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

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

Mission statement
Muscular Dystrophy Ireland aims to
provide information and support to
people with neuromuscular conditions
and their families through a range of
support services. Our objective is to
promote, through practical empowerment,
independent living for people with the

condition muscular dystrophy. MDI
supports advocating for services to enable
people with neuromuscular conditions to
fully participate in society and to live
a life of their own choosing. MDI also
aims to support and fund research into
neuromuscular conditions.

“MDI is a vital source for people with
neuromuscular conditions. It provides
a wealth of resources to families
and individuals who experience the
condition. Without the supports MDI
provides, people with MD would find
even greater difficulty in surmounting

the obstacles towards making for
themselves a fulfilling and worthwhile
life. Their role in the lives of people with
MD is an essential and fundamental
necessity that cannot be taken for
granted nor considered expendable.”
Comment by MDI member in the
Members’ Audit 2010

A message from the
Chief Executive Officer

Hi to all MDI members and friends,
It is hard to believe another year has flown by. This
has been a very busy and exciting year for MDI. It was
an honour for me to serve as CEO of this inspiring
organisation as MDI celebrated its 40th anniversary.
MDI has travelled a long road with a number of bumps
along the way over these forty years and I am humbled
to be part of that journey. As I reported last year a new
chapter in the ‘Life and Times of MDI’ was opened with
the move to the new building, which has definitely
lived up to the challenges. The supports that MDI can
now offer have increased tenfold with the ‘Home from
Home Apartment’, the information library, meeting
rooms, training rooms, aids and appliances display, etc
and the list of possibilities is endless.
MDI’s goal has been and will always be to increase
awareness of muscular dystrophy and to enhance the
support services that it provides nationally. These
services include: Family Support, Youth Services,
Summer Camps, Respite, Transport, Information and
Clinics. And most importantly we endeavour to ensure
that MDI members are linked in to the appropriate
statutory services to meet their needs. MDI funding
was cut by a further 3.7% in 2012 and there are
concerns that funding will be cut again in 2013, placing
further financial pressure on the organisation. The
Government’s value for money review was released
during the year which has led to a review of the
voluntary sector. It contains statistics, figures, etc. but I
ask “are people with disabilities just a statistic?”
I would like to take this opportunity to thank all the
Health Service Executive areas who continue to provide
financial support. As you read through this report you
will see all the fundraising activities that have been
carried out throughout the year and I would like to
extend a very sincere word of thanks and appreciation
to all the fundraisers for their endeavours. Funding is an
on-going battle for the organisation especially during

the times we live in, but MDI will endeavour to provide
all the supports to members that they require. These
supports are outlined in this report.
MDI approved another two research projects for funding
in 2012 and is very excited about hearing the outcomes
over the next few years (read more under ‘Research’).
I would like to thank Ms Elaine McDonnell, National
Chairperson, for all her support over the past year and also
to all the members of the National Executive and National
Council. I would also like to thank all the members and
friends who are part of the Fundraising, Research, Trust
Fund and 40th Celebration Committees for giving of their
time and expertise to ensure that these committees run
smoothly. Thanks also to all the staff for their hard and
dedicated work over the past twelve months.
2013 will bring even more challenges due to the poor
economic climate that we live in but I can assure
you that I and all the staff will strive to enhance the
supports that our members require and are entitled to
as a right. MDI celebrated its 40th anniversary in 2012
and hopefully within another few years we will see
significant advances in medical research which will lead
to greater treatments and a cure for the various types
of muscular dystrophy.
I know the economic forecast is very poor for the
coming year but with the on-going support of members
and the dedicated staff we will battle our way through
these tough times. MDI is a very unique organisation
because of its member focus and I will strive to ensure
that this worthy attribute will always remain etched in
our philosophy. We may be travelling a bumpy road at
present but such worthy attributes I believe, will keep
us focused and help keep MDI on track.
Regards,
Joe T Mooney
Chief Executive Officer
Muscular Dystrophy Ireland

Chairperson’s report
Dear Members and Friends,
I consider it an honour to have been Chairperson of MDI
this year as we celebrated the 40th anniversary of
the organisation. During 2012, MDI has grown and
gained in strength. This is due to the hard work and
dedication of the staff, volunteers, friends and committee
members of MDI down through the years. Our new
premises have proved to be invaluable in the provision of
services to members. To mark the 40th anniversary Ms.
Catherine Reilly compiled a book outlining the story of
the organisation and also interviews with some members.
This book is a fascinating and entertaining read. Well
over 200 members gathered in the Castleknock Country
Club on the 14th of October for a Celebration 40th Lunch.
Speaking on my own behalf and I am sure, on behalf of
all who attended, it was a memorable and enjoyable day.
A photography competition for members was also part of
our 40th anniversary celebrations. Prizes were presented
to the winners at the lunch.
Yet again this year, the organisation has seen significant
cuts to our core funding. In all, the funding we get from
the HSE has fallen by approximately 16% over the last 5
years. It is to the credit of staff, in particular our C.E.O.
Mr. Joe T. Mooney, and their on-going commitment to
members that the services provided by them have not
been affected by the fall in income from this source.
The shortfall in core funding is being shored up by our
fundraising activities and thanks to all staff, members
and friends who have fundraised during the year. I can’t
emphasise how important fundraising has become and I
appeal to you all to use any opportunity or contacts you
may have to raise funds for the benefit of MDI.

A number of fundraising events took place during the
year. Our Awareness Day in February continues to
raise awareness of the condition and the profile of the
organisation. Thanks are due to the volunteers, staff
and celebrities who helped on the day. Thanks also to
Debenhams and Tesco for allowing us to sell chocolates
in their shops. A very successful bag pack in a number of
Dunnes Stores also took place in February and in April
there was a bag pack in a number of Iceland stores. Many
thanks to all concerned. Zumba Ireland held two events in
Finglas and Dundalk to raise funds for MDI. The raffle of
the Harley Davidson Bike took place in Killarney on June
3rd. Tickets had been sold at the Bike Show in the RDS
and also in 5 different shopping centres in Dublin as well
as at the Bikefest. We are very grateful to all who helped
sell tickets and particular mention must go to those of
us who were caught in the downpour on the Saturday in
Killarney. Thanks also for the loan of the Harley which
was on display in the shopping centres and to all at Radio
Nova.
Also on the June bank holiday weekend, the Flora
Women’s Mini Marathon took place. 54 sponsorship
cards were sent out and 7 online fundraising pages
were set up on mycharity.ie. Thanks to all who ran,
walked or wheeled the course on behalf of MDI. Our
thanks are also due to the four people who took part in
the Dublin City Marathon in October who raised funds
for the organisation. Golf Classics held in Athy and
Trim were very successful in raising funds; thanks to all
who organised them. The MDI Annual Greyhound Race
Night took place in Newbridge on the 20th October and
as usual a great night was had by all. The MDI Quiz Night
also took place in October. Once again we had Christmas
cards for sale and these proved to be very popular.

Other events which took place included the Lorcan Dowd
Memorial Cycle in Kilkenny, the 5th Annual Lough Derg
Charity Cycle which started and finished in Two Mile Gate,
Killaloe, Co. Clare, an inaugural 10 Km Road Race which
took place in Carrigallen, Co. Leitrim, and a cycle from
Clifden to Galway which was organised by Mr. Peter Kane.
MDI was presented with a cheque from 8 cyclists from
Monaghan who cycled from Mizen Head to Malin Head,
a draw which was held during a Fitness Extravaganza and
there was a round Ireland cycle race in which a four man
team from Cork raised funds for MDI. Two singers from
Donegal recorded a CD and donated the proceedings
to MDI. MDI is also one of the charities involved in the
Charity 25 Fundraising Text campaign; people simply text
“e2 will do” to 57802 and e1.94 is divided between the
charities involved. As I said before, the organisation is
more dependent than ever before on fundraising and we
are so grateful to all who contributed to a very successful
year.
MDI summer camps for all age groups were held in
Kilcuan Lodge, Clarinbridge, Co. Galway. As ever, they
proved to be extremely popular and a good time was had
by all who attended. Staff also organised coffee mornings,
relaxation classes and pamper mornings for members and
were involved in the organisation of the Christmas parties
in their areas. There was an MDI Members National Zoo
visit in July. Enthusiastic soccer fans travelled to watch
Manchester United and Arsenal in action and a number
of members travelled to Portugal for a Power Soccer
European Training Camp.
Our premises in Chapelizod have proved to be a
spectacular success. It is a focal point for all activities
undertaken by the organisation. The information centre
provides a service not just for members but for anyone
with a neuromuscular condition or disability. The aids
and appliances which are showcased provide members
with an opportunity to try out equipment in a real
setting. Information days were held on the conditions
Myasthenia Gravis and Limb Girdle muscular dystrophies.
The premises have been used by training consultants
to provide courses as they can teach theory downstairs
and move upstairs to demonstrate the practical part
of courses such as manual handling. The canteen and
kitchen were used during the year to hold a Healthy Food
Made Easy course. 14 participants took part and feedback
was very positive. A follow up course called ‘Healthy
Heart’ took place in early 2013. A Movement to Music
programme was held in May and proved very popular. The
premises have been awarded the Q mark on Accessibility
Award. The “Home from Home” apartment has been
used by members and others for respite, for one night

or longer. It has also been used for short breaks, camps
for small groups, a place to stay after attending events in
Dublin, a base for group outings and a holiday home. MDI
can offer a package of accommodation and transport and
this has been availed of by international visitors.
A Code of Governance in relation to the Community,
Voluntary and Charitable Sector [CVC] was published
in February 2012. This Code of Governance clearly
outlines the roles, duties and responsibilities of all who
sit on voluntary boards and management committees of
CVC organisations. Organisations have to review their
policies and procedures against the Code of Governance
and sign up to say that they carry out their duties and
responsibilities in line with this Code. The MDI Board has
been reviewing the policies and procedures in order to be
in a position to sign up for the Code and hope to have
them signed off early in the New Year. Also, the Value for
Money Report has been published and is available online;
this was done by the HSE on Disability Service Providers.
MDI continues to act as an advocate on disability issues
on the behalf of members. A meeting was held with Ms.
Francis Fitzgerald, Minister for Children and Youth Affairs
in February.
As always, MDI endeavours to facilitate research. MDI
funding contributed to the work of Dr. Stela Lefter,
Neuromuscular Research Fellow, who started work on
developing a register of adults with neuromuscular
conditions in January 2012. Two new projects in Cork
and the University of East Anglia were also approved for
funding in 2012 and started in January 2013. Reports
from the beneficiaries of the research fund will be given
on the morning of the A.G.M.
2012 has been a busy and productive year for MDI. We
are in the middle of a recession and the organisation
has continued to grow and improve. I would like to
acknowledge the contribution of members, staff,
volunteers and those who give their time and energy to
the branches across the country, the National Council and
National Executive. MDI is the strong organisation it is
today due to your efforts. MDI continues to be a member
led and member driven organisation and hopefully makes
a difference to the members’ lives. It certainly does for
me and my family.
Thanks to all my MDI friends.
Elaine McDonnell
National Chairperson
Muscular Dystrophy Ireland

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

MDI Head Office Staff

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

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

offices nationwide

7

Branches

Who does MDI support?
MDI supports people who have muscular dystrophy
and related neuromuscular conditions and their
families. These conditions are characterised by the
progressive weakening and wasting of the muscles.
They can affect adults and children. Some forms
arise at birth or in childhood, others may not
manifest themselves until later in life. Each type of
muscular dystrophy arises from a different genetic
mutation or deletion which is inherited from one or
both parents or is due to a spontaneous mutation.
This means that there are families who have more
than one member with the condition.
There is no cure for muscular dystrophy but there
have been huge advances in increasing the quality
of life for people with the condition and scientists
around the world are working hard to develop new
treatments.
MDI’s membership has been increasing every
year and we now have 644 individuals with
neuromuscular conditions registered as
members. MDI also supports the families of
people with neuromuscular conditions, including
parents, carers and siblings, and provides support
and information to healthcare and educational
professionals. Our network of support extends to
almost 4000 people.

Membership of MDI by diagnosis
Type of MD

No. Mmbrs

Myasthenia Gravis

7

Duchenne MD

109

Periodic paralysis

7

Charcot-Marie-Tooth

104

Neuropathy

6

Myotonic Dystrophy

89

Congenital MD

4

Spinal Muscular Atrophy 42

Metabolic

3

Facioscapulohumeral MD 43

Dystonia

2

Limb-Girdle MD

41

Polymyositis

1

Myopathy

41

Oculopharyngeal MD

1

Becker MD

30

Dermatomyositis

1

Congenital

19

Arthogryposis

1

Friedreich’s Ataxia

17

Guillain-Barre

1

Inclusion Body Myositis

8

Other / Unspecified

Total No. Members with MD: 644

57

MDI’s increasing membership 2006-2013

Breakdown of Membership by County
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MDI turns 40
In 2012 Muscular Dystrophy Ireland celebrated
40 years since its foundation and to mark this
momentous occasion we published a unique
and powerful book that eloquently provides an
account of the growth of Muscular Dystrophy
Ireland’s community and also documents and
celebrates the contributions made by individuals
down through the years. “Celebrating 40 Years of
Support and Solidarity, the Anniversary Book of
Muscular Dystrophy Ireland” was produced as part
of MDI’s commemoration ceremonies.
It was written and compiled by Dublin journalist
Catherine Reilly (www.catherinereilly.com). The
book is based on interviews conducted between

Attendees at the 40th anniversary celebrations

January and August 2012 with MDI founders,
members, staff and supporters. The book conveys a
sense of what is unique about MDI; it pays tribute
to all the members who have helped build MDI and
promote the identity as a professional and forward
thinking organisation.
Muscular Dystrophy Ireland was founded in Galway
in 1972 by a small group of families and this book
acknowledges the foresight of our founders and
also documents how much has been achieved
since then. MDI would also like to remember all
those who have been an integral part of growing,
supporting and volunteering over the years.

40th Celebrations,
14th October 2012 Dublin
The MDI 40th Anniversary Celebration
Lunch was held on Sunday 14th October
at the Castleknock Hotel & Country Club,
Castleknock, Dublin. MDI invited all our
members to this celebration lunch and 200
people attended on the day and enjoyed a
beautiful 4 course meal. Entertainment for
the children was provided by a magician
and a band finished off the evening.
MDI also held a photography competition
in 2012 and winners were announced at
the 40th anniversary celebrations. Nora
Casey (from Newstalk 106FM and Dragons
Den) was the adjudicator and MDI would
like to thank Nora for assisting us with the
difficult task of choosing a winning entry.
Congratulations to MDI members Anne

Children’s activities at MDI’s 40th anniversary lunch
(main) and Anne Ebeling, winner of MDI’s photography
competition, presented with her prize by Elaine
McDonnell, Chairperson (inset)

Ebeling who came first, Ephraim Purcell who
was second and Diane Purtell who came
third. All entries are now exhibited in MDI
House for the enjoyment of all visitors.

Information
MDI’s Information Officer is based in the Head
Office in Dublin and provides a nationwide service.
Queries are received by phone, email, letter and
in person from people who would like information
about neuromuscular conditions and related issues
such as research, entitlements, accessing equipment
and adaptations etc.
The information service is open to all, including
members of MDI, people and family members
newly affected by muscular dystrophy or a related
neuromuscular condition, students carrying out
projects, health care professionals, teachers, special
needs assistants and the general public.
A total of 279 individual information requests were
received in 2012 by the Information Officer. In
addition to the requests received, the Information
Officer proactively distributes relevant information
to MDI staff and members, education and health
professionals, other organisations and politicians.
•P
 resentations given in 4 schools to 60 teachers
and SNAs
• Presentations given to 55 physiotherapists
• Reports issued following 3 information events
• Pre-budget submission issued to 166 TDs and
60 Senators
• 1000 people received the MDI newsletter 4
times in 2012

MDI Information Officer, Karen Pickering pictured
with Dave Murray, President of Fingal Rotary Club

attend a team meeting in a school in Cavan in 2012
to provide information and support. This combined
approach is essential, involving teachers, special
needs assistants, health professionals, MDI support
staff and importantly parents, to try to make the
school experience as beneficial as possible for a
child with a neuromuscular condition.
The Information Officer also presented to students
in a school in Kildare as part of their Disability
Awareness Day. This raised awareness about issues
affecting people with muscular dystrophy but also
highlighted the positive things that people can do,
such as participation in powerchair football which
the students were very interested in.

Raising awareness
MDI staff attended a number of meetings in 2012
to give presentations about muscular dystrophy and
related neuromuscular conditions and the supports
that MDI provides. Teachers who have a student
in their class who has muscular dystrophy are
sometimes not well informed about the condition.
To this end, the Information Officer and Family
Support Workers attended schools in west Dublin
and Louth and were joined by the Youth Worker to

Karen Pickering holding a replica of the Olympic torch
with Ger Killian at a Disability Information Day in
Mullingar in October. Ger was chosen as one of the
torch bearers when the Olympic Flame came to Dublin

The Information Officer and Family Support Worker
presented to a group of physiotherapists in the
Hermitage Clinic, Lucan, which was important as
they have started receiving more referrals for
adults with neuromuscular conditions. The
Information Officer also attended a large meeting
of physiotherapists from the midlands region to
inform them about muscular dystrophy and the
supports that MDI provides.
A presentation was also made by the Information
Officer to Fingal Rotary Club in August 2012 and
exhibited an information stand at the Westmeath
Disability Services and Information Open Day in
October 2012 which was an important opportunity
to raise the profile of people with muscular dystrophy
and highlight supports available from MDI.
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.

Speakers at the Research and Information session
prior to the AGM; Jennifer Manning, Robert Murphy,
Steven Carberry with Karen Pickering

Dr. Stela Lefter and Joe Mooney pictured at the MDI AGM

Information Days & Conferences
AGM 2012
Prior to the AGM on 21st May, there were
presentations by MDI-funded researchers. Mr. Robert
Murphy from University College Dublin spoke about
progress on a potential novel therapy for CharcotMarie-Tooth Disease, a project which started in
2011. This was followed by Ms. Jennifer Manning
from University College Cork, who presented
some results from her study “Contribution of the
inflammatory reaction in the muscle in Duchenne
muscular dystrophy to depression: Development
of new treatment strategies”. Mr. Stephen
Carberry from NUI Maynooth spoke about the
“Establishment of a protein biomarker signature for
x-linked muscular dystrophy: Identification of novel
integral muscle proteins by mass spectrometrybased proteomics” and Prof. Ohlendieck’s team’s
involvement with exon skipping research. The
research presentations concluded with Dr. Stela
Lefter, the new Neuromuscular Research Fellow
who spoke about her work on establishing a register
of adults with neuromuscular conditions.
A report on these presentations was compiled and
issued to all members in the MDI newsletter.

MGA representative Karen Clancy with Dr. Ronan
Walsh at the Myasthenia Gravis Information
Day. Inset: Attendees at the Myasthenia Gravis
Information Day

Myasthenia Gravis Information Day
On 24th March, an information day on myasthenia
gravis was held in MDI House in Chapelizod,
which was a joint venture between MDI and the
Myasthenia Gravis Association. Dr. Ronan Walsh,
Neurologist, presented on the diagnosis and
management of myasthenia gravis and this was
followed by Dr. Stela Lefter, who spoke about
her work developing a register of adults with
neuromuscular conditions which is open to people
with myasthenia gravis. Karen Clancy from the
Myasthenia Gravis Association and Karen Pickering
from MDI also spoke about the work of both
organisations and the support that we provide.
The day was very well received by all attendees and
was a good opportunity to highlight how different
organisations can work together.

Limb Girdle muscular dystrophies
(LGMD) Information Day
The fifth in a series of condition specific information
days took place on Saturday 29th September 2012
with Ireland’s first information day on LGMD. This
turned out to be an informative and interesting day
with opportunities to hear presentations specifically
about LGMD and to meet other people affected by
the condition.

The day opened with a talk by Jacqueline Turner,
Genetic Counsellor at the National Centre for Medical
Genetics. She gave some background information
about this group of conditions, how they tend to
affect people and how they are inherited. This was
followed with a talk by Dr. Stela Lefter who spoke
about the clinical diagnosis and management of
limb girdle muscular dystrophies. She also spoke
about her work on establishing a register of adults
with neuromuscular conditions, a project which will
be ongoing until January 2014. After lunch there
was a presentation by Dr. Debbie Hicks, a researcher
from Newcastle University in the UK, which was a
positive note to end the day on. This interesting and
informative meeting, which was the first of its kind
for people with LGMD in Ireland, was well attended
and a report on the day is available from the
Information Officer and is also on the MDI website.
MDI’s Information Days provide a range of valuable
information and time to speak directly to specialists
providing care, but they also provide opportunities
for people with neuromuscular conditions and their
families to meet each other and share experiences.

Newsletter and website
In addition to people asking directly for information,
all members who receive the MDI News Update can
access information about research, entitlements,
fundraising, reports on youth activities, regional
news and events that MDI is running. Readers are
asked to contribute to the newsletter in the form
of stories, articles or photographs, and these can be
sent to the Editor in Head Office.
Over 1000 people are on the mailing list to receive
the full colour quarterly MDI News Update.
The MDI website, www.mdi.ie has a range of
information about muscular dystrophy, research,
MDI services and events and fundraising activities.
All newsletters, annual reports and conference
reports are available on the website to download.
Pages were viewed on the MDI website 160,869
times and there were 121,798 unique visitors to
the site in 2012.

Family support
Muscular Dystrophy Ireland offers a family support
service to members nationwide. The Family Support
team consists of eight staff who are professionally
qualified health care staff and they strive to provide
a friendly, professional service both individually and
as a team.
The role of the Family Support Team is to provide
a quality service in order to best meet the varied
needs of MDI members. 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 quality Family
Support Service to assist members to live
independently, reach their full potential in life and
contribute positively to their community and society.

An Outline of the Role of the
Family Support Team
The role of the Family Support Team is to provide a
wide range of information and support to members,
their extended family and carers.
We offer information, emotional support and other
support or assistance requested by members under
the following categories where possible:
• Health issues
• Education matters
• Employment / unemployment
• Entitlements
• Housing
• Counselling referral
• Advocacy
• Relationship building
• An active listening service
• Practical and emotional support

Members of the family support team

• 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 multidisciplinary teams,
service providers and agencies involved with
the member. The family support team aims to
empower members and their families and encourage
meaningful participation in their community and
society. We aim to promote equality and opportunity
in education and employment and to advocate

Carers’ Week 2012

Attendees at a relaxation workshop for Carers’ Week

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 and feel isolated.
Due to limited mobility it can be difficult for many
members to socialise in their community and to
meet this need the family support team 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.

MDI held a number of events around the country for
Carers’ Week from the 18th-24th June 2012. Carers’
Week is a very important week for MDI to draw
attention to and recognise the massive contribution
of full-time family carers in Ireland. Our carers are
extremely important to us and their role is deeply
appreciated and valued by all here at MDI. The events
that took place included relaxation and hand therapy,
yoga, pampering mornings, information talks and
lunches. These events were designed to give carers
the opportunity for relaxation and stress relief as well
as the chance to socialise and have a well-deserved
break. The feedback from the events was very positive
and we are delighted that all those who attended
enjoyed their experience.

If you require any further information on the family
support service please contact:
Margaret Goode,
Family Support / Clinic Co-ordinator
on 086 3834426
or margaret@mdi.ie

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 2012 included Christmas parties,
shows, coffee mornings, greyhound
race nights, shopping trips, pampering
mornings for Mums and carers, dinner
and trips to the cinema etc. This is
a very valuable part of the family
support service as it offers members
the opportunity to build friendships
and links with other members and to
have a good social network.

Attendees at an information event for Carers’ Week

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

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.
As you can see from the following table MDI
continues to prioritise and fund more respite
services each year.
MDI Respite Services Expenditure 2007-2012
		

The Youth Worker team on respite camp

The respite services delivered include
• In Home Respite Care Services
• Summer Personal Assistant Services
• Six camps / breaks
• Youth Services
• Power Soccer Support
• Adult Social Services

Year

€

• Transport Services

Respite Services

2007

€608,584

Respite Services

2008

• Counselling

€699,253

Respite Services

2009

€717,797

Respite Services

2010

€915,588

In home respite provided in 2012 included over:

Respite Services

2011

€951,359

• 8470 hours by MDI respite care workers

Respite Services

2012

€962,806

• 350 hours through emergency respite

MDI endeavors to continue providing services at
the same levels despite absorbing funding cuts
over the past number of years.

• Aids & Appliances

• 2000 hours through PA respite
•	1000 hours provided through external agencies
(IWA, CIL etc)

The Youth Service
There are currently five Youth/Respite Workers
based in the east, south, midlands, west and northeast 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 muscular dystrophy as well
as their parents/carers.
In 2012, Youth/Respite Workers provided the
following level of services with young MDI members:
Activity

No:

Phone Support

1345

Social Outings

361

Youth Clubs

340

Home Visits

239

The following gives a taste of the activities that
Youth Workers organised in 2012:
Coffee mornings
Joint mother and daughter support day
(for Carers Week)
National trip to Dublin Zoo
Book Club in the west and midlands
Home visits
(including help with homework, educational support,
arts and crafts, cookery and independence skills)
Home & hospital respite
Social outings
Therapy/hospital appointments

Transport

49

Transport

Hospital Visits

24

Phone support

Power Soccer

22

Joint area youth clubs
These took place in various locations including
Portlaoise, Limerick, Athlone, Carlow, Dublin, Navan
& Tullamore where the following activities were
enjoyed:
National History Museum
Filming for Winning Streak
National Banjo festival
Halloween storyteller
Make up & beauty day
Power Soccer
Hydrotherapy
Chocolate making workshops
Dublin bus tour

The Sea of Rock and Roll Café - a combined east and
north east region youth club

Members on respite
breaks and camps

MDI Out-Reach Youth Service
MDI continues to support members and families in
areas where there are currently no youth workers
situated, and in 2012 the following services were
provided by MDI’s youth workers in the South East:
2 members attended camp
3 members stayed in the Home from Home
apartment
14 supports were given by phone
13 members attended youth clubs

Respite Camps
MDI continues to develop the respite break/camps
programme each year and in 2012 six holidays /
breaks were held:
No: Month

Venue

No of participants

1

March

Kilcuan Lodge, Co. Galway

9

2

May

Kilcuan Lodge, Co. Galway

13

3

June

Kilcuan Lodge, Co. Galway

14

4

July

Kilcuan Lodge, Co. Galway

14

5

August

Kilcuan Lodge, Co. Galway

12

6

Man Utd break (Manchester)

Southern region pottery workshop

Total:		

12
74

In total 74 members participated in the Camp/
holiday programme during 2012, engaging in
activities such as visiting the Athlone Army Barracks,
Galway Town Hall Theatre, Salthill Aquarium &
beach, dogs race night, power soccer, table quizzes,
treasure hunts, arts & crafts, shopping, cinema,
fishing, bowling, and of course, in-house karaoke.

Fishing trip

The camp programme provides an invaluable service
to members and families by providing a respite
break thus supporting up to 450 people (including
parents, partners & siblings).

MDI House and the
“Home From Home” Apartment
“Home from Home” Apartment
2012 has been a very busy and fruitful year for MDI
in relation to MDI House and the Home from Home
apartment. During 2012 we provided accommodation
in the apartment for 293 guests spread over 153
nights. The feedback we receive from guests is very
positive and repeat bookings are very common. A lot
of time and effort has been put into the apartment
to give it as much of a “home from home” feel as
possible; this can be seen in the feedback and reviews
we have received.
In 2012 the Home from Home Apartment achieved
the ABLE award which is an independently assessed
quality kite mark associated with disability access
and awareness in the provision of accessible
Feedback from guests who stayed in MDI’s “Home
from Home” Apartment:
The apartment is large and therefore easy to use in a
wheelchair. All the spaces are fully provided with all
a disabled person could need, they’re extremely cosy
and clean. The kitchen is very practical to use and has
everything. I immediately felt like I was “home from
home”.

accommodation. The areas examined under the award
are: The Build Environment, The Customer Experience
& The Employees Awareness. The ABLE award is a
joint venture between Bord Failte and the Excellence
Ireland Quality Association. MDI received the highest
mark awarded by the scheme since the scheme
inception in 2009.
During 2012 a new Home from Home brochure was
developed with 5,000 copies printed and circulated
throughout the island of Ireland and the UK.
The apartment has benefitted so far in 2013 from
work and initiatives which were begun in 2012. There
will be more news on these initiatives in our 2013
Annual Report.

Let me say, this apartment is awesome. It makes me
feel like I can — and will — be back to Ireland many
more times. I’m also so excited for all my friends
who have muscular dystrophy, and their families,
to share some of the wonderful experiences I’ve
had with my travels to Ireland. Because of MDI’s
accessible accommodations, a safe and comfortable
visit to Dublin is now very possible.

A note of thanks. We very much enjoyed our stay in
your guest accommodation. Without it the trip to
meet our new Grand-daughter would not have been
possible.
I am quadriplegic and I wanted to visit Ireland. I had
to find accommodation related to my disability. The
Discover Ireland website gave me all the details on
the MDI Home from Home Apartment. MDI “Home
from Home Apartment” was the perfect choice.
Everything is made so easy for disabled people and
the hosting is great.

The “Home from Home” apartment

MDI House and Training
MDI House and its training facility has been growing
from strength to strength with a wide variety of
courses and activities taking place during 2012. The
main aim of our courses and activities has been
to promote wellness and wellbeing amongst our
members and amongst people with neuromuscular
conditions.
With this in mind we have held courses in relaxation
and mindfulness. We also held a six week training
programme on Healthy Food Made Easy and a follow
on 3 week course on maintaining a healthy heart. Both
of these courses where well attended
and well received. These courses were
run in conjunction with the HSE and
the Ballyfermot Partnership.

Meeting and training room facility in MDI House

Our in-house training courses specific
to members and their families were
provided to approximately 60 people
During 2012 the training room and
catering facilities were hired to
training providers to deliver training
in Patient Handling, Occupational
First Aid, Infection Control, AED
Defibrillator Training, Health & Safety
Training & Children First Training.
In
2012,
250
people
received
professional training
via the MDI House
training facilities.

MDI House

The Information and Display Library

Transport and Equipment
Over the years MDI has built up a transport fleet
that covers all of the country. The transport service is
co-ordinated from Dublin by Mr. Darren Lyons. There
are two full time buses dedicated to transporting
members to and from clinics, hospital appointments,
transport links, social outings and also dropping MDI
loan equipment such as hoists or wheelchairs to
hotels or members’ residences. These buses are based
in Cork and Dublin. On average the Dublin bus will
service sixteen transport requests per week, the Cork
average is fourteen.
Inclusive of these two buses we currently have a fleet
of twelve.
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 has a range of equipment that members can
borrow for short to medium term loan periods. This
includes hoists, travel hoists, shower chair/commodes,
wheelchairs (adult/child/manual/power), adjustable
electric beds, ramps and pavement scooters.
Examples of when this equipment is loaned to people
are (a) Own equipment may have broken or is under
repair (b) may want to try a piece of equipment to see
if it’s suitable before purchasing their own (c) going on
holiday or respite and don’t have enough or the correct
equipment for same (d) one off events that would not
justify the purchase of their own equipment (e) ad hoc
requests from HSE physiotherapists for emergency
cover (f) foreign visitors with MD to Ireland on holiday
or respite (g) other disability organisations that MDI
works with and share resources. The equipment is also
used for the MDI summer respite camps.
Requests for equipment are usually made through
MDI Family Support or Youth Workers or can be made
by calling the MDI Dublin office. We welcome any
donations of new or good condition used equipment
that could benefit our members.
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 2012, clinics for people with neuromuscular
conditions took place in four 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 CRC clinics are run by:

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

Dr Bryan Lynch, Consultant Neurologist
Professor Damien McCormack, Orthopaedic Surgeon
Mr Michael Stephens, Orthopaedic Surgeon.

Beaumont Combined Clinic for Neuromuscular
and Respiratory Conditions, Dublin
This clinic is run by Professor Orla Hardiman
and Dr Ronan Walsh, Consultant Neurologists and
Professor Richard Costello and his team.
The adults’ muscle clinic is run on the third Friday
of every month. Members attending are seen by a
neurologist and can be referred on to other services
within the hospital should the need arise. They are
also seen by Professor Richard Costello and his
team.

Temple Street Respiratory Clinic, Dublin
This clinic is run by Respiratory Consultant, Dr.
Dubhfeasa Slattery and her team. It is held in Temple
Street every three months for the young members
where they are seen by the multidisciplinary team.
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.

Tallaght Paediatric Clinic
The Adelaide and Meath Hospital incorporating the
National Children’s Hospital in Tallaght, Dublin,
runs a multidisciplinary paediatric clinic every
three months by Dr. Webb, Consultant Paediatric
Neurologist for young members up to eighteen
years of age with muscular dystrophy.
There were forty three multidisciplinary clinics
held in 2012 with a member of MDI staff in
attendance at all of the above clinics to support
members attending.
If you require any further information on the
clinics please contact Margaret Goode Family
Support / Clinic Co-ordinator on 086 3834426 or
margaret@mdi.ie

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

Pre-budget Submission
In advance of the Budget 2013 which was announced
in December 2012, MDI produced a pre-budget
submission which was sent to all TDs and Senators
to highlight areas of concern. The main areas of
focus were:
No cuts to personal assistant and home help
services in 2013
Improve waiting times to access essential aids and
equipment
Preservation of MDI’s funding

Presentation to Ms. Frances
Fitzgerald TD
In February 2012, MDI presented Ms. Frances
Fitzgerald TD, Minister for Children and Youth
Affairs with an information pack to inform her

about issues affecting young people and families
affected by muscular dystrophy. This is especially
important as there are still three regions in Ireland
without a dedicated Youth Worker; the south
east, mid west and north west. MDI continues to
advocate for youth services for every young person
in Ireland.
MDI also made various submissions in 2012
including a response to a review of the Domiciliary
Care Allowance scheme and the need for the Family
Support Worker position to be reinstated in the
north eastern region.
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.

International Rare Disease Day 2012
International Rare Disease Day took place for
the fifth time on 28th February 2012. GRDO and
IPPOSI along with representatives from the Rett
Syndrome Association of Ireland were invited
on the day to give a presentation to the Joint
Committee on Health. Following on from the
presentation to the Joint Committee, a debate
on rare diseases was held in the Seanad on 7th
March. The motion proposed by Senator Colm
Burke which was passed with the full support of
everyone present, called on the Minister for Health
(who was in attendance) to:

GRDO representatives including MDI Information Officer Karen Pickering (2nd from right) outside the Dáil on Rare
Disease Day raising their hands in support of people with rare conditions

Lorraine Duffy and Danny Phelan representing MDI at the NAI Lobby Day

a) introduce a clinical care programme specifically
for patients with rare diseases;
b) examine the development of suitable information
systems including registries for rare diseases;
c) prioritise available funding to aid the work of
the National Centre for Metabolic Disorders at
Temple Street Hospital and the National Centre
for Medical Genetics, NCMG, at Our Lady’s
Children’s Hospital; and
d) examine the possibility of analysing genetic tests
within Ireland with a view to saving money.
Minister James Reilly stated in his presentation
to the Seanad, that a proposal has been issued
to the HSE in relation to establishing a national
clinical care programme for rare diseases. This is an
important move, as it shows that rare conditions
are finally being recognised.

EUROPLAN
The development of Ireland’s National Plan for
Rare Diseases continued in 2012 in anticipation of
its publication in 2013. To this end, a consultation
process took place in 2012 with people with rare
conditions having the opportunity to complete
an online survey. This was followed up with a
consultation event in Farmleigh in June 2012 which
was attended by several members of MDI.

Neurological Alliance of Ireland
Lobby Day
In February 2012, a delegation of NAI member
organisations attended a lobby day in Dáil
Éireann to highlight issues affecting people with
neurological conditions. Lorraine Duffy, MDI Family
Support Worker and Kildare member Danny Phelan
represented MDI on the day.

Research
MDI is able to support and fund research due to the
fundraising efforts of members, their family and
friends. Over the last ten years, fundraising efforts
have enabled MDI to contribute over e300,000 to
research in Ireland and the UK.

In addition to these new projects, Prof. Kay
Ohlendieck, NUI Maynooth, commenced the second
year of his MDI-funded study “Establishment of a
protein biomarker signature for x-linked muscular
dystrophy: Identification of novel integral muscle
proteins by mass spectrometry-based proteomics”.

In 2012, MDI commenced funding 1 new research
project:
Dr. Aisling Ryan, Cork University Hospital and
Prof. Orla Hardiman, Beaumont Hospital
Funding to undertake a population-based survey
of adult neuromuscular disease in the Republic of
Ireland, with particular emphasis on the identification
of conditions for which therapeutic options are now
available. A secondary aim is to generate specific
care programmes for patients with adult onset
neuromuscular conditions in the context of two
national referral clinics in Dublin and Cork.
Amount funded: e20,000
MDI’s Research Committee also approved a further two
projects for funding which are to commence in 2013:

Representatives from MDI, Genzyme and clinicians
involved in the new project to establish a register of
adults with neuromuscular conditions

Dr. Jeremy Rhodes, University of East Anglia
An investigation into the role of double-stranded RNA
pattern recognition receptors in myotonic dystrophy.
Amount funded: e19,000
Dr. Dervla O’Malley, University College Cork
Does crosstalk between corticotropin-releasing
factor and interleukin-6 underlie skeletal and smooth
muscle inflammation and dysfunction in the mdx
mouse model of Duchenne Muscular Dystrophy?
Amount funded: e10,000
MDI would not be in a position to fund research
without the support of our members who have
worked hard to raise research funding. Thank
you for your efforts.

Karen Pickering and Joe Mooney present Prof. Kay
Ohlendieck with MDI research funding

Fundraising & PR
MDI hosts a variety of national and regional
fundraising events throughout the year to fund
respite support services and medical research into
the condition.
2012 proved to be a successful year in developing
and exploring new fundraising ventures and it is
hoped that these events will be sustained for many
years to come. As always Muscular Dystrophy
Ireland members, friends, supporters and volunteers’
tireless commitment to the cause is very much
appreciated and we extend our sincere thanks to
everyone who made fundraising possible.

Donations
MDI would like to thank all the people who kindly
made a donation and financial contributions towards
the respite support services, medial research and the
new “Home from Home” Apartment in 2012. All
donations great and small are sincerely appreciated
and very important to ensuring continuity in the
support services carried out.

Annual & National Fundraising
Campaigns 2012
1. The National Have a Heart Awareness
Campaign raised e12,013
2. In conjunction with the National Awareness
Campaign MDI hosted a National Bag Pack in
Dunnes Stores; it raised e25,000
3. Golf Classics: Trim Golf Classic raised e5,222
and the Athy Golf Classic e7000
4. Karen Campbell Sky Dive raised e6000
5. Cycles 2012: Mizen to Malin e7000, Race
Around Ireland e5000, Clifden to Galway
e5000 and the Lough Derg Cycle Challenge
raised e1,565
6. The Flora Women’s Mini Marathon: e7,500
7. Ireland Bike Fest: e15,000
8. Greyhound Race Night at Newbridge
Greyhound Stadium raised e4,052
9. Carrigaline 10K Road Race: e2000
10. Dave Neary La 6000 For MDI raised e2185

MDI member Kevin Gannon pictured with 2fm radio
presenter Paddy McKenna

11. Dundalk Race Night raised e25,500

MDI member Naglis Montvilas pictured with Fair City
actors Catherine Byrne and Enda Oates launching the
2012 Awareness Campaign

The National “Have a Heart”
Awareness Campaign
The 2012 National Awareness Campaign was a
great success and raised the amount of e12,013
through the sale of the heart shaped chocolates and
scented candles in Debenham Stores and selected
Tesco stores nationwide. MDI also organised a
national bag pack in 30 Dunnes Stores nationwide
and it raised the tremendous amount of e25,000.
The Awareness Campaign raised was from a 4 day
selling campaign and various supporters taking
boxes to sell in their own communities is down
to the kindness and support received from MDI
members and friends.

Ireland Bikefest
Since 2006, The Gleneagle Hotel in Killarney, Co Kerry
and Harley Davidson Ireland have been supporting
Muscular Dystrophy Ireland with our awareness and
fundraising activities. This fundraising initiative has
gone from strength to strength each year. The 2012
rally or “Ireland Bike Fest” as it is known took place
from the 1st to the 3rd June and raised over e15,000
for MDI. MDI would like to thank the staff and
management of the Gleneagle Hotel in Killarney for
once again organising, hosting and sponsoring this
event. Thanks also to everyone who sold and bought
tickets and helped to make this event a great success.

MDI was delighted and very much appreciated the
continued support from retail partner Debenhams,
Tesco and the delivery service donated by DPD
Couriers. MDI would also like to thank Radio
broadcaster Paddy McKenna and the cast of RTE’s
Fair City.
Eimear & Brendan McElligott at Ireland Bikefest

Pictures of just some of the ladies who took part in the Mini Marathon, before the race outside the Mansion House

Flora Women’s Mini Marathon, Dublin
Over 50 ladies took part in the Flora Ladies Mini Marathon on the June Bank Holiday Monday 2012 and
through sponsorship collection the event raised approximately e7,500. Each year MDI is continuously seeking
ladies to take part and raise valuable funds for the respite support services.

... and post-race in Café en Seine for some light refreshments

Greyhound Race Night, Newbridge,
Co Kildare
The 7th Benefit Greyhound Race Night was held on
Saturday night the 20th October 2012. It was a great
night, excellent turn out from members and MDI
supporters who travelled from all over the country.
Many thanks again to Eamon, Mary & Lynda Nolan
for their continued support and organising this event
which raised e4,052

Trim Golf Classic, Co Meath
Muscular Dystrophy Ireland in conjunction with MDI
member Niall Winters hosted the charities third Golf
Classic held on the 8th September 2012 in the South
Meath Golf Club, Trim. The event was a tremendous
success and raised the tremendous amount of
e5,222.00 which will go towards the provision of the
respite support services. Many thanks to the Winters
family for their continued fundraising efforts.

Organisers and supporters at the
Newbridge Greyhound Race Night
2012

Paul Harris Trim, Ray Butler Fine Gael TD Trim (Ray’s two daughters pictured in the front row),
Niall Winters MDI and Amy Bramley MDI at the Trim Golf Classic cheque presentation.

RTE Winning Streak filmed on the 21st August 2012
RTE’s Winning Streak featured the Muscular Dystrophy Irelands Dublin and North East & Midlands Youth
Club which was aired on Winning Streak on the 1st of September 2012. The 2 minute feature highlighted the
importance of the youth clubs and all the leisure activities the young members of MDI enjoy. The 2 minute
feature also demonstrated how the money Muscular Dystrophy Ireland receives from the National Lottery
is used.

Youth activities filmed
for RTE’s Winning Streak
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Family Support Workers
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East Coast and South Western HSE Area
(South and West Dublin, Kildare, Wicklow)
Lorraine Duffy
086 3830966

MDI Head Office Staff

North Eastern HSE Area
(Cavan, Louth, Meath, Monaghan)

Joe Mooney
Chief Executive Officer
Mairéad Gallagher Respite Coordinator
(maternity cover for Kate Power)
Margaret Goode	Family Support & Clinic Coordinator
Karen Pickering
Information Officer
Barry Buckley
HR & Development
Hazel Bridcut
Accounts
Amy Bramley	Fundraising & PR Coordinator
Hubert McCormack Administrator
Antoinette Roche Administrator
Sinéad Ní Nualláin Receptionist

MDI Regional Offices
MDI Midlands Office
c/o Carers Association
Market Square, Tullamore, Co. Offaly
Tel: 05793 46795
MDI Galway Office
Galway Technology Park
Tara Rock, Parkmore, Galway
Tel: 091 395497
MDI North West Office
c/o MS Society
28 Slieve Sneacht Close, Glencar,
Letterkenny, Co Donegal
Tel: 086 3899279
MDI North East Office
North Eastern Area Health Board
Climber Hall, Kells, Co. Meath
Tel: 046 9280026
MDI Cork Office
c/o Irish Guide Dogs for the Blind
National HQ & Training Centre
Model Farm Rd, Cork
Tel: 021 4214052

Northern HSE Area (North Dublin)
086 3834428

086 6066105
Western HSE Area (Galway, Mayo, Roscommon)
& Midlands HSE Area (Longford, Offaly, Westmeath)
Lisa Fenwick
086 6066106
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

Community Support Worker
North West Region (Donegal, Leitrim, Sligo)
Sinead Gillepsie
086 3899279

Youth / Respite Workers
Eastern Region (Dublin, Kildare, Wicklow)
Sandra O’Donoghue
086 6066109
North Eastern Region
(Cavan, Louth, Meath, Monaghan)
Brian Kenna

086 6066108

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

086 6066104

Drivers
Eastern Region
Southern Region

Darren Lyons
Pat O’Callaghan

086 3899262
086 8207872
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