put forward by Fine Gael and
Labour relating to ring fencing funding for
research into Duchenne MD and developing
centres of excellence for the condition were
unfortunately defeated, but the event raised
a great deal of awareness about the issues
affecting people with Duchenne and other
neuromuscular conditions.
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MDI National Survey 2009
In September 2009, 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: access to muscle
clinics, consultation with relevant
specialists
including
neurologists,
respiratory and cardiac physicians and
access to community services such
as physiotherapy and occupational
therapy.
Equipment and adaptations: access
to aids and appliances, housing
adaptations, waiting times.
Respite and Personal Assistance: if
someone requires assistance, do they
have a PA service or if they have one, is
it sufﬁcient? Is any respite available to
them?
Education, training and employment:
have people experienced any barriers to
employment or further education? Has
their condition had any effect on their
quality of life?

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.

227 people participated in this survey,
and the results were being compiled
for publication prior to MDI’s National
Awareness Day 2010.
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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, the Neurological
Alliance of Ireland, Disability Federation
of Ireland, Centre for Independent
Living, Medical Research Charities Group,
Irish Platform for Patient Organisations,
Science and Industry, TREAT-NMD and
the European Alliance of Neuromuscular
Disorders Associations. Some of the main
activities that MDI has worked with them
on are:

National Plan?”. This meeting gave an
insight into the difﬁculties faced by people
with
rare
conditions
in
Ireland,
regarding information, diagnosis and
treatment, and stressed the need for a
national plan to be developed to address
these difﬁculties.

International Rare Disease Day
International Rare Disease Day took place
on Saturday 28th February 2009, and as
all forms of muscular dystrophy are rare,
MDI took part in some events during
the week leading up to the day itself to
mark this occasion. To launch the week,
MDI member Josh Dillon from Dublin,
attended a photoshoot with Alison Hyland
who has Epidermolysis Bullosa (EB)
and Joan Brosnan Walsh, who played
Mags in Fair City, who has since
sadly passed away with motor neurone
disease.

Above: Joan Brosnan-Walsh, MDI member
Josh Dillon and Alison Hyland launch Rare
Disease Day
Three organisations, the Genetic and
Rare Disorders Organisation (GRDO), the
Irish Platform for Patient Organisations,
Science and Industry (IPPOSI) and the
Medical Research Charities Group (MRCG)
joined together to hold a conference
on Wednesday 25th February, “Focus
on Rare Diseases in Ireland: What is the

On Rare Disease Day itself, Saturday 28th
February, GRDO held a successful family
day in the Mansion House in Dublin. The
Lord Mayor of Dublin, Councillor Eibhlin
Byrne hosted the event, while Senator
Deirdre de Burca launched “The Voice
of 12,000 Patients”, a new publication
from EURORDIS, the European Rare
Disorders
Organisation.
This
book
presents the ﬁndings from surveys on the
experience and expectations of 12,000
people across Europe with a selection
of rare conditions, including Duchenne
muscular dystrophy, regarding access to
diagnosis and health services. MDI
displayed an information stand at this
event to raise awareness of muscular
dystrophy and the support that MDI
provides.

GRDO Meeting with the
Minister for Health
In July 2009, Karen Pickering, MDI
Information Ofﬁcer, attended a meeting
with Ms. Mary Harney TD, Minister for

Health, as part of a delegation from the
Genetic and Rare Disorders Organisation
(GRDO). The purpose of this meeting
was to discuss a national plan for rare
diseases in Ireland with reference to the
EU Council recommendation on action
in the ﬁeld of rare diseases adopted on 9th
June 2009. GRDO was pleased to secure a
commitment from the Minister to progress
this plan, and looks forward to working
with the Government to ensure the needs
of people with genetic and rare disorders
are recognised.
Dr. David Barton, Chief Molecular
Geneticist in the National Centre for
Medical Genetics (NCMG) also attended
the meeting to highlight budgetary
and staff shortages in the centre and the
need for working to ensure a properly
structured and safe Medical Genetics service
for Ireland.

Neurological Alliance of Ireland
(NAI) Rehabilitation Working
Group
During 2008 and 2009, MDI was a member
of the NAI Rehabilitation Working Group,
which was operating in parallel to the
National Rehabilitation Strategy group
established by the Department of Health
and the HSE. We are looking forward to the
publication of this strategy in 2010.
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Neurological Alliance of Ireland
(NAI) and Disability Federation
of Ireland (DFI) Project on
Primary Care
MDI is participating in this project, which
aims to develop a framework for neurological
organisations to engage with primary care
teams. The aim will be to identify the best
way for voluntary organisations and primary
care teams to work together to ensure the
highest standard of care for people with
neurological conditions. This project started
in 2009 and will run into 2010.

Above MDI Information Ofﬁcer Karen Pickering and representatives from GRDO and IPPOSI with then Senator Deirdre de Burca who spoke at
GRDO’s Rare Disease Day family event.
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RESEARCH
MDI supported a number of research
projects in 2009. In addition, MDI provided
funding jointly with the CRC Research
Foundation for a research registrar for
one year in the Central Remedial Clinic
in Dublin. Dr. Niamh ni Shuibhne took
up this position in September 2009 and
has been looking at the management of
muscular dystrophy in children attending
the CRC to ensure the highest standard of
care possible.

“Identiﬁcation of Novel Biomarkers in
Dystrophic Heart and Muscle Fibres
Using Comparative Proteomics”. Prof.
Ohlendieck’s collaboration with Prof.
Steve Wilton from Australia, who was
instrumental in developing the exon
skipping technique as a potential
therapy for Duchenne muscular dystrophy,
was featured in the Irish Times in
January 2009.

Dr. Matthew Wood from Oxford University
in the UK and a member of the MDEX
Consortium, who are currently in clinical
trials into exon skipping as a potential
therapy for Duchenne muscular dystrophy,
received an extension of his grant for a further
year for his project “Enhanced Systemic
Delivery of Antisense Oligonucleotides
for Exon Skipping in Duchenne Muscular
Dystrophy”.

Steve Wilton. Prof. Wilton, who is from
the University of Western Australia, was
instrumental in developing exon skipping as
a potential therapy for Duchenne muscular
dystrophy. He gave a very interesting
talk about what exon skipping is and the
status of clinical trials which are currently
running. He also spoke about how exon
skipping may have the potential to be used
in other neuromuscular conditions such
as spinal muscular atrophy and myotonic
dystrophy.

about this exciting research. Thank you also
to Prof. Kay Ohlendieck and his team from
NUI Maynooth for facilitating the event.
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.

Over 40 people attended this seminar
and a report was compiled and sent to all
members of MDI, which is also available on
the MDI website.
MDI would like to thank Prof. Wilton for
accepting our invitation to come to Ireland
for the ﬁrst time and speak to our members

Dr. Deniz Yilmazer-Hanke from University
College Cork entered the second year of her
study “Contribution of the Inﬂammatory
Reaction in the Muscle in Duchenne Muscular
Dystrophy to Depression: Development of
New Treatment Strategies”.

Above: Caroline Lewis, NUI Maynooth, MDI
Information Ofﬁcer Karen Pickering, Prof. Kay
Ohlendieck and Dr. Deniz Yilamzer-Hanke at
the MDI AGM

Prof. Kay Ohlendieck from NUI Maynooth
entered the ﬁnal year of the study jointly
funded by MDI and the MRCG / HRB

MDI was excited to hold a seminar on the
Bank Holiday Monday, 26th October 2009,
by the world renowned researcher Prof.

Prof. Steve Wilton’s Gene Therapy
Seminar

Left: Pictured at the gene therapy seminar
in NUI Maynooth are (back): Prof. Steve
Wilton, Karen Pickering and Prof. Kay
Ohlendieck, (front): MDI Chairperson
Garry Toner and CEO Joe Mooney
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FUNDRAISING AND PR
As a voluntary organisation, MDI depends
solely on donations and state contributions.
We host a variety of national fundraising events
throughout the year to fund respite support
and youth services and medical research into
the condition. The national events include:
• MDI’s National Awareness Day &
Fundraising Appeal on Valentine’s Day
• The Flora Women’s Mini Marathon
Dublin, June Bank Holiday
• Dublin & Cork City Marathon
• Christmas Cards
• Greyhound Race Night, Newbridge, Co
Kildare in October
• Ireland Bike Fest, Killarney, Co Kerry,
June Bank Holiday
• Cycle Challenge in the summer
Members, friends and supporters of MDI
also fundraise on a regional and local level,
taking part in fun activities and organising
different events which are so important in
assisting MDI to continue the delivery of
the respite support services and funding
medical research.
Examples of just some of the local and
regional fundraising:
• Rafﬂes / Auctions / Table Quiz
• Concerts
• Walk athons / Sleep athons
• Church gate collections
• Parachute clubs / Fancy dress nights
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Women’s World Show at the RDS

Caoimhe Boers
from Wexford
pictured with
Keith Duffy

Highlights from 2009
A wide range of fundraising events took place
in 2009 all over the country, including an
Airsoft fundraiser in Drogheda, a rafﬂe at the
Dunderry Fair, Co. Meath, speed dating in
Tullamore, bag packs in Blackrock, Co. Dublin,
Naas and Navan, a gospel choir concert in
Portlaoise and a fashion show in Youghal, Co.
Cork. Other highlights included:

took a substantial amount of chocolates to
sell throughout their stores nationwide, and
DPD Couriers who delivered the chocolates
all around the country.

National Awareness Day
& Fundraising Appeal, St
Valentine’s Day

We would also like to thank Arnotts
Department Store on Henry Street, Dublin
who also helped us with selling chocolates.
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.

The 2009 awareness campaign ran
successfully and raised over €100,000 due
to the kind support received from MDI
members, friends and corporate support.
MDI was delighted and greatly appreciative
to Londis, Debenhams and Eason’s who all

MDI would also like to thank Alan O’Neill,
Sandra Curran and Keith Duffy for their
assistance with the promotion of the
campaign. MDI received tremendous media
coverage this year.
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MDI had a stand at this event where we
sold a variety of promotional products and
tickets for our national draw to win a Harley
Davidson. Without the kind assistance
on the three days from MDI volunteers
Gerry Lyons (Dublin), Jacqueline Le
Brasse (Drogheda) and the McElligott
Family (Tullamore) the event would not
have been such a success for MDI both for
raising funds and increasing the awareness
of the condition. The total amount raised
during this weekend was €2,497 which
was fantastic. Many thanks again to all
volunteers and supporters.

Above: Jacqueline Le Brasse (North East)
and Brendan McElligott (Midlands) at the
Women’s World Show

Flora Women’s Mini Marathon

MDI Cycle Challenge Around
Lough Derg

Over 150 ladies ran and walked on behalf
of MDI in the 2009 Mini Marathon and a
great day was had by all who participated.
The wonderful weather helped to create
a fantastic atmosphere not only when
participating, but also back at Cafe en Seine
on Dawson Street after the event, where
food and refreshments were served to MDI
participants and volunteers. The amount
raised from the event was over €20,000.

Cyclists took to the road for MDI on
Saturday the 15th of August and raised the
tremendous amount of €2682.42 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 providing a great

route, safety measures and precautions. The
Gardai in towns: Killaloe and Nenagh who
were extremely helpful and supportive,
MDI member Claire Rowan and her family
who did a great job on the bucket collection
and to staff members Steph Aspel, and
Josephine O’Grady for their 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.

Below: The Ballinasloe Team with CEO Joe
Mooney at the Women’s Mini Marathon
Above: Aisling McElligott (Midlands
member) and Gleneagles Hotel staff member
at the Bike Fest

Ireland Bike Fest
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. 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, which raised €22,500 for MDI.

All hands on deck for the Cycle Challenge
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Race Night at Newbridge
Greyhound Stadium
The 4th Annual Race Night was held on the
17th 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 €10,000. MDI would like to sincerely
thank Parﬁt Ltd, Swords Co 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 Nolan
and family who contributed so much time
and effort to organise the race night. We

Above: Amy Bramley MDI, Joe Mooney MDI
and Eamon Nolan
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would also like to thank members Brendan
& Elaine McElligott from the Midlands
Branch for their support and Liam Caulﬁeld
from Dublin for sponsoring the beautifully
designed trophies.

The Channel Swim team with
MDI member Brian Murray
(second from left)

MDI Christmas Cards & Calendars
As part of our annual fundraising efforts
MDI sold Christmas Cards and Calendars.
A pack of cards contained a selection of
10 cards at €8 and the calendars were €10.
The calendar featured images of members
and MDI events. Thank you to all who
supported and total funds raised from the
sale of cards was €4,000.00.

Limerick Swimathon
Following on from the huge success of the
English Channel fundraiser swim by eight
Channel Swimmers in September 2008,
the group decided to go the extra mile, or
millionth metre and show their support for
MDI by getting everyone they knew into the
water from dawn until dusk on the 31st of
January and rounding off the total raised
for MDI to well over €50,000.
Completing a total distance of 1,019,100
metres on the day swimmers of all ages and
all levels of ability took to the pool in UL
in adjoining lanes in a festival atmosphere
and the 1,000,000 metres mark was ﬁnally
passed at 5:35pm.

MUSCULAR DYSTROPHY IRELAND : ANNUAL REPORT 2009

Race Around Ireland
In September 2009 MDI member Eoghan
Clifford participated in the inaugural
“Race Around Ireland” which is one of
the toughest and most grueling cycling
events ever to be held in Ireland. The race
is approximately 2200 km and Eoghan had
entered the solo category which meant he
had to complete the total distance in less
then 120 hours.
MDI would like to congratulate Eoghan on
such an incredible achievement and for raising
over €7,000 which was split between MDI
and the CRC (Eoghan’s chosen charities).

Left:
Eoghan
Clifford on
the Race
Around
Ireland

O2 Volunteer of the Year
Awards 2009
MDI member Eamon Nolan from Newbridge
Co Kildare, was named the O2 Volunteer of
the Year 2009 in the O2 Ofﬁce in Dublin.
Eamon received €3,480 for MDI. The O2
Volunteer of the Year Awards recognise the
amazing achievements and contributions
that Telefónica Europe staff across the
business have made through volunteering
within their local communities. Many
congratulations to Eamon whose continued
fundraising efforts and volunteering are
sincerely appreciated by all the members
and staff at MDI.

MDI Member makes his
television debut
On 3rd September 2009, 13 year old MDI
member Joseph Barry from Conna in Co
Cork made his debut TV appearance when
he starred in The House, a new TV drama
which premiered on the Dublin City
Community Channel. Joseph, who has

acted before in school plays and performed
in Scór (Irish promotion of cultural
activities) won the audition in 2008 to
appear in this compelling drama and this is
his ﬁrst TV appearance.
Joseph played Marky, the friend of the main
character’s daughter. He starred alongside
Killinaskully’s Jack Walsh and Senator
Eoghan Harris, who played a newspaper
editor with anger management issues.
Joseph, who began secondary school
in Coláiste an hraoibhín in Fermoy in
September 2009, has muscular dystrophy
(SMA) and uses a power wheelchair.
Joe T Mooney, chief executive ofﬁcer of
Muscular Dystrophy Ireland (MDI), said
we are delighted with Joseph’s success
and wished him well in his future acting
career. He added “Members of MDI are
thrilled with the opportunity to highlight
the awareness and knowledge of the
condition.”

Right: Pictured at the launch of
The House in Dublin .
left to right - Elaine Walsh Script Writer,
Declan Cassidy Director and Joseph Barry
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CONTACT DETAILS
HEAD OFFICE:

MDI REGIONAL OFFICES:

FAMILY SUPPORT WORKERS:

YOUTH / RESPITE WORKERS:

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

East Coast and South Western HSE
Area (South and West Dublin, Kildare,
Wicklow):
Julie-Ann Coleman: 086 3830966

Eastern Region (Dublin,
Kildare, Wicklow):
Karen Mooney: 086 6066109

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

PAGE 26

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
Muscular Dystrophy Ireland
Roxboro House
Raleigh Row
Galway
Tel: 091 583890
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Northern HSE Area (North Dublin):
Brigette Disley: 086 3834428

North Eastern Region (Cavan,
Louth, Meath, Monaghan):
Ciaran McCashin: 086 6066108

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

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

North Western HSE Area (Donegal,
Leitrim, Sligo):
Fintan Flannery: 086 3899279

Western Region (Galway, Mayo,
Roscommon):
Aisling Dermody: 086 3899286

Western HSE Area (Galway, Mayo,
Roscommon) and Midlands HSE Area
(Longford, Offaly, Westmeath):
Lisa Fenwick: 086 6066106

Southern Region (Cork, Kerry):
Mary-Rose Howell: 086 6066104

Mid-Western HSE Area (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: 086 3899266

DRIVERS:
Eastern Region:
Darren Lyons: 086 3899262
Southern Region:
Jim O’Donovan: 086 8207872

ACKNOWLEDGEMENTS
MDI would once more like to thank the
Health Service Executive for their continued
support. Without this funding, MDI would
not be in a position to maintain the high
standard of support for members throughout
the country.
Thank you to everyone who once again
supported the National Awareness Day 2009,
especially Debenhams, Eason’s, Arnotts and
DPD, who assisted with distributing the
chocolates.
Thank you to all MDI staff for their hard work

throughout 2009, including all our respite
care workers, volunteers and PA’s who put in
tireless work during the year to make respite
breaks and camps so enjoyable.
MDI relies on the support of members and
tremendous thanks must go to all those who
have tirelessly raised awareness and funds
through the selling of chocolates, Christmas
cards, participating in the mini marathon and
various other events throughout the country.
Your support is ensuring that MDI is
growing from strength to strength.
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Muscular Dystrophy Ireland
71/72, North Brunswick Street
Dublin 7
Tel: 01 8721501 / 8723826
Fax: 01 8724482
Email: info@mdi.ie
Website: www.mdi.ie

