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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
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,
Welcome to another MDI Annual Report. It is that
time of year that we look back at the achievements
of the organisation. This has been another very busy
and exciting year for MDI as you will see as you read
through this report.
One major development during the year was Translarna
(Ataluren), the first ever treatment for Duchenne
Muscular Dystrophy. It received conditional approval
for marketing in Europe in August 2014.
It is a priority that new treatments become readily
available and I look forward to more new developments
in the near future. MDI has funded another two
additional research projects in 2014 and is very excited
about hearing the outcome over the next few years.
As I have stated in the past, 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. MDI funding was cut by a further
1% in 2014.
The local government elections took place on the 23rd
of May 2014. This election was different to all previous
local elections. Significant reform has taken place to
transform local government, with greater emphasis on
enhancing decision-making power at a local level. The
local county councils are responsible for decisions on
funding and the development and oversight of local
community and economic plans. MDI members need
to get involved in these groups to ensure people with
disabilities are not forgotten about.
The Charities Regulatory Authority [CRA] was
established on the 16th of October and Ms Úna Ní
Dhubhghaill was appointed as the Chief Executive
Officer. This means that any charities established

before the 16th of October 2014 now have until the
16th of April 2016 to apply to be included in the
Register of Charities.
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 each and
every fundraisers for their endeavours. Funding is an
ongoing battle for the organisation especially during
these difficult economic 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.
I would like to thank all the members of the National
Executive and National Council for their time and
support throughout the year. I would also like to
thank all the members and friends who are part of the
Research and Trust Fund Committees for giving of their
time and expertise. Thanks also to all the staff for their
hard and dedicated work over the past twelve months.
2015 will bring even more challenges, but the economic
forecast is positive for the coming year which hopefully
will benefit the membership. As I say each year, MDI
is a very unique organisation because of its members’
focus, and I will strive to ensure that this worthy
attribute will always remain etched in our philosophy,
this is what protects and strengthens the MDI.
Regards,
Joe T Mooney
Chief Executive Officer
Muscular Dystrophy Ireland

Chairperson’s report
Dear Members and Friends,
I was delighted to be nominated as Chairperson again
at last year’s AGM. This is my second period of being
Chairperson and the changes from my previous time
have been tremendous, particularly with the building
of our new state of the art premises. The success story
of MDI has grown partly thanks to this facility and off
courses our dedicated staff, board and volunteers.
The inaugural European Powerchair Football Nations
Cup took place in Limerick from 17th – 20th July.
There were six nations taking part and this event
was also a qualifier for the 2015 FIPFA World Cup
finals. The Irish team finished fourth and qualified for
the World Cup in Brazil this year. In this tournament
we also had the player of the tournament Aoife
McNicholl, which was a great achievement in such a
competitive tournament.
The annual bike fest took place in Kilarney from 30th
May until 1st June. MDI have been involved with this
event since 2006, with volunteers going to sell tickets
and collect for the organization. Once again the Bike
Fest was a major success and thanks must be attributed
to all who helped out over this busy weekend.
On the 21st June Eoin Fenton from Kildorrery, Co Cork,
did a skydive to raise funds for MDI. Eoin himself has
the condition, he jumped from the plane at a height of
4,000 meters. He landed safely and in the process he
helped to raise the tremendous amount of e25,171.
On the 24th August we had great sadness within the
organization when we heard that our dear friend and
colleague Judy Windle had passed away. Judy had
been involved with MDI since its inception in 1974.
She had many roles to play being secretary, vice
Chairperson and Chairperson. Judy continued to be

a member until her untimely passing. She is greatly
missed but I have no doubt that she is looking over us
with an eagle eye.
The 7th September was the first ever World Duchenne
Awareness Day. The aim of the day was to create
awareness of the condition. MDI marked this occasion
by the planting of Japanese maple tree on the
premises. We had Cllr Paul Hand representing the Lord
Mayor of Dublin to do the ceremony. MDI staff also
released balloons to mark the occasion.
MDI National Tesco Christmas Appeal Day was
held in Tesco stores across the country on Friday
12th December. The funds raised were for the
National Respite Services. We had 150 volunteers
helping on the day in the various Tesco outlets. We
collected e16,012.55 which will go towards helping
our members who need the support of the Respite
Services. Thanks goes to all those who helped and
supported us on the day.
Again 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.
We continue to be a member-led organisation which
helps us to focus on strategies and polices that are
relevant to those with neuromuscular conditions.
MDI is the strong organization it is today due to
your efforts. We wil continue to be member-led and
member-driven which hopefully makes a difference to
the members’ lives.
Go raibh maith agat,
Garry Toner
National Chairperson
Muscular Dystrophy Ireland

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.

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.

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, northeast and north-west.

Muscular Dystrophy Ireland has:

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

672	Individuals
with
neuromuscular
conditions registered as members of
MDI, as well as 84 bereaved families
who continue to avail of support
6

Offices nationwide

7

Branches

Who does MDI support?
Breakdown of membership by county
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 672 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’s increasing membership 2006-2014

Membership of MDI by diagnosis

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,
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. A
total of 220 individual information requests were
received in 2014 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.

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. In 2014 the information
officer gave talks to 70 students of Physiology
and Health Science in IT Carlow as part of Science
Week. A talk was also given to Clinical Measurement
Students in Dublin institute of Technology. This
course qualifies cardiac and respiratory scientists.
Educating allied health professionals is an important
part of the work MDI does in creating awareness of
Neuromuscular Conditions. In 2014, MDI also used
the Home from Home apartment as a resource
in educating allied health professionals. Thirty
Occupational Therapy students from Trinity College
and a group of 8 Occupational Therapy Assistants
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 to this end the information officer attended
a number of public events including setting up a stand
at the West Dublin Health Fair as part of South Dublin
County Council’s Health and Wellbeing week. MDI also
attended the Westmeath Health and Disability 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.

Raising awareness
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
around the country. This combined approach is

FSW Joanne with Information Officer Clair
at the West Dublin Health Fair

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.

Information Days & Conferences
AGM 2014
The MDI Annual Conference & Annual General
Meeting (AGM) took place in the offices of Muscular
Dystrophy Ireland on Saturday 26th April 2014.
Prior to the AGM, a number of invited guest speakers
reported on their respective research projects which
Muscular Dystrophy Ireland are currently funding.
The following speakers attended on the day
Mr. Steven Carberry, NUI Maynooth
“Establishment of a protein biomarker signature for
x-linked muscular dystrophy: Identification of novel
integral muscle proteins by mass spectrometrybased proteomics”
Ms Jennifer Manning
“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?”
Dr. Jeremy Rhodes, University of East Anglia
“An investigation into the role of double-stranded
RNA pattern recognition receptors in myotonic
dystrophy.”

Barry Buckley, MDI, HR & Development
Coordinator, MDI
The MDI Home from Home apartment was one
of the projects selected from 500 entries globally,
as an innovative practice for accessibility and
independence. Barry gave a short presentation and
video on MDI and the Home from Home Apartment
which was also presented at a EU & UN funded
conference in the United Nations Headquarters,
Vienna, Austria in March 2014.
Mr Brian Wood, Grapevine Assistive Technology
Grapevine Computer Access is a software application
that helps people with physical disabilities to gain
full access to a Windows™ device – without needing
to use a standard keyboard or mouse. It was
developed in Ireland by a Computer Programmer
and a Speech and Language Therapist who have used
their knowledge and experience to develop a highquality, easy-to-use computer access application.
Stella O’Brien, Citizens Information Centre,
Ballyfermot
Stella (Manager of the Ballyfermot Citizen’s
Information centre) gave an overview of the service
and what they can offer to MDI members.

Chairperson Elaine
McDonell and CEO
Joe T Mooney with
Dr Jeremy Rhodes

MDI House and the “Home From Home”
Apartment 2014
“Home from Home” Apartment
2014 has been the busiest year to date for MDI at
our Home from Home Apartment. During 2014 we
provided accommodation for 480 guests spread over
280 nights. The apartment still upholds the highest
standards when it comes to access and cleanliness for
our guests. 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 many 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 centre of
excellence for any person with disability. In 2014
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 user
friendly self-catering environment.
The groups which have come to the Home from Home
Apartment are:
•
•
•
•
•
•

Waterford Cheshire Home
Enable Ireland
Ataxia Ireland
St. John of Gods
St. Mary’s Nursing Home Phoenix Park
Brothers of Charity

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 New Zealand and
America.
During 2014 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 Yoga Group Meeting on a Monday morning,

Computer Courses run over a three week period and
a Family Support Group run on Wednesday evenings.
In addition to these 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. Towards
the end of 2014 we had Occupational Therapy
students visit from Trinity College Dublin, students
from Ballyfermot Senior College and a number of
secondary school students who had particular interest
in the Young Scientist Awards. 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:
•
•
•
•
•

LEAP Ireland
Aiseanna Tacaiochta (AT Network)
Lucan Disability Action Group
MABS - Money Advisory & Budgeting Service
CIB Citizens Information Board.

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 2014 the Training Room
and catering facilities were used by over 500 people
making it an invaluable resource in our community.
“Home from Home” retains it’s
Bord Fáilte 4-star rating

Youth and Respite Services
MDI Definition of Respite
Respite care is short-term care that helps a family or
an individual to take a break from the daily routine
and stress. Respite care can occur in the person’s
home or in a variety of out-of-home settings, and
can occur for any length of time depending on the
needs of the individual and available resources.
MDI recognises that the individual with muscular
dystrophy and their family members both need to
avail of respite care services in order to maintain
physical, psychological and emotional wellbeing.

Despite experiencing funding cuts over the years,
we strive to continue to deliver our services at the
optimum level for our members.
In 2014, the respite services delivered include:
• In Home Respite Care Services
• Summer Personal Assistant Services
• 9 camps / breaks
• Youth Services
• Power Soccer Support

Respite and Youth support

• Adult Social Services

MDI respite services are fundamental; they are
one of the most essential supports we provide for
our members who live with Muscular Dystrophy.
Respite serves huge benefits for our members as
well as their family and carers. MDI aim to help
out our members when needed, trying to make life
easier for everyone involved, decreasing the stress
and anxiety that can often arise when daily living
plans are disrupted. We want our members to be
able to live full active lives, and we aim to provide
respite where we can to assist with this. Our respite
services can be implemented in times of struggle,
but also for the purpose of enjoyment and to assist
members to play an active role in their community.
Our service is currently coordinated by Ms Erica
Baird (providing maternity cover for Ms Kate Steele)
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
As you can see from the following table MDI
continues to prioritise and fund as much respite
services as possible each year.

• Transport Services

MDI Respite Services Expenditure 2009-2014
		
Respite Services
Respite Services
Respite Services
Respite Services
Respite Services
Respite Services

Year

€

2009
2010
2011
2012
2013
2014

€717,797
€915,588
€951,359
€962,806
€942,693
€951,780

• Counselling
• Aids & Appliances
In home respite provided in 2014 included over:
• 12941 Hours by MDI Respite Care Workers and
Personal Assistants
• 1248 Hours provided through external agencies
(funded by MDI)
• 130.5 Additional Hours for specific events/
activities

The Youth Respite Service
There are currently five Youth Respite Workers
based in the:
• East: covering Dublin, Kildare, Wicklow.
• South: covering Cork and Kerry.
• Midlands: covering Longford, Westmeath, Offaly,
Laois.
• West: covering Galway, Mayo, Roscommon.
• Northeast: covering Meath, Louth, Monaghan,
Cavan.
The youth workers work directly with our young
members with Muscular Dystrophy. Our youth
workers spend time with the members, whether
in the home or getting them out and about. The
youth workers aim to introduce members and to
assist them to meet other peers with Muscular
Dystrophy. We have found these connections to
be invaluable, particularly as the individuals get to
develop meaningful relationships with people who
truly understand their journey. Youth workers, assist
families by getting our younger members out more,
enjoying their local communities and pursuing their
interests. The youth workers can also assist to link
families in with the wider services that MDI provide
when needed, for example our facilities such as the
MDI Home From Home apartment, or linking families
in with the Family Support Workers if needed.
Some of the Activities the Youth Workers
Completed in 2014 include:
Activity
Phone Support
Social Outings
Youth Clubs
Home Visits
Transport
Hospital Visits
Power Soccer

No:
991
305
267
148
50
20
26

Other activities organised by the Youth Respite
Workers in 2014 included:
•

3 youth respite camps

•	National and joint Youth Clubs: pumpkin
carving, pyjama party, make-up day
•	Social trips to locations such as Dublin Zoo,
book clubs, fire station, Aviva stadium,
Atlantic Air Venture, Lazer tag, boat trip,
aquarium, to name a few.
•	Home visits (including help with homework,
educational support, arts and crafts, cookery
and independence skills)
•

Transport

•

Workshops: arts & crafts, pizza making.

•	Power soccer, including Aviva power soccer
event, development day – Limerick.
•

Playstation tournaments

•

Hospital Visits

•

Transport

MDI Out-Reach Youth Service
MDI continues to support members and families in
areas where there are currently no youth workers
situated. Youth workers have held youth clubs in
the South East and in the Mid-West.
In 2014 some of the other services we provided
within our out-reach youth service include:
9 members attended camp
5 members stayed in the Home from Home
apartment
9 members dealt with Youth Respite Workers, via
home visits and social outings.

Respite Camps
MDI continues to develop the respite break/camps
programme each year and in 2013 seven holidays /
breaks were held:
Age Gp

Month

Venue

Participants Days

Adults

March MDI, Dublin

11-14 yrs

April

Kilcuan, Galway

18-25 yrs

May

MDI, Dublin

Adults

May

Kilcuan, Galway

18-25 yrs

June

MDI, Dublin

15-17 yrs

June

11-14 yrs

July

18-25 yrs

August MDI, Dublin

Adults

August Kilcuan, Galway

6

5

11

6

5

6

11

6

5

6

Kilcuan, Galway

12

6

Kilcuan, Galway

12

6

7

6

10

5

Including parents, sibling & carers up to
316 people benefited from the MDI Camp
Programme 2014.

In total 79 members participated in the respite camp
programme during 2014, engaging in activities
such as the Lighthouse cinema, The Woolshed,
zoo, Butler’s tour, Battle of the Boyne, shopping,
Jameson storehouse, games night, Aiken Barracks,
Guinness Storehouse, Art exhibition, Dartfield Horse
Museum, Spa Day, live music, fishing, boat trip,
Glasnevin museum, Gaiety Theatre, Salthill, race
night, pizza making, Aquarium, Castle tour, movie
making. We at MDI always encourage our members
to choose what they would like to do on camps, as
we feel it is important that they assist us to mould
how their week goes.
The feedback we have received from members for
our camp programme has been very positive and
we endeavour to continue to deliver an enjoyable
experience for all.

Family support
Muscular Dystrophy 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
who are 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 Dublin, Kildare and
Wicklow area and the other worker covers North
Dublin and the North East Meath, Cavan, Louth and
Monaghan.

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
• Employment / unemployment
• Entitlements
• Housing
• Counselling referral
• Advocacy
• Relationship building
• an Active Listening Service

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.

• Practical and emotional support

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.

• Support Groups and Social Groups / outings

• 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

• 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.

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.
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.

Neuromuscular Support Group
Muscular Dystrophy Ireland is currently running
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.
The group meet every Wednesday from 7 to
8.30pm at Muscular Dystrophy Ireland head office
at 75 Lucan Road, Chapelizod Dublin 20.
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

Support Provided

Neuromuscular Clinics
In 2014, 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 staff, psychologists,
social workers and speech and language therapists,
should the need arise. The CRC clinics are run by:
Dr Bryan Lynch, 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 Professor Orla Hardiman
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 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, 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..

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. There were 48
multidisciplinary clinics held in 2013 with a member
of MDI staff 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
In September 2014 MDI organised a TD’s day in
Buswell’s Hotel for members to meet their local
political representative in an accessible environment.
At this event, the report of the National Survey
was launched and a pre budget submission was
distributed to all in attendance. MDI members had
the opportunity to speak with 25 politicians from a
variety of constituencies and parties and were given
the chance to voice their concerns on a number of
issues affecting them.

Medical Card Review
In July 2014, the HSE began a review of medical
card provision. The aim of this review was to
develop a framework for medical card eligibility to
take account of medical conditions. An expert panel
was set up to prioritise certain conditions based on
medical need.
Muscular Dystrophy Ireland’s Information Officer
submitted a statement to the expert panel
requesting that Muscular Dystrophy be one of
conditions prioritised for medical card eligibility.
MDI also made representations on behalf of our
members through the Neurological Alliance of
Ireland and in Consultation with Children in Hospital

Ireland. MDI recommended to the government
that Muscular Dystrophy features highly on the
list of priorities for medical card eligibility under
this framework. MDI’s information officer also
participated in a workshop with the HSE advocacy
unit during this process.

MDI National Survey 2014
In September 2014, MDI conducted a national survey
of member’s needs A total of 171 people responded
to the National Survey which is a response rate of
24.92%. Of these respondents 60% were people with
muscular dystrophy, 37% were parents of a child
with MD the remaining 2% did not specify. Member’s
ages ranged from 2 years old to 80 years old, with an
average age of 36.26 Important Issues Highlighted
• 15 Families are currently on council housing
waiting lists
• Particular issues with housing for families with
more than one member affected
• Six people have had their medical card withdrawn
• Five members waited 12 months for domiciliary
care allowance
• 38% of adults unemployed down on 42% in 2009
• 114 people or 68% of respondents require daily
care from a family member. This has not changed
from 2009

MDI members and staff meeting
politicians at TD’s Day

• 26 people need more Personal Assistant hours.
A total of 9060 hours are needed which is down
from 16,796 in 2009
• 40% experienced delays in accessing equipment
down on 47% from 2009. Twenty five members
have experienced delays in obtaining wheelchairs
from the HSE, 7 were waiting over 12 months
• 38% of adults with MD are unemployed. This is
over 3 times the national average of 11.5%
The results of the national survey were presented to
25 politicians and will be used in the future to lobby
for the best possible supports for MDI members.
The survey gave members a chance to have their
voices heard and is an important tool for advocacy
and policy development.

First World Duchenne Awareness Day
The 7th of September 2014 was the first ever World
Duchenne Awareness Day. This event was run by the
United Parent Project MD in collaboration with patient
organisations from 39 different countries worldwide.
The aim of the day was to create awareness of
Duchenne Muscular Dystrophy and it is hoped that it
is the first of many to come. MDI marked the occasion
by planting a tree in our head office to mark the
occasion. We were honoured to have Cllr Paul Hand in
attendance representing the Lord Mayor of Dublin. Cllr
Hand planted a beautiful Japanese Maple tree on the
grounds of MDI house.
Cllr Hand said: “Thank you very much for inviting me
here today to plant a beautiful Japanese maple tree
on this premises to highlight and mark the day which
demonstrates that MDI is here to support and provide
information to individuals and families living with the
condition”
As well as this, MDI staff released balloons in solidarity
to mark the occasion. MDI also used Social Media
on this day to share information about Duchenne
Muscular Dystrophy.

Cllr Paul Hand Planting a tree at
MDI house to mark the first World
Duchenne Awareness Day

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. Inclusive of these two buses we currently
have a fleet of twelve. As the buses are getting older,
there is an increasing amount of maintenance required
to keep the fleet running smoothly. This is something
that MDI will be looking at going forward.
All MDI buses with the exception of the Renault
Master and the Nissan Interstar are available to
members of MDI for loan. The availability of the buses
is on a first come first served basis, and when the bus
is not being used to provide services by MDI staff. It
is subject to terms and conditions that are aimed at
members’ safety and the integrity of the vehicles.

The MDI fleet is a crucial part of the respite camps as
it allows transport for members to and from same.
Days out and group activities are made possible and a
standard of comfort and safety is guaranteed.
MDI sometimes use the services of third party
transport providers when our two full time buses
are booked out. The standard of service and safety
provided by these companies is of the highest order
and is constantly monitored by management at MDI.
MDI also has some equipment which members can
borrow for short to medium term loan periods. This
includes standard hoists, travel hoists, shower chairs/
commodes, wheelchairs (adult/child/manual/power),
profiling beds, ramps and scooters.
The transport and equipment service is coordinated
from the Dublin Head 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 e320,000 to
research in Ireland and the UK.

Dr Dervla O’Malley, University College Cork
“Does cross talk between corticotroppin-releasing
factor and interleukin-6 underlie skeletal and smooth
muscle inflammation and dysfunction in the mdx
mouse model of Duchenne Muscular Dystrophy”

MDI’s Research Committee approved two new research
projects for funding which commenced in 2014:

Dr Stella Lefter, Cork University Hospital
A Population-based epidemiological study of adult
neuromuscular disease in the Republic of Ireland.

Dr Dervla O Malley, Prof Ken O Halloran and Ms
Jennifer Manning University College Cork
“To determine if changes in inflammatory status in
respiratory muscles contribute to loss of respiratory
muscle function in mdx mice”
Total: e10,000
Professor Matthew Woods,
University of Oxford
“Personalised medicine for a
rare disease: Multiexon skipping
targeting
the
out-of-frame
mutation in exons 46 to 51 of the
human DMD gene”
Total: e20,000
Collagen VI Alliance
In 2014 MDI joined the Muscular
Dystrophy Campaign (UK), AFM
(France), Cure CMD (USA) and the
Swiss Federation for MD Research 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.
In addition to continued support of
the following projects completed
in 2014:
Dr Jeremey Rhodes, University of
East Anglia
“An investigation into the role
of double-stranded RNA pattern
recognition receptors in myotonic
dystrophy”

CEO Joe T Mooney with Dr Dervla O’Malley UCC

Fundraising & Public Relations
MDI host a variety of national and regional
fundraising events throughout the year to fund
respite support services and medical research.
2014 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’s 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.
MDI would like to thank all the people who kindly
made financial contributions towards the respite
support services, medial research, and the “Home
from Home” Apartment in 2014. All donations
great and small are sincerely appreciated and
are very important to ensuring continuity of the
support services. The total amount raised through
fundraising in 2014 was e134,378.48.

Highlights of the Fundraising
Campaigns 2014
1. The National Christmas Appeal in Tescos
e18,761.53
2. Eoin Fenton Sky Dive e25,171.00
3. Trim Golf Classic e5,174.09
4. Dundalk IT Fundraiser e11,273.00
5. Valentine’s Day Campaign e6,161.21
6. The Flora Women’s Mini Marathon e9,083.39
7. Ireland Bike Fest e12,711.60
8. Greyhound Race Night in Shelbourne Park
Stadium e4,017.00
9.The 3rd Annual Carrigaline 10K Road Race
e2,325.35
10. Power Soccer Raffle e6,690.00

1. Tesco Christmas Appeal
Thank you everyone who took part in and supported
the MDI Tesco Christmas Appeal on 12th December
2014. This was a very successful campaign and
raised a net total of e16,012.55 for MDI’s Respite
Support Services. Over 150 volunteers gave up their
time to collect across 52 Tesco stores nationwide. A
press release was issued to the press and broadcast
channels and four regional newspapers covered
the campaign (Kildare Post, Donegal Democrat,
Connacht Tribune and Limerick Leader). Four radio
stations also covered our campaign and interviewed
both Patrick Flanagan (MDI Fundraising Intern /
Member) and Amy Bramley (MDI Fundraising / PR
Coordinator). Overall the campaign was a great
success.

2. Eoin Fenton Skydive
Anyone who has ever thought about doing a
skydive does not do so lightly but for Eoin Fenton
from Kildorrery, Co Cork, that feat was even more
admirable, as the teenager who has muscular
dystrophy, leapt from a plane to raise money for
Muscular Dystrophy Ireland. Eoin completed a 30
second free fall and two minutes of gliding from
the daunting height of 13,000 feet on the 21st of
June. This was no mean feat, as he undertook the
skydive to raise funds and increase the awareness
of Muscular Dystrophy Ireland. To date Eoin and
his family have raised over e25,000 for MDI – an
amazing achievement on both counts. Eoin is a
student in CBS Mitchelstown and since he first
announced his wish to do the skydive, which took

place in Offaly at the Irish Parachute Club, the
support he has got from his school community,
friends, neighbours, relatives and people from across
the area has been ‘overwhelming’. “We have been
blown away by the support he’s received and the
support from his friends has been second to none.
Eoin and his family wish to thank everyone who
organised an event and who sponsored and gave
generously. A huge thank you to Eoin and his family
from all at MDI. What a magnificent achievement.
Congratulations and well done.

3. Trim Golf Classic
Niall Winters (MDI member) and Paul Harris from
Trim continually support MDI in organising the
Annual Trim Golf Classic in aid of MDI. This year
with great effort from both Niall and Paul, the
Golf Classic raised the tremendous amount of
e5,174.09. RTE Sports Presenter and Commentator
Darragh Maloney generously gave his time for free
to support year’s event which once again took place

in the South Meath Golf Club, Trim. Co Meath. As in
previous years, the golf classic was a huge success
due to the kind support of the people of Trim. Thirty
one teams participated and the event received
continued support and generosity from local shops,
businesses and individuals in Trim and surrounding
areas. The presentations and raffle was held on
the night in the Malt Bar which saw RTE’s Darragh
Maloney taking to the stage and giving a great
speech and presenting the winners with their prizes.
A very enjoyable evening was had by all involved.
Music was performed by “Back Beat” and DJ Christy
played tunes into the early hours! All funds raised at
the Golf Classic will go towards funding the respite
support services which provides a break for both
carers and members living in Co. Meath.

4. Dundalk IT Fundraiser
In 2014, 4th Year Business Studies students at
Dundalk IT raised over e11,273 for MDI through a
range of innovative and fundraising events. From
the 1st to the 3rd of April these students, as part
of their ethics class, helped to increase awareness
of muscular dystrophy (and disability issues in
general) while also raising much needed funds
for MDI. Some of the events included, wheelchair
basketball (where able-bodied individuals played
basketball in wheelchairs) “A Day in the Life” of a
wheelchair user (where non-disabled students spent
a day in a wheelchair) and a “Raising Bail Event” to
help free Paddy (the college priest)! All of these very
unique ideas, along with a College Bar DJ and Raffle
helped to raise a tremendous amount for Muscular
Dystrophy Ireland.

7. Ireland Bikefest

8. Greyhound Racenight

Since 2006, The Gleneagle Hotel in Killarney,
Co Kerry and Harley Davidson Ireland has been
supporting Muscular Dystrophy Ireland with
our Awareness and Fundraising activities. This
fundraising initiative has gone from strength to
strength each year and has raised over e110,000
for MDI since its conception. The 2014 rally of the
now well established “Ireland Bikefest” took place
from 30th May to the 1st June. The total sum of
e12,711.60 was raised at this year’s event through
the sale of tickets, MDA Harley Davidson pins and
donations. This is a great testament to all concerned.
Muscular Dystrophy Ireland would like to thank the
Staff and Management of the Gleneagle Hotel in
Killarney for once again organising and hosting a
fantastic event. Thanks also to everyone who sold
and bought tickets and pins and helped to make this
fundraising initiative a great success.

On Saturday the 18th of September 2014, the 9th
MDI Benefit Annual Greyhound Race Night took
place at Shelbourne Park, Dublin. A great night was
had by all who attended and this event raised the
substantial amount of e4,017. MDI would like to
thank all sponsors of this event. Thanks also to the
businesses, companies and individuals who placed
adverts in the racing booklet and to those who
kindly assisted with financial contributions and
donated prizes for the draw and raffle. A special
word of thanks to Liam Caulfield from Dublin who
sponsored the beautiful trophy for the event. And
finally, thanks to everyone who purchased / sold
tickets.

9. Carrigallen Road Race
Among the 150 people that took part in the Annual
Carrigallen 10K Road Race was the beautiful Dublin
Rose Roisin Lyons from Clonsilla whose father
Gerry hails from Carrigallen. The race was held on
the 5th of July in aid Muscular Dystrophy Ireland
(MDI) and with the tremendous support from the
local community the event raised e2325.35. This
money will go towards funding the respite support
services Muscular Dystrophy Ireland provide to
individuals and families affected by muscular
dystrophy and allied neuromuscular conditions.

MDI Would like to thank everyone who helped
with fundraising efforts throughout the year

Contact Details
Head Office

Family Support Workers
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East Coast and South Western HSE Area
(South and West Dublin, Kildare, Wicklow)
Liam Broughall
086 3830966

MDI Head Office Staff
Joe Mooney
Kate Power

Chief Executive Officer
Respite Coordinator
(maternity cover provided by
Erica Baird)
Margaret Goode	Family Support & Clinic Coordinator
Information & Research Officer
Clair Kelly
Facilities Co-Ordinator
Owen Collumb
Accounts
Sheila Murphy
Patrick Flanagan	Fundraising & PR Coordinator
Hubert McCormack Administrator
Antoinette Roche Administrator
Receptionist
Jimmy Murray

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)
& North Eastern HSE Area
(Cavan, Louth, Meath, Monaghan)
Ciara Hamilton

086 3834428

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

086 3879159

South Eastern HSE Area
(Carlow, Kilkenny, South Tipperary, Waterford, Wexford)
086 6066107
Marie Kealy
Southern HSE Area (Cork, Kerry)
Darryl Pearson

086 3899266

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

Youth / Respite Workers
Eastern Region (Dublin, Kildare, Wicklow)
Helen Martin
086 6066109
North Eastern Region (Cavan, Louth, Meath, Monaghan)
Eva Caulwell
086 6066108
Midlands Region (Laois, Longford, Offaly, Westmeath)
086 3899285
Sinead Glennon
Western Region (Galway, Mayo, Roscommon)
Aisling Tarmey
086 3899286
Southern Region (Cork, Kerry)
Mary-Rose O’Driscoll
086 6066104
(maternity cover provided by Ciara Hennessy)

Drivers
Eastern Region
Darren Lyons
Southern Region Pat O’Callaghan

086 3899262
086 8207872
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