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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 650
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
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Muscular Dystrophy Ireland aims to
provide information and support to
people with neuromuscular conditions
and their families through a range of
support services. Our objective is to
promote, through practical empowerment,
independent living for people with the

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

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

the obstacles towards making for
themselves a fulfilling and worthwhile
life. Their role in the lives of people with
MD is an essential and fundamental
necessity that cannot be taken for
granted nor considered expendable.”
Comment by MDI member in the
Members’ Audit 2010
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Chairperson’s
Report
Dear Members and Friends,
On Tuesday 15th September our colleague and friend
Joe T. Mooney suddenly passed away. Joe had been
CEO for MDI since 2001. He oversaw many positive
changes to MDI and was at the forefront of making the
organization what it is today. He was so proud to have
the wonderful premises we now have in Chapelizod and
to pull off the coup of having An Taoiseach Enda Kenny
to officially open the premises. On a personal level I
had known Joe for over 8 years, socially we enjoyed
going to the GAA matches with the odd bit of rivalry
when Donegal played Armagh. Joe was a true friend and
tireless worker for MDI and is sadly missed.
From September until March we had no CEO, as
Chairperson I took on the role of liaison between staff
and stakeholders. This was a difficult time for the board
and staff. However, on 7th March John Bennett was
appointed as CEO of MDI. He will be responsible for
leading our organisation through its next exciting period of
growth and development. He has worked in the disability
sector for more than 20 years, both here in Ireland and
overseas: in Ireland with University College Dublin, the
Central Remedial Clinic, and the Tipperary Centre for
Independent Living; in the United States of America with
Temple University; and, most recently, in Botswana, with
IncludeDis, an organisation he founded which provides
disability consultancy services to the public sector. I would
like to wish him all the best in his endeavors.
On Saturday 16th May we had a cross boarder
conference in Queen’s University Belfast. This was
jointly run between MDI and MDUK. The purpose of
the event was to share information on an All-Ireland
base. The event included World renowned speakers
such as Professor Francesco Muntoni and Dr Ros
Quinlivin. Opening the day, Robert Meadowcroft (CEO
of Muscular Dystrophy UK) commended the work and
collaboration between MDI and MDUK. Some of the
speakers, including Professor Francesco Muntoni from
UCL, discussed the benefits of a centre of excellence
for Duchenne Muscular Dystrophy, Aoife Bradly a
genetic counsellor outlined some of the fertility options

available to people who are carriers of neuromuscular
conditions, Professor Eileen Treacy, Clinical lead for
the national rare disease plan, gave an update on
the progress of the rare disease plan in the Republic
of Ireland, Dr Ros Quinlivin of UCL a neurologist
who is involved with both adult and paediatric care
spoke about the importance of the transition from
children to adult services. We had workshops in the
afternoon which included health care professionals, an
independent living workshop gave attendees a chance
to explore different options for independent living
and a sports workshop gave people an opportunity to
explore inclusive sports and to try a few new sports out.
We had our usual fundraising activities, the Ireland
BikeFest, The Ladies Mini-Marathon, MDI Annual
Greyhound Race Night and many others. I would like to
take this opportunity to thank all our friends and members
who helped raise funds for the various activities and
supports we organized throughout the year.
The LOVEMDI Campaign – our inaugural new
fundraising and awareness initiative replaced MDI’s
National Awareness Campaign this year which ran
from the 8th to 15th February 2016, coinciding with St
Valentine’s Day. This saw us change our branding to a
new catchy colorful LoveMDI logo.
We had our usual summer camps for members which
were oversubscribed to because of their popularity. Our
members had fun and a break away from their normal
circumstances. As always we had great feedback from
the camps.
I would like to acknowledge my sincere gratification to
the Executive/National Council, staff, volunteers and
those who gave their time and energy to the branches
across the country particularly in such difficult times
for us at MDI.
Go raibh maith agat.
Garry Toner
Chairperson
Muscular Dystrophy Ireland
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A Tribute to
Joe T Mooney
The morning of the 15th September 2015 is a moment
in time that will forever be etched in the history of
Muscular Dystrophy Ireland (MDI) as a sad and poignant
date which has regrettably marked the end of an era for
our organisation. It was on this morning and with great
sadness and shock that we, at MDI, had learned of the
sudden and untimely passing of our CEO and esteemed
friend and colleague, Joe T Mooney.
Joe T was appointed as CEO of Muscular Dystrophy
Ireland in July 2001 and for the next fourteen years
he provided distinguished leadership and support to
members, families, colleagues and to the organisation
as a whole. Prior to his appointment as CEO of MDI, Joe
T had been involved with the organisation for almost
20 years previously, when he first became involved
with the Donegal Branch of MDI in the early 1980’s as
a volunteer. Joe T worked and campaigned tirelessly
over the years to support and enhance the quality of
life for people with disabilities in general and not just
for people with muscular dystrophy where he had a
personal interest, given that he had lived with this
condition since childhood.
Despite his disability, Joe T had never let his condition
get in the way from achieving goals. While at college
completing a business studies course in the early 1980’s
Joe T and his late brother Seamus had designed and
patented a disability transfer aid “The Mooney Buggy”,
in conjunction with the Institute of Industrial Research
and Standards (now Enterprise Ireland). The Mooney
Buggy was subsequently bought by a UK manufacturer
for development in 1986. After graduating, Joe T then
ran a successful mushroom business in his home town
of Carndonagh, Co Donegal for a number of years
before moving to Dublin in the early 1990’s.
As mentioned, Joe T had a personal connection with
muscular dystrophy and this also extended to his
immediate family as his brother Seamus and sister
Dymphna (who both sadly passed away in 1989
and 2005 respectively) also grew up with muscular
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dystrophy and despite many obstacles both had
qualified and worked as accountants. Joe T too grew up
in Carndonagh and although he lived in Dublin since the
early 1990’s, he had always referred to Donegal as his
home. He had very strong family values and regularly
traveled to Carndonagh to visit his mother Mai, his
brother and sisters and extended family. His father
Benny died in 2008, yet despite all this heartache, Joe
T continued to strive to improve the quality of life for
people with disabilities across the board.
As CEO of MDI, Joe T focused a lot of his energies in
developing unique services for the organisation and
gave his time way beyond the call of duty. Since July
2001, he had been the main driving force in bringing MDI
to a new chapter in the history of the organisation, with
the planning, development and opening of a unique and
brand new resource centre of excellence and respite
facility for people with neuromuscular conditions in
Ireland. Joe T insisted on playing a full “hands on”
approach from day one in the development of this
new facility and throughout the actual construction of
this premises in Chapelizod he was on the building site
most days, even on the coldest days of Winter 2010,
overseeing, insisting and arguing with architects and
builders to ensure that the highest level of accessibility
would be achieved for all disabilities, and the proof
can now be seen in the fabulous premises which
became the new and permanent Head Office for
Muscular Dystrophy Ireland in April 2011. This new
space is now also Ireland’s first National Resource
Centre for Neuromuscular Conditions and in addition,
it incorporates a fully independent and wheelchair
accessible “Home from Home” self-catering apartment
facility which is available for short term stays for
people with a physical or sensory disability.
Joe T’s work within the disability sector extended way
beyond his employment with MDI. Up to his untimely
passing, he was actively involved as a volunteer at
community level with a number of local organisations,

some of which he was a founding member of. He had
been actively involved with the Centre for Independent
Living since its conception in 1992 and had sat on various
boards (on a voluntary basis) over the years. He was also
the first manager of “Vantastic” a wheelchair accessible
transport service which was established in 1994 and
he held this position until 1996, when he became
manager of the then newly formed “Independent Living
Community Service” a joint company between Centre
for Independent Living and Rehab. Here he remained as
manager until 2001 before becoming CEO of MDI.
Despite his work commitments, Joe T still found time
on a voluntary capacity to set up the Lucan Disability
Action Group (LDAG) in October 2000 to help address
the needs of people with disabilities in the Lucan area
where he had lived for the past 17 years. Services
provided by LDAG included transport, advocacy and
Personal Assistants / Note Takers for students with a
disability in third level education. This organisation has
grown from strength to strength over the years and Joe
T served here as Chairperson since its foundation. He
was also a founding member and Chairperson of West
Dublin Disability Services (WDDS), another disability
services organisation which is also based in Lucan.
WDDS is a Community Employment Scheme which
trains participants to become fully qualified Care and
Personal Assistants for people with disabilities.
Joe T was also a board member of the Disability
Federation of Ireland since 2001 and in 2014 he was
re-elected for a further three years to serve on this
Board, where he actively engaged in influencing policy
and best practice within the disability sector.
Through his work and involvement with organisations
such as the above and as a result of his foresight for
the progression and development of disability services,
I believe that it can be stated without question that
Joe T was also responsible for the creation of at
least 50 plus jobs within the disability sector. Such
a vision would have had a great influence on the

lives of many individuals from beyond the disability
community through the creation of such employment
opportunities. This foresight therefore demonstrates
just how much of an impact Joe T’s vision will have had
on the lives of everyone whom he worked with.
Disability issues always remained high on Joe T’s
agenda and because he understood that people with
disabilities may need assistance at any time, day or
night, he insisted on being available 24/7 to MDI’s
membership (and beyond) and his mobile phone was
therefore never switched off.
The news of Joe T’s passing came as a devastating shock
to me and to our fellow colleagues, peers and friends.
He was not only the CEO of MDI. He was a colleague,
a mentor, a peer, a disability activist, a gentleman and
a true friend to many within our organisation. He was
also an exceptional individual with a real and unique
positive vision for change, a tireless campaigner for
disability rights, and a man of real hands on action who
would always strive to help to improve the quality of
life for anyone who was fortunate enough to have met
him through his work with MDI and beyond.
Joe T’s legacy will undoubtedly extend beyond his
devoted and tireless work for the members of Muscular
Dystrophy Ireland. For many years, he was a leading
representative and advocate pushing boundaries, and
challenging the status quo for the rights of people with
disabilities in Ireland. That lasting impact will be felt
right across the country for a very long time to come.
On behalf of Muscular Dystrophy Ireland, its community
and staff, I would like to express my deepest sympathy
to Joe T’s family; his wife Aisling, his mother Mai, his
sisters Anna, Judy and Marie, his brother Pascal and to
his relatives and many friends.
Ar dheis Dé go raibh a anam.
Hubert McCormack
Administrator, MDI
Colleague and close friend
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MDI network of support
MDI’s Head Office is located in MDI House in
Dublin, where management and administration
teams are located as well as national supports
including information, research and fundraising.
MDI has five regional offices, in Cork, Donegal,
Galway, Tullamore and Kells. There are also MDI
staff members based in the mid-west and southeast
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. They are coordinated by
volunteers – people with neuromuscular conditions,
their families and friends. They take part in various
activities including fundraising, raising awareness,
and organising social events.

Breakdown of membership by county
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Muscular Dystrophy Ireland has:
716	Individuals
with
neuromuscular
conditions registered as members of
MDI
84	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 some families who have
more than one member with the condition.

There is no cure for muscular dystrophy but there have
been huge advances in improving 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 716 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.

MDI Membership increase over the last 10 years

Breakdown of Members with MD by type
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Information
A key function of MDI is to provide accurate and
relevant information to people with neuromuscular
conditions, their families, healthcare and education
professionals and the general public. 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. In 2015 the Information Officer responded to 310
individual requests for information. The information
service is open to all, including members of MDI,
families 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.

Type of query statistics
Therapies 2%
Clinics 2%
Education 2%
Aids/Adaptations 4%
Statistics 5%

Genetic Testing/Counselling 2%
Other 2%

New Diagnosis

22%
Entitlements

12%

Neuromuscular
Conditions

18%

MDI Services

13%

Research

16%

In addition to people seeking information directly from
the Information Officer, MDI circulates a quarterly
newsletter where all members can access information
about research, entitlements, fundraising, reports on
youth activities, regional news and events that MDI
are planning. 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 10,000 full colour quarterly MDI Newsletter
were distributed in 2015 by post and email.
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.

MDI’s Information Officer Clair Kelly at the Cross-border
Conference in Queen’s University Belfast
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MDI Website Visitor Statistics 2015

Raising awareness
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.
A new information leaflet for people with a new
diagnosis was developed and distributed to all
hospitals, as well as the Dublin Neurological Institute
and the National Rare Diseases Office.
Each year MDI staff give a number of presentations
about muscular dystrophy, and the supports that MDI
provides, for example to school staff where a student
who has muscular dystrophy attends the school etc.
To this end, the Information Officer, Family Support
Workers and Youth / Respite Workers attended
schools around the country to provide information
and support. Awareness talks were given to 80
teachers and Special Needs Assistants in 3 schools in
Carlow, Kildare and Cavan.
This combined approach is essential, involving
teachers, special needs assistants, lecturers, health
professionals, MDI support staff and parents, to try
to make the education experience as beneficial as
possible for a child/young person with a neuromuscular
condition. Educating allied health professionals is an
important part of the work MDI does in creating
awareness of Neuromuscular Conditions and a

number of awareness talks were given to students,
nurses, OT’s, Social Workers and other healthcare
professionals including talks to organisations such
as Coaction Cork, Enable Ireland and Daughters of
Charity. A talk was also given to over 50 students
in DCU’s School of Nursing and at a Nurses Study
Day in the Central Remedial Clinic. In 2015, MDI also
used the Home from Home apartment as a resource
in educating allied health professionals. A group of
Occupational Therapy students from the Portobello
Institute visited MDI house and were given a tour of
the home from home apartment and an awareness
talk from the Information Officer.
MDI also strives to create awareness in the general
public and MDI staff attended a number of public
events setting up information stands such as Public
Lectures in Trinity College, the NAI Conference, the
Care and Mobility Show at the RDS and the Tallaght
Health Fair. 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.
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The All Ireland Research
and Information Sharing Day
On Saturday the 16th of May 2015 MDI and MDUK
jointly hosted the second All Ireland Information
sharing day in Queen’s University Belfast. The event
included World renowned speakers such as Professor
Francesco Muntoni and Dr Ros Quinlivin. Opening the
day, Robert Meadowcroft (CEO of Muscular Dystrophy
UK) commended the work and collaboration between
MDI and MDUK. Following on from this the Chair, Dr
Amy Jayne McKnight introduced the esteemed panel
of speakers.
First up, Professor Francesco Muntoni from UCL
discussed the benefits of a centre of excellence for
Duchenne Muscular Dystrophy. Highlighting the work
in Great Ormond Street Hospital and the Dubowitz
Centre, Prof Muntoni stressed the importance of
adhering to standards of care. He encouraged patients
to become familiar with standards of care and remind
their physician when gaps occur. Speaking about the
standards of care in the UK, Prof Muntoni commented
that the mean age of loss of ambulation in DMD has
increased from 9.5 to 13 years of age. He also spoke
about the importance of overnight ventilation. Another
interesting piece of information is that adults in
Denmark are 6 times more likely to live independently
than those in the UK. Prof Muntoni also noted that
training is required for GP’s to notice the signs of DMD
sooner and to speed up the time to diagnosis. Prof
Muntoni ended his talk with positivity stating that
with careful multidisciplinary care, life expectancy
into the 40’s and 50’s is becoming more common as
is living independently and improved quality of life.
Next Aoife Bradly a genetic counsellor outlined some
of the fertility options available to people who are
carriers of neuromuscular conditions. This practical
session was a suggestion from the feedback at the
last All Ireland Conference. Aoife highlighted various
methods of prenatal diagnosis including some of the
associated risks followed by some of the assisted
reproduction avenues available. She went on to
explain the process of cell free DNA testing, which is
a non-invasive method of testing whether a foetus is
affected by a certain mutation. The session ended with
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Aoife noting that all reproductive choices are personal
to a couple and that anyone with any questions
should speak to a genetic counsellor.
Professor Eileen Treacy, Clinical lead for the national
rare disease plan, gave an update on the progress of
the rare disease plan in the Republic of Ireland. After
giving a summary of the plan, Prof Treacy discussed
the opening of the new National Rare Disease office,
which will open in the Mater Hospital in Dublin on
June 4th 2015. This office will include a genetic
counsellor and an information scientist. The office will
use Orphanet to access information on a number of
rare diseases. There will also be a helpline providing
information on conditions and services available to
patients.
Dr Ros Quinlivin of UCL a neurologist who is involved
with both adult and paediatric care spoke about
the importance of the transition from children to
adult services. Dr Quinlivin began by acknowledging
that most hospitals are not built for people with
neuromuscular conditions including a lack of hoists
and other aides and adaptations. She highlighted
that unplanned admissions to Hospital Accident and
Emergency was costing the NHS in the region of £81M
per year. The majority of these admissions could be
avoidable. Dr Quinlivin presented the Neuromuscular
Complex care unit, which is a purpose built outpatient
and inpatient facility which caters for the needs of
people with neuromuscular conditions. The centre
has a range of medical and allied health professionals
working in a multidisciplinary team and acts as a “one
stop shop” for patients to have basic procedures such
as undergoing sleep studies. The Centre has already
produced a profit for the hospital within two years
by reducing the amount of unplanned accident and
emergency admissions.
After lunch a number of workshops were available
for delegates to attend. A workshop for healthcare
professionals was co-ordinated by Dr Amy Jayne
McKnight and gave medical professionals attending
the conference a chance to discuss a variety of issues

with the speakers. An independent living workshop
co-ordinated by MDI member Martin Naughton gave
attendees a chance to explore different options for
independent living and hear the stories of Martin
and others who have chosen the path of living
independently. Finally a sports workshop gave people
an opportunity to explore inclusive sports and to try a
few new sports out. Options in this workshop included
power soccer, bowling, badminton and boccia.
The final speaker of the day was Helen Kerr, who
presented some of the preliminary findings of her
study on transition of care from paediatric to adult
services. This was a cross border study including
participants form both the Republic and Northern
Ireland. Of note, participants of the study comment

of the importance of voluntary organisations such
as MDI in facilitating the transition for child to adult
services. The research also suggests that “one size
doesn’t fit all” when it comes to transition of care
and different people require different supports to
successfully navigate this important time of life.
The conference was closed by MDI CEO Joe. T. Mooney,
who thanked all of the speakers and commented on
the positive theme of the day. The conference overall
was a reported success with lots of positive feedback
from attendees. MDI looks forward to the continuation
of this relationship with Muscular Dystrophy UK and
aims to host the next cross border conference. Many
thanks to all of the speakers and those who attended
for making the day a great success.

MDI CEO, Joe T. Mooney, with the Speakers at the All Ireland Research and Information Sharing Day
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AGM 2014
Muscular Dystrophy Ireland’s AGM took place on
Saturday the 23rd of May 2015 in MDI House in
Chapelizod. As is tradition, the morning started out
with a series of talks showcasing MDI’s involvement
in research throughout 2014. The variety of speakers
showed the many different levels that MDI have
contributed to both scientific and social research over
the past 12 months.
The morning was opened by our chairperson Garry
Toner who thanked everyone for attending. Following
this our Information and Research Officer Clair, gave
a brief update on the Collagen VI Alliance, which is a
collaboration of MDI, Muscular Dystrophy UK, Cure
CMD, AFM Telethon and the Swiss Foundation for
Neuromuscular Research to fund research into the
rare conditions Ullrich’s Muscular Dystrophy and
Bethlem Myopathy.
Dr Rosie Gowran, a lecturer in Occupational Therapy in
the University of Limerick then gave a presentation on her
research into Wheelchair and seating service provision in
Ireland. Dr Gowran highlighted the importance of the
wheelchair for independence and outlined some of the
issues people are experiencing in gaining full access to the
correct equipment to meet their needs.

In 2014, MDI funded 3 research projects and the
researchers from these presented some of their
findings to date. This included Ashling Holland from
Maynooth University, David Burns from University
College Cork and Dr Yoshitsugu Aoki, from Oxford
University who sadly could not attend but joined us
via Skype link.
Other speakers on the day were Helen Kerr from
Queens University Belfast, who gave a repeat of
her excellent talk on transition from child to adult
services (See report on All Ireland Conference report).
Dr Denise McDonald, Consultant in Neurodisability
in Tallaght Hospital gave an interesting talk about
the need for a dedicated neuromuscular service for
children in Ireland and also highlighted some of the
barriers faced by clinicians in setting this up.
Overall it was a very interesting and varied morning
with a great range of speakers from all over the country.
The Information Sharing portion of the day finished off
with a delicious lunch and we were even lucky enough
to enjoy this in the sunshine! MDI would like to thank
all of the speakers who gave their time to present on
the day. Many thanks also to all of the members and
interested parties who attended on the day.

MDI Chairperson, Garry Toner, and CEO, Joe T. Mooney, with the attendees at the AGM 2014
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MDI House and the ‘Home From Home’
Apartment 2015
2015 has been the busiest year to date for MDI at
our Home from Home Apartment. During 2015 we
provided accommodation for 632 guests spread over
447 nights. The apartment still upholds the highest
standards when it comes to universal access and
cleanliness for our guests. The addition of the new
ramp has made the apartment much easer to access
and egress. This has been reflected in the feedback
from our clients in which many of them have said
that the “they have not seen this quality of accessible
accommodation anywhere in Ireland or abroad”.
Although some of the users of the Home from Home
Apartment are members of MDI, we have seen a
notable increase in other organizations wishing to
avail of the accommodation. The Home from Home
Apartment has the desired effect of being a centre
of excellence for any person with disability. In 2015,
the apartment offered many of the guests a valuable
insight into independent living. Many of these people
for the first time in their life had the opportunity to
leave their homes and to come and spend time in userfriendly self-catering environment. The groups which
have come to the Home from Home Apartment are:
•
•
•
•
•
•
•
•

Cheshire Ireland
Enable Ireland
Ataxia Ireland
St. John of Gods
St. Mary’s Nursing Home
Brothers of Charity
St. John Paul’s
Stewarts Hospital

activities we’ve seen other local community groups using
the facilities of our Training Room.
These groups have been primarily focused on
providing information and quality services to people
with disabilities. There has also been visitors from
local education institutes which have been interested
in the supports and facilities we provide. In 2015
we had Occupational Therapy students visit from
Trinity College Dublin, students from Ballyfermot
Senior College, the Club House Film Club and we also
hosted three events for the Chapelizod Community
Festival. They were all very inspired by the work of
Muscular Dystrophy Ireland and used this knowledge
to advance their awareness of people with disabilities.
The organizations which used our Board Room
Facilities were groups which would have particular
interest to many of our members. These groups were:
•
•
•
•
•
•

Post-Polio Support Group
Aiseanna Tacaiochta (AT Network)
Lucan Disability Action Group
MABS - Money Advisory & Budgeting Service
CIB Citizens Information Board
EMS Training

It is hoped that MDI will continue to develop their
relationships with other likeminded organizations
and they too can develop their services to meet the
needs of our clients. During 2015 the Training Room
and catering facilities were used by over 700 people
making it an invaluable resource in our community.

As well as the visitors we had from Ireland we have also
had many international visitors. Most of these visitors
have come from the UK however there have been
visitors as far as field as Australia, Germany and Hungary.
During 2015, MDI House and its Training Room/Board
Room have seen considerable interest from a wide range
of groups and organizations in our local community. The
Training Room has been used to provide many activities
for the members. These consist of regular Youth Groups
Activities, Computer Courses, Family Support Group and
monthly Manual Handling courses. In addition to these
“Home from Home’ Apartment
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Youth and Respite Support
Respite Support Service
The respite service is an essential support for people
living with muscular dystrophy and their families.
Services are coordinated by the Respite Coordinator,
Kate Power in conjunction with Margaret Goode
(Family Support & Clinic Coordinator) and the
former CEO, Mr. Joe T. Mooney (RIP).
MDI Respite Services are categorised as follows:
1. MDI Youth Respite
2. MDI Emergency Respite
3. MDI PA Respite
4. MDI Financial Contribution

MDI Definition of Respite
Respite care is short-term care that enables a family
take a break from the daily caring role. Respite care
can occur in the family home or in a variety of outof-home settings, and can occur for any length of
time depending on the needs of the family, and
resources available.
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MDI recognises that the person/child with muscular
dystrophy and family members both need to avail
of respite care services in order to maintain physical
health and emotional wellbeing.
The table below shows the expenditure of MDI
funds on respite over the past number of years.

MDI Respite Services Expenditure 2010-2015
		
Respite Services
Respite Services
Respite Services
Respite Services
Respite Services
Respite Services

Year

€

2010
2011
2012
2013
2014
2015

€915,588
€951,359
€962,806
€942,693
€915,780
€946,812

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

Respite Services delivered include
1. Personal Assistant Services

Personal Assistant and in-home
respite provided in 2015

2. Members support services

• 14,055 hours provided in 2015

3. Seven camps / breaks

• 11,786 hours provided by MDI Personal Assistants

4. Youth Services

•	2269 hours through external agencies (IWA, CIL,
bluebird care etc)

5. Power Soccer Support
6. Adult Social Services
7. Transport Services
8. Counselling

• 1216 emergency support hours provided in 2015
•	50 members received a personal assistant or
in-home respite support.
•	Up to 350 people benefited as MDI supports the
entire family including parents, sibling, partners
and carers.

17

MDI Family Support Service
Muscular Dystrophy Ireland (MDI) offers a family
support service to MDI members nationwide. The
Family Support service team consists of seven staff
that is professionally qualified health care staff
and they strive to provide a friendly, professional
service both individually and as a team. The team
cover the twenty six counties with the worker in
the Cork office covering Cork and Kerry, the worker
in the Mid-West covers Clare, Limerick and North
Tipperary, the Donegal worker covers Donegal,
Sligo and Leitrim, the South East worker covers
Wexford, Waterford, Kilkenny, Carlow, Portlaoise
and South Tipperary, the Galway worker covers
Galway, Roscommon, Mayo, Offaly, Westmeath
and Longford, there are two workers based in head
office one covers the South East of Dublin, Kildare
and Wicklow area and the other worker covers
North Dublin and the North East area Meath,
Cavan, Louth and Monaghan.
The role of the Family Support Team is to provide a
quality service which best meets the varied needs of
MDI members. This is achieved 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. The family support team promote,
encourage and advocate for independent decision
making by our members in keeping with the MDI
ethos. They 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.

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. They offer
information, emotional support and other support
or assistance requested by members under the
following categories where possible:
• Health issues
• Education matters
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• Employment / unemployment
• Entitlements
• Housing
• Counselling referral
• Advocacy
• Relationship building
• Active Listening Service
• Practical and emotional support
• They will 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
• They will also deliver presentations to schools,
disability groups and other health care
professionals involved in the lives of people living
with neuromuscular conditions in helping to
promote awareness

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. They aim to promote equality and
opportunity in education and employment and to
advocate for and encourage independent living.

MDI Family Support Team

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 networking events during the year so that
members from different areas can meet up and share
their experiences and have some fun together. Sadly
some types of muscular dystrophy are life limiting
and the FSW provides support for members before,
during and after a bereavement. The Family Support
Service organise social support networking events
throughout the year this enables adult members to
meet and network with other members and share
their experiences. A sample of the events that took
place in 2013 included Summer respite breaks, Annual
Christmas social networking groups, support group
coffee mornings, greyhound race nights, shopping
trips, self-care events for parents and carers, 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 support network in their community. Where
possible FSW will provide transport for members to
hospital appointments.

Neuromuscular Support Group
Muscular Dystrophy Ireland is organised a support
group for parents and carers of people diagnosed
with neuromuscular conditions. The aim of the
group is to provide information and support for
carers in a confidential and empathic environment.
Members of a support group typically share their
experiences and offer one another emotional and
moral support. Being part of a support group can
help develop new skills, cope better and feel less
isolated as connections are made with others facing
similar challenges. In addition, the members of the
group who are facing or have faced similar challenges
can support each other and may have suggestions
or new ways of dealing with a particular challenge
Perhaps one of the greatest benefits of a support
group is recognising that we are not alone that there
are other people who encounter the same challenges
and may feel isolated when caring for someone with
a neuromuscular condition. For more information on
the group please contact Head office 01/6236414.
If you require any further information on the
family support service please contact:
Margaret Goode,
Family Support / Clinic Co-ordinator
on 086 3834426 or email: margaret@mdi.ie
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Neuromuscular Clinics
In 2015, clinics for people with neuromuscular
conditions took place in five 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 staff, psychologists,
social workers and speech and language therapists,
should the need arise. The CRC clinics are run by: Dr
Declan O’Rourke, Consultant Neurologist Professor
Damien McCormack, Orthopaedic Surgeon Mr
Michael Stephens, and Orthopaedic Surgeon.

Beaumont Combined Clinic for Neuromuscular
and Respiratory Conditions, Dublin
This clinic is run by Dr Margaret O’Brien Consultant
Neurologist, and Professor Richard Costello
Respiratory Consultant and his team. The adult
muscle clinic is run on the third Friday of every
month. Members attending are seen by a neurologist
and can be referred onto other services within the
hospital should the need arise.

Temple Street Respiratory Clinic, Dublin
This is a multidisciplinary run clinic with no
permanent Consultant at the moment. A respiratory
consultant from Crumlin attends the clinics until a
new consultant is appointed. It is held in Temple
Street every three months for the young members,
and 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 are then 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.
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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.
The members attending this clinic are also seen
by a multidisciplinary team. Dr Niamh McSweeney
Cork University hospital runs four multidisciplinary
clinics in Enable Ireland Cork for members with
muscular dystrophy from the Cork Kerry area. There
were 54 multidisciplinary clinics held in 2015 with
the Family Support / Clinic coordinator from MDI
in attendance at all of the above clinics to support
members attending.
Should 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.

TD’s Day
MDI organises an annual lobby day, inviting
politicians to engage with members and staff. In
September 2015 members were invited to meet
their local TDs in an accessible environment at
Buswell’s Hotel, facing Leinster House. A prebudget was presented to the 36 politicians who
attended on the day. This was a great opportunity
for members of MDI to lobby their local politicians
for services they require.

Attendance at European Parliament
MDI’s Information & Research Officer, attended
an advocacy seminar run by European Federation
of Neurological Alliances (EFNA) in Brussels on
the 12–14th of October. The seminar included
workshops on social media, fundraising and
advocacy, with one workshop facilitated by former
Minister for Health, Mary Harney. This was followed
by a meeting at the European Parliament on the
subject of Stigma in Neurological Conditions.
Ireland was well represented at this meeting as it
was chaired by Marian Harkin MEP and co-chaired
by Nessa Childers MEP with Sean Kelly MEP also
in attendance. The conference ended with the first
ever EDFNA advocacy awards, where Irish politician
Gay Mitchell received an award for his work as a
policy maker in the field of epilepsy.
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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 and its members,
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, Occupational Therapists,
Physiotherapists, and Disability Area Managers etc.
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. MDI also works
with secondary schools and further education
colleges by providing student placements and giving
information and presentations where requested.

Clair Kelly attended the launch of
the Manifesto For Medical Research
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Opening of the
National Rare Diseases Office
Following the publication of the National Rare
Diseases plan in 2014, a new National office for
Rare Diseases was opened in the Mater Hospital,
Eccles Street Dublin in 2015.
The new office is responsible for building information
on the availability of expertise in Ireland for rare
diseases and making this available to patients and
doctors. It will also establish a helpline for patients
with access to a genetic counsellor and support
the HSE in the mapping and validation of centres
of expertise in rare diseases in Ireland, as well as
having a long-term role in rare diseases surveillance.
The functions of the office include:
• Centralisation of up-to-date Irish rare disease
information
through
Orphanet
Ireland
(www.orpha.net)

• The establishment of a rare disease information
help line to provide patients, families and health
care providers with information and support
relating to rare diseases (anticipated to be ready
late 2015)
• A website with information and links to relevant
rare disease services and organisations around
Ireland and Europe
• Development of national rare disease care
pathways and in time, the development of rare
disease registries.
MDI’s Joe T Mooney (RIP) was a patient representative
on the rare disease task force involved heavily in the
rare disease plan which led the way for the opening
of the office. The office was officially opened by
Minister Leo Varadkar on the 4th of June 2015.
The National Rare Diseases Office was officially
opened by Minister Leo Varadkar in June 2015
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Transport and Equipment
The MDI fleet of 12 mini buses are the back bone of
the services we provide. Time & time again, we get
feedback from our members stressing the importance
of having access to our fleet.

means the fleet is aging and is at the stage where
an upgrading programme is being planned. A lot
of fundraising ahead – perhaps – but the return on
having an intact functioning fleet is enormous.

The Youth Service is founded on bringing young
members to events in our buses and our YRWs being
able to travel to provide respite in member’s home,
our Respite Holidays to Galway are possible due to
the fact that we provide all the transport to, from and
on the holidays.

The equipment loans to members continue and it is
also a valuable service. Manual wheelchairs, power
chairs, ramps, shower chairs, commodes, hoists and
mobility scooters are available to members to borrow
for short to medium term loan periods. Again the
feedback from members attests to the times when
only MDI could help in their time of need. 2015 figures
show that on 93 occasions a piece of equipment was
loaned to a member or their family. Some of this
equipment was donated by kind members of MDI so
a huge thank you to those people and an assurance
that the equipment is being used by a very grateful
membership.

More and more of MDI’s FSW’s are using the buses,
they can bring large equipment to members for
them to trial the use of same and have also brought
members to HSE or Social Welfare meetings too.
We endeavour to maximise the use of the fleet at all
times. When our YRW’s are on TOIL or A/L their bus
can be loaned out to members and we have helped
many families by stepping in with a short term bus
loan in times of transport crisis for them.
Along with the YRW& FSW transport service we also
have a dedicated transport service in Cork, Kerry and
Leinster areas. 2015 figures show that the 2 buses
that cover these areas transported 2,209 individuals
on 1,194 trips excluding the 6 Respite Holidays. There
have been thirty occasions when the buses have been
loaned out to MDI members.
We have an excellent safety record in the transport
service and long may that continue. This is due to the
professionalism of our drivers and our commitment
to continuous training (GLUAIS) provided by Fleet
Co-Ordinator Darren Lyons. The maintenance of the
fleet is paramount and MDI have always ensured that
a huge emphasis is put on this area. All MDI buses are
NCT compliant and the passenger lifts & side steps are
serviced regularly.
Along with the Leinster area driver employed by MDI,
we also have Tim Hyland to help out on occasion. Tim
is a volunteer driver and has been a fantastic addition
to the Service. The fleet was as we know purchased
in the years 2005 to 2009 by the brilliant fundraising
and negotiation skills of the late Joe T Mooney. This
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To avail of any of the above services please contact
your local YRW, FSW or call the Dublin office.

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 e400,000 to
research in Ireland and the UK.
MDI’s Research Committee approved one new research
project for funding which commenced in 2015:
Prof Kay Ohlendieck, Maynooth University
“Biochemical evaluation of the tissue damagerelated matricellular protein Periostin as a novel
diagnostic, prognostic and therapy monitoring
biomarker of dystrophinopathy.”
Amount funded: e25,000
In addition to this project:
Prof Matthew Woods, Oxford University,
completed his MDI-funded study “Personalised
medicine for a rare disease: Multiexon skipping
targeting the out-of-frame mutation in exons 46
to 51 of the human DMD gene” in December 2015.
Collagen VI Alliance
MDI joined the Muscular Dystrophy Campaign
(UK), AFM (France), The Swiss Federation for

Neuromuscular Diseases and Cure CMD (USA) to
form the Collagen VI alliance. This is a collaboration
to fund research into Collagen VI deficiencies
(Bethlem and Ullrich’s Myopathy). MDI have pledged
e15,000 to the campaign over 3 years. The fund is
headed by Dr Marita Pohlschmidt in the MDC (UK)
New Foundations Research Grant
MDI made a joint application along with Trinity
College for a grant of e10,000 from the Irish
Research Council and were successful in this bid.
The team was headed by Dr Honor Nicholl and the
research focused on independent living for people
with neuromuscular Conditions and aimed to set
up focus groups at different locations around the
country. The research was conducted in June and
July 2015. 30 members of MDI participated in the
research and MDI await the finished report and
intend to use this information for awareness and
lobbying purposes.
MDI would not be in a position to fund research
without the support of our members who have
worked hard to raise research funds. Thank you
for your efforts.

Clair Kelly with Dr Honor Nicholl and Minister for
Education Jan O’Sullivan at the launch of the New
Foundations Grant.

25

Fundraising & PR
Fundraising is an essential part of MDI’s organisation,
supporting the continued provision of respite
support services, medical research, as well as the
Home from Home Apartment. It was a year of
significant change for both the Fundraising & PR
department, and MDI in general, many of the
national and regional fundraising events continued
to run with the same or, in some cases, greater
success. New ideas and projects have also emerged
and we look forward to their development in 2016
and beyond.
What has been clear throughout the year however,
is the importance of the wonderful support which
MDI continues to receive from members, friends,
supporters and volunteers. No matter how big
or small, every contribution made is very much
appreciated and we extend our sincere thanks to
everyone who makes MDI’s fundraising. Your efforts
have helped to raise a total amount of e99,096.02
for MDI in 2015.
Well done, and thank you!
Fair City Actors Clelia Murphy and Tony Tormey with
MDI members Fathia and Manal Akka at the launch of our
Awareness Day
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Fundraising Highlights 2015
1. Awareness Day Chocolates
2. VHI Mini Marathon
3. Bikefest
4. Poker Run for Naglis
5. Carrigallen Run
6. Skydive for MD
7. Trim Golf Classic
8. Greyhound Race Night
9. Orlaith Humphries Memorial
10. Mince Pie Morning

e11,035.86
e6,953.84
e17,081.86
e2,524.00
e1,811.00
e4,862.92
e6,576.23
e6,575.00
e1,990.00
e4,225.23

Awareness Day
The 2015 National Awareness Campaign was, again,
very successful and raised e11,035.86 through the
sale of the heart shaped chocolates and scented
candles. The amount raised was from ongoing
selling campaign around the Valentine’s Day period,
kindness and support received from MDI members
and friends, as various supporters taking boxes to
sell in their own communities and businesses. MDI
would also like to thank Melanie O’Connor and the
cast of RTE’s Fair City for their support of the event.

Mini-Marathon

Carrigallen 10k Road Race

Over 50 ladies took part in the Flora Ladies Mini
Marathon on the June Bank Holiday Monday 2015
and through sponsorship collection the event
raised approximately e6,953.84. Each year MDI is
continuously seeking ladies to take part and raise
valuable funds for the respite support services.

The 4th Annual Carrigallen Road Race was held in
Co. Leitrim on Saturday July 4th. Organised by the
Lyons family who are MDI members, the event was
again brilliantly supported by the local community
with countless participants and volunteers making
the day a great success, raising e1,811.00.

Bikefest 2015
The 9th Annual Ireland Bikefest took place from
the 29th May to the 1st of June in Killarney. MDI
continues to be the chosen charity for the event. The
Ireland Bike Fest in conjunction with the Gleneagles
Hotel raffled a Harley Davidson in aid of MDI. The
sale of the tickets and other merchandise produced
an amazing result of e17,081.86. Thank you to
the outstanding work of everyone who assisted in
selling the tickets and all the MDI volunteers who
distributed them on our behalf. The Bikefest has
grown from strength to strength and we would
also like to express sincere thanks to management
and staff at the Gleneagles Hotel in Killarney for
organising this fantastic event and for continuing to
support MDI.

Poker Run for Naglis
In June, a Motorcycle Poker Run was organised
by the friends and family of MDI member, Naglis
Montvilas. The event, which involved a motorcycle
rideout across North Dublin & Meath, raised e2,524.

MDI staff and volunteers at Killarney BikeFest 2015
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Skydive for MDI

Greyhound Race Night

e4,862.92 was raised thanks through SkyDive from
MDI last year. A huge thank you to Audrey Ward,
David Finnegan, Declan Cahill, Johnathan Cahill,
Stacie Collins, Theresa Hatton and Eileen Gleeson
who participated in the SkyDive and also organised
a Table Quiz as part of their fundraising efforts.

This year the 10th MDI Annual Race Night which
was held in the Shelbourne Greyhound Stadium
took place on Saturday, 17th October. It was a great
night, with an excellent turn out from members
and MDI supporters who travelled from all over the
country. Many thanks to everyone for their
continued support and we would like to acknowledge
in particular the generosity of our race and
raffle sponsors, which helped raise e6,575.

Trim Golf Classic
Niall Winters (MDI member) and Paul Harris from
Trim continually support MDI in organising the
Annual Trim Golf Classic on September 19th in aid
of MDI. This year with great effort from both Niall
and Paul, the 6th Annual Golf Classic raised the
tremendous amount of e6,576.23. As in previous
years, the golf classic was a huge success due to the
great dedication and hard work of the organisers,
as well as the kind support of the people of
Trim. However, this year’s event proved to be of
special importance as, during what was difficult and
challenging, it served as a truly positive reminder of
the strength and potential of the MDI community,
and the inspiring role it continues to play.

Orlaith Humphries Memorial
In 2015, the family of MDI member Orlaith
Humphries established a fund, in memory of Orlaith,
with the intention of raising funds to support MDI’s
Home from Home apartment. e1,990 was raised.

Mince Pie for MDI
The Mince Pie for MDI was a late addition to the
fundraising calendar but proved extremely successful
as six Christmas Coffee/Mince Pie Mornings were
held around Ireland, raising e4,225.23

MDI staff Erica Baird and Amanda Gurren at the annual greyhound night
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Youth Worker Helen Martin takes on the Lego
firewalk challenge for MDI

Contact Details
Head Office

Family Support Workers

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

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

MDI Head Office Staff
John Bennett

Chief Executive Officer
(Replaced Joe T. Mooney, deceased
September 2015)

Kate Power

Respite Coordinator
(maternity cover provided by Erica
Baird)

Margaret Goode	Family Support & Clinic Coordinator
Clair Kelly
Information & Research Officer
Owen Collumb
Facilities Co-Ordinator
Sheila Murphy
Accounts
Patrick Flanagan	Fundraising & PR Coordinator
Hubert McCormack Administrator
Antoinette Roche Administrator
Jimmy Murray
Receptionist

MDI Regional Offices
MDI Galway Office
Galway Technology Park
Tara Rock, Parkmore, Galway
Tel: 091 395497
MDI North West Office
Donegal Centre for Independent Living Offices
Ballymacool, Letterkenny,
Co. Donegal
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
MDI Mid West Office
c/o Spina Bifida & Hydrocephalus Association,
Delta Retail Park, Ballysimon Road,
Co Limerick.

(Replaced Liam Broughall, March 2016)

Northern HSE Area (North Dublin)
& North Eastern HSE Area
(Cavan, Louth, Meath, Monaghan)
Glenn D’Alton

086 3834428

Western HSE Area (Galway, Mayo, Roscommon)
& Midlands HSE Area (Longford, Offaly, Westmeath)
Lisa Fenwick
086 6066106
Mid-Western HSE Area
(Clare, Limerick, North Tipperary)
Ciara O’Rahilly

086 3879159

South Eastern HSE Area
(Carlow, Kilkenny, South Tipperary, Waterford, Wexford)
Marie Kealy
086 6066107
Southern HSE Area (Cork, Kerry)
Norma O’Sullivan

086 3899266

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

Youth / Respite Workers
Eastern Region (Dublin, Kildare, Wicklow)
Helen Martin
086 6066109
North Eastern Region (Cavan, Louth, Meath, Monaghan)
Amanda Gurren
086 6066108
(Replaced Eva Caulwell December 2015)

Midlands Region (Laois, Longford, Offaly, Westmeath)
Sinead Glennon
086 3899285
Western Region (Galway, Mayo, Roscommon)
Elaine Walsh
086 3899286
(Replaced Aisling Tarmey)

Southern Region (Cork, Kerry)
Mary-Rose O’Driscoll

086 6066104

South Eastern Region
Ciara Hennessy

086 6066104

Drivers
Eastern Region
Darren Lyons
Southern Region Pat O’Callaghan

086 3899262
086 8207872
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Your support is ensuring that MDI is growing from strength to strength

30

Muscular Dystrophy Ireland Annual Report 2015

31

32

Muscular Dystrophy Ireland Annual Report 2015

