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Chairperson’s
Report
Dear Members and Friends,
It has been another busy year for MDI with changes in staff and
demand on the service increasing due to the large number of
members now registered. However, in true MDI fashion we have
met the demand and continue to do so thanks to support given
by volunteers, members and of course our dedicated staff.
Last year we had a tremendous AGM which took place in Croke
Park. It was the largest AGM in the history of MDI with over
120 attendees. This successful AGM was organized in part by
our former CEO Mr. John Bennet who had the foresight to have
a new style for members young and old. I would like to thank
John for his work whilst with MDI. In September we appointed
Mr Tom Nolan as an interim CEO while we began the process
of appointing a new person to the position. I would also like to
thank Tom for his time with us.
In January 2017 we appointed Mr Richard Lodge as our new
CEO. Richard had vast experience working for the health
service in the UK and Ireland. He began his career as a Medical
Scientist specialising in Haematology and Blood Transfusion
in London along with also working in the National Blood
Transfusion Service in the UK. Richard relocated to Ireland
where he spent 10 years as Director of Operations and
then as Hospital Manager in St Luke’s Cancer Hospital in
Rathgar, Dublin. We look forward to working with Richard and
supporting him in his new role.
In July MDI received the sad news of the passing of Florence
Dougall our esteemed Executive Treasurer, member and
friend. Florence had been involved with MDI since the mid
80’s holding the positions of Chair and Vice-Chair. Florence
was always supporting MDI through good times and bad, she
took particular pride in selling our Awareness Chocolates and
Christmas cards. I remember her jokingly asking me; “how
many boxes have you sold?” to which I replied; “definitely not
as many as you!” She then gave me a wry smile!
In October we had further sad news of the passing of Martin
Naughton who was a former Chair, Vice Chair, Board and
Council Member. Martin was always on hand to support MDI
whenever he was requested to do so. He is sadly missed by all
of us and by the wider community of people with disabilities. I
would like to express our sympathies to all families and friends
who have had bereavements over the past year.
MDI continues to fund research into the treatment of
neuromuscular conditions and for the improvement of quality
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of life for our members. 2016 was an important year in
developing the scope of our research and there are currently
six projects benefiting from the MDI research fund. In addition
to this, MDI successfully received funding for two research
projects from the Health Research Board, thus injecting a
further e50,000 into neuromuscular research on top of the
e71,608 currently pledged. There have been many exciting
developments in medical research over the past few years and
MDI is committed to contributing to this knowledge.
The LoveMDI Campaign continued in February, this new
awareness week has proved to be very successful for us. We also
had numerous fundraising events which included the Bikefest in
Killarney, this was the 10th anniversary of MDI being the events
official charity partner. The women’s mini Marathon was also on
the June Bank Holiday, we had 56 women representing us and I
would like to thank all the participants. Other fundraising events
were Carrigallen 10k Race/Walk, Kilimanjaro Climb for MDI
Challenge, ‘Over The Hill Cycling Club’ Cork, Loughill Walking
Club, Co Limerick, Treadmill Challenge at the Moynalty Steam
Threshing Festival in August, National Collection Day in Tesco
stores, New Ireland Assurance, Ladies Fairways Golf Society,
Connect Kerry Women in Business Awards and the many other
fundraising events which I have failed to mention which took
place across the country.
The summer camps proved again to be very successful with
our members. Once again we had more members than places
available. To those who did attend the feedback was very
positive. The members enjoyed socializing and meeting with
others with the condition sharing stories, having fun and
partaking in various activities.
I would like to extend my gratitude to the Executive/National
Council who have been a tower of support throughout the
year. I would also like to thank the staff of MDI who helped
make this year such a positive and successful one for all of
us at MDI. I would also like to thank members of staff who
have departed our organization for their professionalism and
contribution to us. Of course as an organization I also express
my gratitude to volunteers and branches across the country for
their continued dedication and support.
Go raibh maith agat.
Garry Toner
National Chairperson
Muscular Dystrophy Ireland

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.

Summary of MDI’s impact in 2016
• 1 National Conference
• 8 Information and Awareness talks
• 72 Members supported on Respite Camps
• 219 Youth Home and Hospital Visits
• 226 Requests for information
• 661 guests accommodated in our Home from Home apartment
• 737 members supported by our family support service
• 851 Youth Sport and Social Activities
• 1,836 Extended family members supported by the family support service
• 2,035 Transport Journeys Provided
• 15,228 hours of Personal Assistance provided in the home
• e71,608 Pledged to Research into finding a treatment for neuromuscular conditions
• e109,645 raised through MDI’s Fundraising activities
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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,
northeast 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.

Muscular Dystrophy Ireland has:
724 Individuals with neuromuscular conditions
are registered as members of MDI. Continued
support is also provided to a number of
bereaved families.

MDI Membership increase over the last 10 years
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Who does MDI support?
MDI supports people who have muscular dystrophy
and related neuromuscular conditions and their
families. These conditions are characterised by the
progressive weakening and wasting of the muscles.
They can affect adults and children. Some forms
arise at birth or in childhood, others may not
manifest themselves until later in life. Each type of
muscular dystrophy arises from a different genetic
mutation or deletion which is inherited from one or
both parents or is due to a spontaneous mutation.
This means that there are 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 724 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.

Breakdown of membership by county (31st December, 2016)
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Information
A key function of MDI is to provide accurate and relevant
Type of query statistics
information to people with neuromuscular conditions,
Insurance 1%
their families, healthcare and education professionals
Genetic
Testing 1%
and the general public. MDI’s Information Officer is
Transport/Vehicles
1%
based in the Head Office in Dublin and provides a
Misc
Entitlements
7%
nationwide service. Queries are received by phone,
7%
email, letter and in person from people who would
like information about neuromuscular conditions and
Aids/Devices
related issues such as research, entitlements, accessing
7%
equipment and adaptations etc.
In 2016 the Information Officer responded to 226
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.
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.

MDI Website Visitor Statistics 2016
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Research &
Treatments

Statistics

21%

New Diagnosis

7%

19%

Neuromuscular
Conditions

12%

MDI Services

17%

Over 10,000 full colour quarterly MDI Newsletter
were distributed in 2016 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.

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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AGM 2016 and National Conference
Muscular Dystrophy Ireland’s Annual General Meeting
and conference took place in Croke Park Stadium
on Saturday the 7th of May. Approximately 140
members and family members were in attendance on
the day and over 20 children were entertained in our
kid’s zone.
The day began with the business of our AGM. All in
attendance were welcomed by MDI chairperson, Garry
Toner and the meeting began with the reading of the
chairperson’s report. Tribute was also paid to Mr Joe T.
Mooney former CEO who passed away in 2015. The
accounts were accepted and the election of officers
took place.
After the AGM lunch was provided and we were
treated to two presentations. Mr Donal Byrne first
gave a presentation on Powerchair Soccer and there
was some excitement as he then made the draw for
the AIPF National Cup final and Shield final.

Donal O’Sullivan from the Association of Irish Powerchair Football
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The next speaker was Dr Aileen Lynch from the
School of Nursing and midwifery in Trinity College
Dublin. Dr Lynch was a member of the team who
conducted the independent living study for people
with neuromuscular conditions. This study was
collaboration between MDI and TCD and was funded
by the Irish Research Council.
During the afternoon, members were invited to select
one of three practical workshops to attend. The first
workshop was on education and was jointly led by
Ms Aoife McNicholl and Mr Garry Toner. Aoife is
a Psychology student in DCU and has represented
Ireland in Powerchair Soccer on a number of occasions.
Aoife is also a member of MDI. Mr Garry Toner is the
chairperson of MDI and works as a Disability Officer
in Institute of Technology Tallaght. Both Aoife and
Garry spoke about their own experiences of education
and gave advice to workshop attendees on a range of
issues.

Dr Aileen Lynch, TCD, Clair Kelly, MDI, Dr Declan O’Rourke, Temple Street Hospital and Dr Catherine Tracey, TCD

The second workshop was independent living and was
jointly led by Mr Owen Collumb, facilities co-ordination
at MDI and Dr Aileen Lynch and Dr Catherine Treacy
from Trinity College. Owen has a wealth of experience
in the independent living movement and gave pearls of
wisdom from his own personal journey. Dr Lynch and
Dr Treacy were researchers on the MD Independent
Living study.
The final workshop was on research and was facilitated
by Dr Declan O’Rourke, Paediatric neuromuscular
consultant in Temple Street Children’s Hospital. Dr
O’Rourke gave a summary of current medical research
and took questions from the audience on individual
topics of interest.
While all of the workshops were taking place, the
younger members had a great opportunity to take a
tour of the stadium and even had the chance to go up
on the roof of Croke Park as part of their skyline tour.
A great day was had by all.
MDI would like to thank all of our members who
attended our AGM and conference. We would also like
to thank the speakers who gave up their time and the
staff at Croke Park for their service on the day.
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Muscular Dystrophy Ireland
Family Support Service
MDI Family Support Team

Role of the Family Support Team

MDI Family Support Service Muscular Dystrophy
Ireland (MDI) offers a family support service to MDI
members nationwide.

The role of the Family Support Team is to provide a
wide range of information and support to members,
their extended family and carers.

The Family Support service team consists of six
dedicated staff striving to provide a friendly,
professional service both individually and as a team.

The team offer information, emotional support and
other support or assistance requested by members
under the following categories where possible:

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,
the workers based in head office cover the South East
of Dublin, Kildare and Wicklow area, and 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.
724 Members and 1836 extended family members
were supported by the Family Support Service in
2016.

12

Muscular Dystrophy Ireland Annual Report 2016

• Health Issues
• Education Matters
• Employment / Unemployment
• Entitlements
• Housing
• Counselling Referral
• Advocacy
• Relationship Building
• Active Listening Service
• Practical and Emotional Support
•	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.
The team organises support meetings to enable
members to come together to share their life
experiences. The Family Support Worker 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
Family Support Worker 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 2016
included Summer respite breaks, Annual Christmas
social networking groups, support group coffee
mornings, greyhound race nights, shopping trips, selfcare 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,
Family Support Workers will provide transport for
members to hospital appointments.

MDI staff with ‘Mr. Ireland’, Karl Bowe, for MDI Awareness Day
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Clinic Support
Neuromuscular clinics took place in
five locations in 2016
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 clinic run by Dr Fiona Healy
Consultant. The clinic is held the first Wednesday
of every month 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, respiratory physiotherapists who has
just been appointment to the clinic. 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, Tallaght, Dublin
This clinic runs a multidisciplinary paediatric clinic
every three months by Dr. Webb, Consultant
Paediatric Neurologist for young members up to
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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
Dr McSweeney 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.
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.

Clinics 2016
CRC, Beaumont, Tallaght and Temple Street
Month

Members

No. of Clinics

January

83

6

February

40

3

March

50

3

April

99

7

May

30

3

June

48

4

July

64

4

August

45

4

September

80

6

October

52

4

November

79

5

December

66

5

Total

736

54

The Youth Service
There are currently six Youth Respite Workers
delivering youth services in the following regions in
the Republic of Ireland:
1 Eastern Region - Dublin, Kildare, Wicklow
2 Western Region - Galway, Roscommon, Mayo
3 Southern Region - Cork , Kerry
4	
Midlands Region - Offaly, Westmeath,
Longford, Laois
5	
North Eastern Region - Meath, Cavan,
Monaghan, Louth
6	
South Eastern Region - Carlow, Kilkenny,
Waterford, Wexford, South Tipperary
Through the Youth service, members firstly get
to know their youth worker and then have the
opportunity to take part in the many activities that
are organised. These activities include home visits,
social outings, youth clubs, Easter and summer
camps and hospital respite.
Youth workers support, encourage and enable our
young members to get out and about in their
communities. Through our youth clubs, social
outings and camps, members have to opportunity
to make friends and maintain friendships already
made. The peer support that is both given and
received is invaluable.
In 2016 the Youth Service supported 851 Sport and
Social Outings and 219 Home and Hospital Visits.
In encouraging our members towards independence
there are a number of camps held throughout the
year. Our respite camps are for the most part the
first stride towards independence for our young
members. For many it is their first time away from
home and their families. The experience and life
skills gained are instrumental in their lives. The
supports offered to our members through the youth
service also have a beneficial impact on parents and
siblings.
The youth respite team would like to thank our
members for their participation over the last year
and here is a little sample of the activities from our
camps and outings around the country:

Trip to Dublin Zoo • Ireland Rugby Matches • Trip
to Reptile Zoo • Sports Day • Comicbook Workshop
• Car Shows • Aviva Stadium • Tayto Park • Viking
Tours • Panto Trip • Thomond Park • Cookery Day
• Chocolate Factory • Visit to Bunratty Folk Park •
Pizza Making • T-shirt Tie-dyeing • Lego workshop Leamit • Night Out at the Dogs • Day Trip to Athlone
• Lullymore Park • Disney on Ice • Shopping • Girls
Day Out - Limerick • Cinema • Camp Re-unions
• Armagh Planetarium • Halloween Party • Nebula
Interactive Day • Guinness Storehouse • Epic Ireland
• Drumming Workshop • Ireland Rugby & Soccer
Games • Bowling • Dynamo Magic Show • Baking
Workshop • Art Workshop
In 2016, the youth service teamed up with the
Naas Sports Partnership to provide a day filled with
sports and fun for all members of all abilities to
attend and participate in. MDI Youth Workers came
together with almost 30 young members from
throughout the country for what was a successful
and thoroughly enjoyable day for all. The group
ranged from 6 years right up to teenagers. The
day involved a range of sports activities including
obstacle courses and badminton, which were
adapted in which way was needed for all members
to participate. All the young members enjoyed
getting involved in sports which may have not
been as accessible or adequately adapted in other
scenarios. The Sports Day is an activity which the
youth service will continue to organise every year.

Youth Respite Workers provided the following
level of services in 2016:
Activity
Phone Support
Transport
Social Outing
Youth Clubs
Home Visits
Member Support
Power Soccer
Hospital Visits
Case Conferences

No:
2082
139
381
309
204
29
22
14
8

15
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MDI Holidays & Camps 2016
MDI continues to develop the respite holiday
programme each year and in 2016 six holidays /
breaks were held:

No: Month: Age Group: No of participants:
1. April
26+ adults
12
2. May
50+ adults
12
3. July
18-25yrs
12
4. July
15-17yrs
12
5. August 11-14yrs
12
6. Sept
18-25yrs
12
Total: 		
72
In total 72 members participated in the respite
holiday programme during 2016, engaging in
activities such as visiting the Bunratty Castle,
Salthill Aquarium, dogs race night, table quizzes,
treasure hunts, arts & crafts, shopping, cinema,
fishing, bowling, pizza making, movie making, day
trips to the fire station and army barracks, live in
house music, shopping, spa days and much more!!
72 members were supported on Respite Camps
in 2016

The respite holiday programme provides an
invaluable service to members and families by
providing a respite break thus supporting up
to 430 people (including parents, partners &
siblings). The friendships created and maintained
through camp between members is both heart
- warming and invaluable and throughout the
year the youth service is key in helping to
maintain these friendships between members
from throughout the country through the various
activities and outings organized.
Below are some comments from young members
on camp:
‘I am so happy I went to Galway, I had the
best week and cannot wait for next year’
‘I have made loads of new friends from camp
and loved every minute of it’
‘I am really glad my youth worker told me
about camp, I was nervous at the start but
now I cannot wait for next year and to see
my friends again and go to the Huntsman for
dinner’
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MDI Respite Service 2016
The respite service is an essential support for people
living with muscular dystrophy and their families.
Respite services are coordinated by the Respite
Coordinator Ms. Kate Power and the Family Support
& Clinic Coordinator Ms. Margaret Goode.
MDI Respite Services are categorised as follows:
1
2
3
4

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

• Six Respite Holiday Camps
• Youth Services

• Transport Services

MDI provided 15,228 Personal Assistance Hours
in 2016
The table below shows the expenditure of MDI
funds on respite over the past five years.

MDI Respite Services Expenditure 2012-2016
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• Family Support Services

• Adult Social Services

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. 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.

Respite Services
Respite Services
Respite Services
Respite Services
Respite Services

• Personal Assistant Services

• Power Soccer Support

MDI Definition of Respite

		

Respite Services delivered include

Year

€

2012
2013
2014
2015
2016

€962,806
€942,693
€915,780
€946,812
€1,042,909
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• Counselling

Personal Assistant and in-home
respite provided in 2016
• 15,228 hours provided in 2016
•	12,960 hours provided by MDI PAs
•	2268 hours through external agencies (IWA,
CIL, Bluebird, Home Instead etc.)
•	43 members received a personal assistant or
in-home respite support
•	Up to 300 people benefited as MDI supports
the entire family including parents, sibling,
partners and carers

MDI Personal Assistant Hours
Regional Breakdown 2016

HSE
Region
PA Hours
CHO 1 Sligo, Leitrim, Donegal, Cavan, Monaghan
2164
CHO 2 Galway, Mayo Roscommon
31
CHO 3 Clare, Limerick, North Tipperary
921
CHO 4 Kerry, Cork
1081
CHO 5 Carlow, Kilkenny, Wexford, Waterford, S. Tipp
1007
CHO 6 Dublin South East, Dun Laoighaire, Wicklow
10
CHO 7 Dublin South City, Kildare, West Wicklow
2677
CHO 8 Laois, Offaly, Longford, Westmeath, Louth, Meath 1250
CHO 9 Dublin North West
6087
Total:		
15,228

MDI PA’s / Agency PA’s

All MDI respite services such as personal assistants,
in-home support and home help services aim to promote
independent living for people with muscular dystrophy
and also to support family members. MDI Personal
Assistants (PA), enable people with disabilities to live
as independently as possible in their local community.
PA’s provide assistance with the activities of daily living,
including traveling to work, studying or participating in
social life. These supports ensure that the physical and
emotional well-being of the person and their family are
maintained, reducing emergency or crisis situations.

MDI House
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MDI House and the “Home From Home”
Apartment 2016
2016 has been the busiest year to date for MDI at
our Home from Home Apartment. During 2016 we
provided accommodation for 661 guests totalling 501
room bookings. After much consultation and feedback
from the users of the apartment it was decided to
attempt to increase the size of the living room area
and lobby area of the apartment. Throughout the
year we brought together the necessary people with
the skills in order to complete this work. The drawings
and the fire safety statements were completed in
December 2016 and the commencement date was
set for an early 2017.
The addition of the access ramp and the new
upgrades to the lobby and kitchen area have
made the apartment maintain its high standards
in universal access and design for all people with
disabilities. The feedback we received from our
clients is crucial in regards of how we endeavor to
meet their needs as service users.
The apartment continues to offer many of our guests
the opportunity to experience Independent Living.
For many of them it has been their first time to
take a short break outside the walls of institutional
living. This service has been really appreciated by
the organizations which have regularly used the
apartment for respite during the year. Some of
the groups still enjoying the facilities are Cheshire
Home, Enable Ireland, Ataxia Ireland, St. John of
Gods and the Brothers of Charity.
661 Guests were accommodated in the Home
from Home apartment
Additionally we continue to have an increasing
number of people with disabilities using the
apartment from abroad who have heard about
quality of service we provide. The international
visitors have come from many different countries
which have included France, UK, Germany, USA
and Hungary. Their feedback has been extremely
positive and it is always vital to have an international
perspective on some of the services we are providing.
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In order to improve the experience for visitors and
members, landscaping work was carried out on the
grounds of MDI house. The work was carried out by
“Outside Options”, winner of the gold medal at the
Bloom festival in the Phoenix Park. The work with the
addition of the ramp and storage facility has made
for a more pleasurable experience for everyone who
used the Home from Home apartment.
During 2016 MDI House and its Training Room/
Boardroom have been used by a wide range of
organizations and local community groups. The entire
downstairs in MDI House has undergone complete
review of its fire safety and access requirements.
In 2016 we completed an entire evaluation of the
building and its standards regarding fire safety and
access. This work was completed by fire safety experts
and now the building has been brought up to the
highest standards within the public buildings sector.
MDI House continues to be a center of excellence
for all people to work in as equal participants. We
endeavor to provide the facilities to all employees
regardless of their disabilities so they can maximize
their own potential within the organization. In
the year of 2016 we offered many members the
opportunity to complete their work experience with
Muscular Dystrophy Ireland. The valuable experience
they have gained during their time with us will
hopefully manifest itself in their future careers.
We also have welcomed many external students and
professionals to MDI and given them presentation
on our organization and the services it provides.
These students, community healthcare workers,
occupational therapist and other voluntary service
providers have gained a greater knowledge of our
organization and we have continue to work with
them on delivering services to our members.
The Boardroom has been used by a number of
different organizations for their management
meetings and community activities. This allows
them to have a facility that meets their needs and
provides access for all their membership. It also

promotes our organization in the community and
creates a social inclusion for all. The groups that
have used our building during 2016 are diverse, they
have included Lucan Disability Action Group, PostPolio Support Group, Disabled Drivers Association,
Ataxia Ireland and many others.
Throughout 2016 the Boardroom has been promoted
as a training facility. This has created a large increase
in numbers of training organizations using the

building for training purposes. It also has generated
an additional income for MDI which has gone
toward our vital services. We have been particularly
fortunate in our relationship with Ballyfermot Senior
College and Clondalkin College of Further Education
which we provide Manual Handling training to all
their Social Care students. Going forward in to 2017
it is anticipated that we will keep these relationships
ongoing and develop our training facility further.
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Transport and Equipment
Muscular dystrophy Ireland has a fleet of twelve specially
converted minibuses that cover the whole country. The
majority of these buses are used by the Youth Respite Workers
as part of their daily work with our younger members.
In addition to this there are three dedicated drivers who
provide a transport service to members. This service
includes transporting members to and from hospital
and clinic appointments, social outings and respite care,
and also delivering MDI loan equipment such as hoists
and wheelchairs to hotels and members’ homes.
Our dedicated transport service is based in Dublin
and Cork, with 1.5 Whole time equivalents (WTEs)
in Dublin and 0.6 WTEs in Cork. Between them
they completed 2,035 journeys in 2016, providing
transport to a total of 4,000 members.
The transport service has an excellent safety record and all
staff using MDI vehicles take part in continuous GLUAIS
training. A Fleet Co-ordinator is in place to insure all buses
are NCT compliant and undergo frequent servicing.
MDIs transport fleet ranges between 8 and 16 years
old. In 2017 we need to start putting in place a vehicle
replacement programme to ensure that MDI can
continue to provide this vital service into the future.
2,035 Journeys in MDI Vehicles, supporting
members with transport and equipment

Equipment Service
As well as providing a dedicated transport service to
our members, MDI also have a range of mobility aids
and appliances that are available on loan to members
on a short term basis. It is recognised that wheelchairs,
hoists, shower chairs and other equipment are central
to many of our member’s needs. MDI strives to
provide essential aids for members who require such
equipment in emergency situations.

Donation of equipment to Bosnia
In 2016, MDI supported the organisation IZVOR
“The Association of Parents of Children with Special
Needs”, in the town of Srbac in Bosnia, who were
in need of equipment for practical support. MDI
identified and arranged for a range of second hand and
used equipment to be sent over to Bosnia.
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This equipment included: 4 electric wheelchairs, 3
manual wheelchairs, 1 scooter, 2 hoists, 2 shower
chairs and an electric backrest.
Personal Assistant, Mihajlo, provided his services free
for the purposes of this project, departing from the MDI
offices (in one of MDI’s busses) to set sail on a 17 hour
ferry crossing from Dublin to France before embarking
on a 2,000km road trek across Europe to eventually
arrive at IZVOR in the town of Srbac in Bosnia.
On Tuesday 23rd February, Mihajlo handed over
the equipment to the people at IVZOR. Everyone at
IZVOR was extremely happy and delighted to see him
arrive with so much equipment, most of which is very
scarce in Bosnia. He spent the whole day assembling
the equipment for them and demonstrating how
everything worked. None of the staff working at
IZVOR had ever seen a hoist until then so Mihajlo
spent some time showing them how to use it. As
for the electric wheelchairs, he said that most of the
clients had never had one and therefore couldn’t wait
to get into them.
Everyone at IZVOR was extremely grateful to MDI
for helping to get this equipment for them and they
conveyed their deepest gratitude and appreciation
to everyone at MDI for such a generous donation.
MDI is happy to be able to assist an organisation
which provides similar supports and services to its
community of members but in much more challenging
circumstances. We wish IZVOR the very best in the
work that they do and we look forward to hearing of
positive developments in the future.

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 strives to provide the best possible services
for our members and in doing so, also collaborates
with the Irish Wheelchair Association and Lucan
Disability Action Group. As an organisation, MDI
keeps up to date with big-picture, cross-sector
issues through membership of The Wheel and the
Charities Institute of Ireland.
MDI In 2016, MDI staff joined representatives
from all over Europe at a meeting organised by
PTC Therapeutics, the manufacturer of Translarna.
The aim of this collaboration was to identify,
based on real-world evidence, the needs for
specific indications and to improve research and
development activities.
MDI also works with secondary schools and further
education colleges by providing student placements
and giving information and presentations where
requested.

Rare Disease Day 2016
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Research
One of MDI’s aims is to fund and support research
relating to muscular dystrophy. This includes
biomedical research, which might look at what
happens in the body when someone has muscular
dystrophy, or tries to identify potential therapies. It
also includes social research, which might examine
issues like education and quality of life. In 2016 the
total amount for funding pledged to research was
e71,608.
All requests for funding are submitted to the MDI
research committee, consisting of 5 members of
MDI. Projects are sent out for international peer
review and are discussed by the research committee
based on their peer review score, their relevance to
the condition muscular dystrophy and the quality of
the submission.

MDI Funded Projects
In May 2016 we provided a grant of e14,515 to
Prof Thomas Walther from University College Cork
for his project “Angiotensin – (1-7) has beneficial
effects in muscular dystrophies : identification of the
role of satellite cells”

Medical Research Charities Group/
Health research Group Joint Funding
Scheme
MDI also made applications to the Health Research
Board for the Medical Research Charities Group and
Health Research Board Joint funding scheme. This is
a scheme whereby the HRB fund 50% of the research
project and the Charity fund the other 50%.
MDI were delighted to have two successful
applications to the value of e100,000, half of which
will be covered by the Health Research Board. The
successful projects are:
Professor Kay Ohlendieck, Maynooth University
“Comparative mass spectrometric profiling of the
dystrophin complexome in normal versus pathological
muscles with differing degrees of fibre degeneration”
Dr Declan O’Rourke giving a research
review at National Conference 2016
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And
Dr Melissa Bowerman, Oxford University
“Investigating the Role of TWEAK/Fn14 in SMA”
MDI is continuing our support of the Collagen VI
Alliance funding research into the rare conditions
affected by Collagen VI deficiency. This project is
in conjunction with Muscular Dystrophy UK, AFM
France, Cure CMD in the USA and the Swiss Centre
for Neuromuscular Research.
MDI will continue to fund research which aims
to find treatment and improve quality of life for
people living with neuromuscular conditions
e71,608 Pledged to Medical Research into
Neuromuscular Conditions

MDI Research Presented at European
Conference
On Friday the 27th of May 2016, MDI’s Information
and Research Officer travelled to the European
Conference for Rare Diseases in Edinburgh,
Scotland. Here she presented the findings of MDI’s
Independent Living study, conducted in collaboration
with the School of Nursing and Midwifery in Trinity
College. MDI would like to thank the team at TCD,
Dr Honor Nicholl, Dr Aileen Lynch, Dr Catherine
Treacy, Ms Carmel Doyle, Ms Geraldine Prizeman
and Ms Jessica Eustace-Cook for their work on the
project and also to thank the Irish Research Council
for funding the study.

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.
In 2016 the research department aimed to take a
fresh look at its activities rebranding the “Have a
Heart” awareness campaign to the new LoveMDI.
There was a new emphasis on our activities in
Corporate Engagement and some changes to our
Bikefest Raffle. A total of e109,644.97 was raised
through MDI’s Fundraising & PR activity including
the following activities and events:
1 LoveMDI

e15,317.13

2 National Harley-Davidson® Raffle e21,630.84
3 Marathons & Runs

e11,000+

4 Tesco Fundraising

e18,000+

5 Christmas Fundraising

e4,000+

6 Corporate Fundraising

e10,000+

7 Community Fundraising

e25,000+

LoveMDI
The LoveMDI Campaign was a reinvention of MDI’s
Annual Awareness Day. A two-week awareness
campaign was introduced around the original
February 14th date, and included a rebranding of
the event to support the media, social media and
fundraising promotions.
LoveMDI has two main objectives; Firstly, to
promote and share the positive life experiences of
MDI members and their families, fostering a positive
attitude towards living with muscular dystrophy;
Secondly to raise funds for MDI support services
through the sale of LoveMDI/Valentine’s Day
Chocolates. Over e15,317.13 was raised through
the LoveMDI Chocolates in 2016.

Tommy Thornton and Iadhnait Gallagher launching the
LoveMDI campaign with the help of model Sarah Morrissey
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National Harley-Davidson® Raffle
2016

Christian and Martina Mayse
with Liam O’Moanlai

The annual National Harley-Davidson® Raffle took
place at the Ireland Bikefest from June 3rd - 6th. In
2016 a new text ticket system was put in place, and
there was an increased level of media promotion. A
number of public personalities supported the raffle,
including TDs Michael and Danny Healy-Rae, Mr.
Ireland Karl Bowe, Musician Liam O’Maonlai, and
GAA Star Kieran Donaghy.
The patrons of the Ireland Bikefest and our MDI
members continued to be the most important
contributors to the Harley-Davidson® Raffle, with
their hard work and good will raising e21,630.84.
Thank you to everyone involved who helped to
make, and will continue to make the raffle one of
MDI’s most important events of the year.
Politicians Danny and
Michael Healy Rae at
the launch of the MDI
Raffle

Kerry Footballer Kieran Donaghy
with Mikayla O’Sullivan

Manal Akka with ‘Mr. Ireland’, Karl Bowe
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Marathons & Runs

Tesco Fundraising

Ladies and gents alike took part in several Marathon,
Mini Marathon, and Charity Run events for MDI in
2016. Taking place across the year, some of the
bigger events included the VHI Women’s Mini
Marathon, Cork Mini Marathon, and Limerick Fun
Run. Over e11,000 was raised from the various
events and MDI is continuously seeking participants
and supporters for these events nationwide.

In 2016 MDI was supported by Tesco Ireland for
three separate fundraising initiatives.
In February/March MDI held Bag Packs in six Tesco
stores, and was also selected in eight stores for the
Tesco Blue Token/Community Fund. In November,
the MDI National Collection Day took place in
thirty-five stores across the country with the
support of over 120 volunteers. Over e18,000 was
raised with the support of Tesco and our volunteers
in 2016, thank you to everyone who helped make
the difference.
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Christmas Fundraising

Community Fundraising

Christmas Card sales and MDI Christmas Coffee
Mornings helped to raise over e4,000 in 2016. Both
campaigns received increased levels of support
from the previous year and in addition to the funds
raised, helped to raise awareness of MDI and the
support services we provide.

Without doubt, the most important element of
MDI’s fundraising activity is Community Fundraising.
There is a special value in the efforts of a community
that raises funds, awareness and people’s spirits,
and these activities are an essential support for MDI
throughout the year.

Corporate Fundraising

Fundraising efforts like the Carrigallen Run, Over
The Hill Cycling’s Race Around Ireland, and the
Murray’s Kilimanjaro Climb raised over e2,000,
e4,000 and e10,000 respectively and we want to
thank their organisers and every fundraiser who
has supported our organisation and community in
2016.

A new area of fundraising that continues to develop
is corporate fundraising. MDI has received support
from a number of businesses and organizations who
have either supported or coordinated fundraising
events. These efforts have contributed greatly to
our fundraising success, and is something that will
grow into the future. We would like to acknowledge
the following corporate supporters from 2016:
New Assurance Ireland, Grant Thornton, Mazars, Bus
Eireann, Vodafone Ireland, United Hardware, ESB
International, Peter Mark, Wayne Elliot Engineering.

The Over the Hill Cycling Club taking
on the Race Around Ireland
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Contact Details
Company registered name 	Muscular Dystrophy
Society of Ireland Ltd.
Company registered office 	75 Lucan Road,
Chapelizod, Dublin 20
Country of registration

Ireland

Company Number		

60460

Registered Charity Number

20012038

CHY Number 		

6489

Head Office
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

MDI Regional Offices
MDI Midlands Office
c/o Carers Association
Market Square, Tullamore, Co. Offaly
Tel: 05793 46795

National Executive 2016
Garry Toner		

National Chairperson

Derek Farrell		

Vice Chairperson

Florence Dougall		

Company Secretary

(deceased, July, 2016)

Hazel Bridcut		

Company Secretary

Elaine McDonnell		

Treasurer

Ephraim Purcell		

Executive Member

(Co-opted)

Grace Greene		

Executive Member

Maureen Brennan		

Executive Member

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

National Council 2016
Garry Toner

Derek Farrell

Hazel Bridcut

Florence Dougall

Elaine McDonnell

Ephraim Purcell

Grace Greene

Maureen Brennan

Robert Vaughan

Eileen Mayse

Daniel Phelan

Daniel Stack,

Aishling Glynn

Aoife McNicholl

Deirdre Dooley

Terry Dullaghan

Oliver McHale

Madeline O’Neill

Linda McDonald

Sharon Roulston

MDI Cork Office
c/o Irish Guide Dogs for the Blind
National HQ & Training Centre
Model Farm Rd, Cork
Tel: 021 4214052
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Your support is ensuring that MDI is growing from strength to strength
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