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Newsletter of Muscular Dystrophy Ireland - with updates on research,
information, fundraising, social activities and upcoming events.

MDI ponchos came in handy at
the BikeFest in Killarney.

The winner of the Harley Davidson Paudie Mangan from Killarney, Co Kerry pictured on his new bike with his family,
BikeFest organisers, MDI staff and volunteers at the Ireland BikeFest in Killarney on 31st May. More on page 15.
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MDI Annual Conference & AGM

M

uscular Dystrophy Ireland’s AGM
took place on Saturday the 23rd
of May in MDI House in Chapelizod. As is tradition, the morning started out with a series of talks showcasing MDI’s involvement in research
throughout 2014. The variety of speakers
showed the many different levels that MDI
have contributed to both scientific and social
research over the past 12 months.
The morning was opened by our chairperson
Garry Toner who thanked everyone for
attending. Following this our Information and
Research Officer Clair, gave a brief update
on the Collagen VI Alliance, which is a
collaboration of MDI, Muscular Dystrophy UK, Cure
CMD, AFM Telethon and the Swiss Foundation for
Neuromuscular Research to fund research into the
rare conditions Ullrich’s Muscular Dystrophy and
Bethlem Myopathy.
Dr Rosie Gowran, a lecturer in Occupational
Therapy in the University of Limerick then gave a

Dr Rosie Gowran, lecturer in Occupational
Therapy in the University of Limerick ,
presenting at MDI.

presentation on her research into Wheelchair and
seating service provision in Ireland. Dr Gowran
highlighted the importance of the wheelchair for independence and outlined some of the issues people are experiencing in gaining full access to the
correct equipment to meet their needs.
In 2014, MDI funded 3 research projects and the

MDI Chairperson Garry Toner (front left) and CEO of MDI, Joe Mooney (right) pictured with the
guest speakers before our AGM.
(L-r): Ashling Holland, Maynooth University; Helen Kerr, Queens University Belfast; Dr Catherine
Treacy, Trinity College; Dr Denise McDonald, Consultant in Neurodisability, Tallaght Hospital;
David Burns, University College Cork; Dr Rosie Gowran, University of Limerick.
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researchers from these presented
some of their findings to date. This
included Ashling Holland from
Maynooth University, David Burns
from University College Cork and
Dr Yoshitsugu Aoki, from Oxford
University who sadly could not
attend but joined us via Skype link.
Other speakers on the day were
Helen Kerr from Queens University
Belfast, who gave a repeat of her
excellent talk on transition from
child to adult services (See report
on All Ireland Conference report).
Members and Staff enjoying lunch “Al Fresco”
Dr Denise McDonald, Consultant in
on the day of our AGM.
Neurodisability in Tallaght Hospital
gave an interesting talk about the need for a dedicated neuromuscular service for children in Ireland and
also highlighted some of the barriers faced by clinicians in setting this up.
Overall it was a very interesting and varied morning with a great range of speakers from all over the country. The Information Sharing portion of the day finished off with a delicious lunch and we were even lucky
enough to enjoy this in the sunshine! MDI would like to thank all of the speakers who gave their time to
present on the day. Many thanks also to all of the members and interested parties who attended on the
day.
A full report on the presentations made on the day will be available on our Website shortly.
Following lunch, the MDI Annual General Meeting then took place. The Annual Report and Audited Accounts for 2014 were presented at this meeting and were approved. Copies of both of these reports can
now be downloaded from the MDI website at: www.mdi.ie/mdi-annual-reports-and-audited-accounts.html.
The only change to the new Board of Directors which was elected at this years AGM, was the replacement
of Mr Dan Phelan (National Executive Member) by Mr John Dullaghan. Dan had to step down from the
Board due to poor health and we at MDI would like to thank him for all his work and commitment to MDI
over the past year and we wish him well for the future. We would also like to welcome Mr John Dullaghan
to the board and wish him well in his new position.

Incoming Board of
Directors for 2015

MDI staff members, Sheila Murphy (Accounts)
Clair Kelly (Information Officer) and Margaret
Goode (Family Support Coordinator) at the AGM.

National Chairperson
Garry Toner
National Vice-Chairperson
Derek Farrell
National Treasurer
Elaine McDonnell
National Secretary
Florence Dougall
National Executive Members
Grace Greene
Ephraim Purcell
John Dullaghan
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n Saturday the 16th of May MDI and MDUK jointly
hosted the second All Ireland Information sharing
day in Queen’s University Belfast. The event included
World renowned speakers such as Professor Francesco
Muntoni and Dr Ros Quinlivin. Opening the day, Robert
Meadowcroft (CEO of Muscular Dystrophy UK) commended the work and collaboration between MDI and
MDUK. Following on from this the Chair, Dr Amy Jayne
McKnight introduced the esteemed panel of speakers.

O

Conference. Aoife highlighted various methods of
prenatal diagnosis including some of the associated risks
followed by some of the assisted reproduction avenues
available. She went on to explain the process of cell free
DNA testing, which is a non-invasive method of testing
whether a foetus is affected by a certain mutation. The
session ended with Aoife noting that all reproductive
choices are personal to a couple and that anyone with
any questions should speak to a genetic counsellor.

First up, Professor Francesco Muntoni from UCL
discussed the benefits of a centre of excellence for
Duchenne Muscular Dystrophy. Highlighting the work in
Great Ormond Street Hospital and the Dubowitz Centre,
Prof Muntoni stressed the importance of adhering to standards of care. He encouraged patients to become familiar
with standards of care and remind their physician when
gaps occur. Speaking about the standards of care in the
UK, Prof Muntoni commented that the mean age of loss
of ambulation in DMD has increased from 9.5 to 13 years
of age. He also spoke about the importance of overnight
ventilation. Another interesting piece of information is that
adults in Denmark are 6 times more likely to live independently than those in the UK. Prof Muntoni also noted
that training is required for GP’s to notice the signs of
DMD sooner and to speed up the time to diagnosis. Prof
Muntoni ended his talk with positivity stating that with
careful multidisciplinary care, life expectancy into the
40’s and 50’s is becoming more common as is living independently and improved quality of life.

Professor Eileen Treacy, Clinical lead for the national
rare disease plan, gave an update on the progress of the
rare disease plan in the Republic of Ireland. After giving a
summary of the plan, Prof Treacy discussed the opening
of the new National Rare Disease office, which will open
in the Mater Hospital in Dublin on June 4th 2015. This
office will include a genetic counsellor and an information
scientist. The office will use Orphanet to access information on a number of rare diseases. There will also be a
helpline providing information on conditions and services
available to patients.

Dr Ros Quinlivin of UCL a neurologist who is involved
with both adult and paediatric care spoke about the
importance of the transition from children to adult
services. Dr Quinlivin began by acknowledging that most
hospitals are not built for people with neuromuscular
conditions including a lack of hoists and other aides and
adaptations. She highlighted that unplanned admissions
to Hospital Accident and Emergency was costing the
NHS in the region of £81M per year. The majority of
these admissions could be avoidable. Dr Quinlivin
Next Aoife Bradly a genetic counsellor outlined some of
the fertility options available to people who are carriers of presented the Neuromuscualr Complex care unit, which
neuromuscular conditions. This practical session was a
is a purpose built outpatient and inpatient facility which
caters for the needs of people with neuromuscular condisuggestion from the feedback at the last All Ireland
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Pictured (L-R) at the All Ireland Conference in Belfast are:
Prof Eileen Treacy, Dr Ros Quinlivin, Dr Amy Jayne McKnight, Joe T Mooney, Aoife Bradly,
Prof Francesco Muntoni, Clair Kelly, Demelza Stuart and Robert Meadowcroft.

tions. The centre has a range of medical and allied health professionals working in a multidisciplinary team and acts
as a “one stop shop” for patients to have basic procedures such as undergoing sleep studies. The Centre has already produced a profit for the hospital within two years by reducing the amount of unplanned accident and emergency admissions.
After lunch a number of workshops were available for delegates to attend. A workshop for healthcare professionals
was co-ordinated by Dr Amy Jayne McKnight and gave medical professionals attending the conference a chance to
discuss a variety of issues with the speakers. An independent living workshop co-ordinated by MDI member Martin
Naughton gave attendees a chance to explore different options for independent living and hear the stories of Martin
and others who have chosen the path of living independently. Finally a sports workshop gave people an opportunity
to explore inclusive sports and to try a few new sports out. Options in this workshop included power soccer, bowling,
badminton and boccia.
The final speaker of the day was Helen Kerr, who presented some of the preliminary findings of her study on transition of care from paediatric to adult services. This was a cross border study including participants form both the
Republic and Northern Ireland. Of note, participants of the study commented of the importance of voluntary organisations such as MDI in facilitating the transition for child to adult services. The research also suggests that “one size
doesn’t fit all” when it comes to
transition of care and different
people require different supports
to successfully navigate this important time of life.
The conference was closed by
MDI CEO Joe. T. Mooney, who
thanked all of the speakers and
commented on the positive theme
of the day. The conference overall
was a reported success with lots of
positive feedback from attendees.
MDI looks forward to the continuation of this relationship with Muscular Dystrophy UK and aims to
host the next cross border conference. Many thanks to all of the
speakers and those who attended
for making the day a great success.
Clair Kelly
Information & Research Officer
Muscular Dystrophy Ireland

Clair Kelly and Patrick Flanagan
from MDI, pictured at the conference in Belfast.
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New Access Ramp to the MDI
“Home From Home” Apartment

W

ork is well underway on the construction of the new access
ramp to the MDI Home from
Home apartment. On the 19th
of May Daniel Wheelan Engineering Works
Ltd. started the assembly of the
metal structure of the ramp. Once this structure is in place we will be taking the delivery
of the base and the side panels and this will
be attached to the current structure.
We all hope to see this project completed by
the end of June. We hope to include in the
next edition of this newsletter photographs of
the completed project, which will also include
a new storage space to house all of the aids
and appliances for the increasingly used MDI
Equipment Loan facility.
On completion, the new ramp up to the Home
from Home apartment will enhance the experience of all of our guests and will provide
an additional access point into the living area.
Many people do not enjoy confined spaces

when using a lift and therefore this new edition to the Home from Home apartment will
alleviate any such stress.
MDI will continue to update and enhance the
quality of its services throughout 2015 and
this project is just one such example of the
improvements we are making.
We hope that you and your families have the
opportunity to enjoy the enhanced facilities of
the MDI Home from Home apartment and
that you can make it a destination for a holiday break in the near future.
If you wish to make a booking please contact Owen Collumb on (01) 6236414 or email:
info@mdi.ie or owen.collumb@mdi.ie and we
will assist you with your enquiry.
Below: Construction of the new access ramp to the MDI
Home from Home apartment located on the first floor,
above our offices in Chapelizod, Dublin.
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Update on changes to Disabled Drivers and Disabled
Passengers (Tax Concessions) Scheme

T

he Disabled Drivers and Disabled Passengers (Tax Concessions) Scheme is open to
people with disabilities who meet the specified criteria and have obtained a Primary
Medical Certificate to that effect. The scheme provides relief from VAT and VRT, up to a certain limit,
on the purchase of a vehicle adapted for the transport of a person with specific and permanent physical disability.
An exemption from annual motor tax and a relief
from excise on the fuel used in the vehicle are also
provided. However in April 2013 the Court of Justice of the European Union ruled that the excise relief component of the Scheme was incompatible with
the EU Energy Tax Directive and therefore must be
discontinued. The Minister for Finance, Mr. Michael
Noonan T.D. decided therefore, to look at replacing
this scheme with a fuel grant of the same value.
So, in March of 2014 he announced that a fuel grant
would be introduced to replace the excise relief element of the Disabled Drivers and Disabled Passengers Scheme to comply with a ruling of the Court of
Justice of the European Union. When the changes
were announced members of the Scheme were
given the assurance that there would be a seamless
transition between the excise relief and fuel grant
with no loss to current members.

As of January 2015, members of the Scheme should
now claim any outstanding excise relief due on fuel
used up to 31 December 2014. And from January
2015, current and prospective members of the
Scheme will be eligible for a fuel grant in respect of
fuel used during the year. This fuel grant will maintain the current practice of paying the sum a year in
arrears, so that payments of the fuel grant will take
place from 1 January 2016. The amount of grant
available on the fuel grant will be the same as the
relief available under the current excise relief.
Current members of the Scheme do not need to reapply to receive the fuel grant. However, members
of the Scheme should continue the current practice
of retaining receipts on any qualifying fuel purchased under the Scheme.
For further information on the Disabled Drivers and
Disabled Passengers (Tax Concessions) Scheme
please contact:
Central Repayments Office
Office of the Revenue Commissioners
M: TEK II Building, Armagh Road, Monaghan
Tel: 047 62100 - Locall: 1890 606061
Homepage: http://www.revenue.ie
Email: cromon@revenue.ie

Temporary Parking Permit During Renewal Period
DDAI have reviewed their policy for members of Muscular Dystrophy Ireland on
issuing parking permits, their current policy until now was that all permit holders
must return the expired parking permit or soon to be expired permit before a new
permit could be issued.
This may have previously caused difficulties for some of our members who used their permits on a daily basis, therefore DDAI
have amended their policy for people with Muscular Dystrophy that they can retain their permits until a new permit is issued. The
permit holder would then return the old permit on receipt of the new permit.
The same rules will apply in relation to permit renewals
and DDAI have asked MDI to encourage our members
who have “Disabled Parking Permits” issued by DDAI to
avail of this facility and fully comply by returning the old
permit promptly when issued with a new permit. They
will review this policy in 12 months to evaluate its success and see if it can be enhanced in any way to give the
best possible service to our members.
If you require further information contact:
Disabled Drivers Association of Ireland,Ballindine,
Claremorris,Co. Mayo
Tel: 094 9364054
Email:parkingcard@ddai.ie or info@ddai.ie
Website:www.ddai.ie
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This July, all residents and businesses
will receive a letter notifying them of
the Eircode for their address. Addresses will not be changing; an Eircode will simply be added to current
addresses.
Ireland is introducing postcodes this summer and an outreach programme is in place to ensure that no one is left
behind. Dónall Geoghegan, Programme Manager for the
Eircode Community Outreach Programme explains.

The Wheel, working closely with Irish Rural Link, are leading a nationwide effort to reach out to people who may get
left behind when Eircodes are introduced. There are 23
'Outreach Champions' leading the drive throughout the
An Eircode is a smart location code for all Irish addresses. country to reach these people and offer them basic inforUnlike other countries, where postcodes define clusters or mation and reassurance on the change. They are getting
groups of addresses, an Eircode will identify an individual in touch with volunteers in community and voluntary oraddress – rural or urban – and help show exactly where it ganisations right around the country, asking them to reach
is located. This means every residential address and busi- out within their own community to ensure that nobody gets
left behind. We are particularly concerned that people
ness will receive a unique Eircode.
reach out to people they know, friends, family and
There are numerous benefits to introducing Eircode into
neighbours, who are older, isolated or vulnerable and may
Ireland. Not only will it make the delivery of services and
not understand or may become confused by what this
goods to households easier, but in the case of a medical
change means.
emergency, being able to accurately and quickly identify
Could you help out? Could you hold an event this summer
an address can save valuable minutes.
to reach some of the target group in your area? Could you
get the word out through your local organisation? We'd
love to hear from you. See www.wheel.ie/eircode for the
contact details of the 'Outreach Champion' for your area,
or email Dónall Geoghegan at donallg@wheel.ie or ring
me at 087-222-5691.
Further general information on Eircode is available at
www.eircode.ie

The First Assembly
Promoting human rights and responsibilities
International Arena, Athlone Institute of Technology

Saturday, 13th June 2015
We’ve all seen it happen before: one day or even one moment that sets the course of history in a new direction. In
2015, the First Assembly will give disability its moment and
explore how we can use our rights to make real equality
our destination.
This unique event invites people with disabilities, with our
families and communities from across the country, to journey together to a meeting place of minds and common
purpose. This is the first major national gathering of its
kind, an enlivening event to explore our rights and to reawaken a collective energy in the disability community.
The Assembly is our day and our space to shape our future. Some of us may come from different backgrounds,
live with different disabilities or come across different hurdles in our lives, but, at the core, we are all the same: we
are all people whose rights are not being either recognised
or realised, and we are the ones who, together, can turn
that around.

We’ll hear the experiences and insight of
human rights activists,
and listen as people
with disabilities share
powerful personal testimonies on how they found their voices and the confidence
to lead out on progressive change. We’ll discuss proposals
for future actions and initiatives to strengthen the voice of
people with disabilities in society, and we’ll celebrate our
power and creativity with music, parading, performance,
collaboration and festivity.
So, come join the Assembly in a spirit of openness and
generosity towards yourself and others; witness the power
of community; enjoy the opportunity to be creative in a
public arena; and, remember, the journey of a thousand
miles begins with a single step.

For further information contact Orlaith Grehan in Áiseanna Tacaiochta (ÁT)
at orlaith@theatnetwork.com or call the ÁT office on (01) 5250707
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Paving the Pathway to Treatment and Cure

International Conference
8-9am
9.00
9.15
9.30
9.30
10.00

10.45
11.15

12. 00

Registration. Tea/Coffee
Welcome: Mr Padraic Naughton,
Join Our Boys Trust.
Opening Address
Morning Session: Chair: Dr. Anne. Jeffers.
A parent’s perspective.
Ms Paula Naughton, Join Our Boys Trust.
Microdystrophin Gene Therapy for Duchenne
Muscular Dystrophy. Professor George Dickson,
Royal Holloway Hospital, University of London.
Tea/Coffee Break.
Developing Trial Ready Services for Duchenne
Muscular Dystrophy. Professor Kate Bushby,
Newcastle University. U.K.
Managing Respiratory Illnesses in Children with
Duchenne Muscular Dystrophy.
Dr. Patrick Murphy, Guys and St. Thomas’s NHS
Trust, London

12.45
14.00
14.00
14.35
15.10

15.50

16.30
17.00

LUNCH
Afternoon Session Chair: Professor Orla Hardiman.
Rowing for Research. Dr. Elin Haf Davies, London.
The modulation of utrophin for the therapy of DMD.
Professor Dame Kay Davies, Oxford University. UK.
Developing a single site paediatric neuromuscular
service in Ireland: aspirations and challenges’
Dr. Denise McDonald, Children’s University Hospital,
Tallaght, Dublin.
The Management of Rare Diseases in Ireland, Current
and Future Prospects.
Professor Eileen Treacy, Childrens University Hospital.
Temple Street, Dublin
Concluding Remarks – Together we can get there.
Professor Peter Nolan, UK.
Tea/ Coffee and networking.

Hogan Suite, Croke Park Conference Centre, Dublin
For further information and registration details
visit: www.joinourboys.org

Approved for 6 CPD Credits
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For The Past 3
Years, Teen Has Carried Fellow Student
Who Has Muscular
Dystrophy To Class
Xie Xu, an 18-year-old high school student from China has been carrying his
friend, Zhang Chi, a 19-year-old who
Weibo post. Despite these obstacles, the
two have managed to stay among the top
students in their class.
Guo said that Xie's commitment to Zhang
is a huge lesson in compassion that has
rubbed off on the other students at
school.
"[Xie] also exerts positive influence on
other students, who readily help Zhang.
With their assistance, Zhang has never
missed out on one single class," Guo
said, according to Shanghaiist.
Posted: 28/04/2015: Copyright ©2015 TheHuffingtonPost.com, Inc.

has muscular dystrophy, to class for
three years. Their story was shared on
social media site Weibo, and has
moved people across the Internet.
Even administrators from the pair's
school have even been touched by
their incredible story. "The story of the
two students is so inspiring and touching," Guo Chunxi, vice headmaster at
the friends' school said, according to
Shanghaiist. "They aren't family, but
[Xie] has been doing this for three
years. He's the most beautiful student."
The dedicated friend carries Zhang
from his dorm to class for more than
200 days out of the year, Not only
does Xie carry his friend to class, but
he also brings him his three meals, according to a HuffPost translation of the
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Runner with Muscular Dystrophy finished
Boston marathon 20 hours after start.

A

Venezuelan man with
muscular dystrophy was
recently honoured at Boston City Hall after enduring
about 20 hours of sometimes drenching rain, wind and cold to complete
the Boston Marathon in the early
morning hours of Tuesday 21st April
2015.
Maickel Melamed finished at about 5
a.m., becoming the last athlete to
complete the 26.2-mile race, which
started on Monday morning. "His
story is truly one of inspiration,"
Mayor Marty Walsh said as he bestowed a medal for completing the
race to Melamed at a gathering with
supporters and city officials.
The 39-year-old, who has a form of muscular
dystrophy that severely impairs his mobility,
praised Bostonians for embracing his efforts.
"After 20 hours of rain, wind and cold, Boston
is still strong," Melamed said from a wheelchair, echoing the "Boston Strong" catchphrase that became the city's rally cry after
two bombs exploded at the finish line in 2013,
killing three people and injuring over 260.
"The whole city has been so helpful and so
loving."
Melamed, who was joined by a volunteer
team from Vamos, a Caracas-based organization focused on youths, said he completed
the marathon to give hope and inspiration to
others.
"The message here is that love is so much
stronger than death," he said. "It was an honour to the run the streets of this city."
Boston marks the fifth marathon Melamed
has completed, including Chicago, New York,
Berlin and Tokyo. He says Boston holds a
special place for him because it's where his
parents brought him as a child for medical
treatment.

But Melamed acknowledged Boston's hilly
course was one of the most challenging. "I
know that people see me walking, but to me,
it's running to my maximum potential," he
said. He and his team of volunteers endured
torrential downpours, thunderstorms, biting
wind and cold before being greeted at the
Boylston Street finish line by dozens of cheering friends and supporters.
"It was real tough," Melamed said. "Especially
around mile 24. But my physical trainers
came up with an amazing way to keep going.
I'd rest 10 seconds, then (take) four to six
steps. It was a real exciting way to finish."
Melamed said he completed the race to send
a message. "I sent a message to Boston.
Boston is still strong," he said.
By way of comparison, the winner of the Boston Marathon, 25-year-old Ethiopian Lelisa
Desisa, completed the race Monday in 2
hours, 9 minutes, 17 seconds.
Copyright 2015 by WCVB.com.
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MDI Dundalk and
District Branch 5k
Family Fun Run
Congratulations and well done to all who
participated in the Family Fun Run for MDI
last March. The event was a great success
and raised €3,910.00 for the Dundalk &
District Branch of MDI. Pictured recently at
the cheque presentation is Kurt Baldwin
and Jude McGuinness presenting the proceeds from this event to the Chairman of
the MDI Dundalk and District Branch, Terry
Dullaghan.
Also included in the photo is Sharon Baldwin on the right and Yvonne Fox on the left,
organisers of the event. On behalf of Muscular Dystrophy Ireland, may we take this
opportunity in thanking everyone involved
with this event for making it a great success. Your support is much appreciated.
Thank you.

Kanturk Schools Fundraise in memory of MDI
members Ciaran & Keith
Last December, four schools in Kanturk, Co Cork (Colaiste
Treasa; Convent of Mercy Girls National School; Scoil Mhuire,
Cork and Kanturk Boys National School) held a “Non-Uniform
Day” where everyone wore either a Christmas jumper or sports
jersey to school. This unique fundraising event was held in
memory of two former past pupils and members of MDI from
Kanturk, Keith McAuliffe and Ciaran Forde who sadly passed
away in 2013 and 2014 respectively.
The event raised a total of €1,550.00 which was a fabulous
achievement and we at Muscular Dystrophy Ireland would like
to thank the pupils and staff from all four schools for their time,
efforts and donations and for helping to make this event a great
success. Ciaran & Keith were obviously very popular past pu-

pils and I’m sure they are looking down on all concerned and
feeling very proud.
Ciaran’s sisters Caoimhe & Aisling attended one of the above
schools (Colaiste Treasa) and just recently, MDI’s Youth Respite Worker for the Cork region, Ciara Hennessy and Glenn
Dalton, a Personal Assistant from MDI who worked closely with
Ciaran and Keith, visited Colaiste Treasa to attend a cheque
presentation event and accept this magnificent donation on
behalf of Muscular Dystrophy Ireland (MDI). All funds raised will
go towards MDI’s Respite Support Services. And again, thank
you from all at MDI. Your support is much appreciated.
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Carrigallen
10k Road Race

th

Saturday 4 July 2015
Starting: 1pm at Carrigallen GAA Park, Co Leitrim

Registration fee is €10 per person
All proceeds raised will be donated to

Muscular Dystrophy Ireland
To register or for further information
please contact:
Katherine Lyons at: 089 4529351
Email: kathy.m.lyons@hotmail.com

All support is much appreciated
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MDI Members Adult Social Club Night Out
On Wednesday 4th March last, eight
members from the MDI Adult Social Club
attended a Disco Fever show in the National Concert Hall, Dublin. Prior to the
show the group met in the Conrad Hotel for
dinner and drinks and then went across the
road to the National Concert Hall for the
event.
The Celebration Singers and the fabulous
RTÉ Concert Orchestra performed Andy
O'Callaghan's catchy arrangements of
disco classics. Music on the night ranged
from The Bee Gees, Abba, Isaac Hayes,
MDI members Gerry Lyons and Jason Connolly from
Elton John, Donna Summer, Barbra StreiDublin pictured at the National Concert Hall.
sand and more – a bit of a change from the
usual Mozart and Beethoven! Some
members have reported MDI staff dancing in the aisles. The staff present have not confirmed or denied this! If you
would like to get involved with the MDI Adult Social Club (or try to set one up in your area) please contact your local
Family Support Worker or Ciara Ward at the MDI office on (01) 6236414 / Email: Ciara@mdi.ie.

Lego Firewalk in aid of MDI
At the All Ireland Conference three of
our brave staff members endured a
Lego Firewalk in aid of MDI. Unlike a
traditional firewalk, this involved walking
barefoot across a path of Lego. Ouch!
Well done to Margaret, Helen and Clair
who made it across the path and raised
€250 for MDI.

A “Lovely” Gift!

Ann Love is a member of Muscular Dystrophy Ireland who lives Donegal.
Like many people these days, Ann is finding it very difficult to secure employment and the fact that she has a disability makes finding suitable
work even more difficult. So, not being one to sit back and ponder, Ann
took up “Crochet”. As she says herself: “I can now make cot and car seat
blankets / throws. I can also make baby hats, headbands etc., which can
be made up as sets or sold individually and can be ordered in almost any
colour you wish”.
All of Ann’s products are hand crafted, of very high standard and well presented. They are suitable for “new born” babies up to three year olds and
would make a perfect gift for that special little person in your life.
So, why not consider “buying Irish” and supporting Ann’s business by purchasing her “quality baby products” for that next special occasion. “Don’t
just buy a “Gift”. Buy a “Memory”.

Ann’s Handmade Hats
Only €10.00

And in the last few months, Ann has started making hats in your favourite
county or team colours. These hats can be made to order and are great
value at just €10.00 each. For more details or to order contact Ann on:
086 6691987 / 086 1664121 or email: marthannlove@yahoo.co.uk
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Thank
You
from all at

Muscular
Dystrophy
Ireland

S

ince 2006, The Gleneagle Hotel in Killarney and Harley Davidson Ireland has been supporting MDI with our
Awareness and Fundraising activities. This event has gone from strength to strength each year and has
raised over €120,000 for MDI since its conception. The 2015 rally of the now well established "Ireland Bike
Fest" took place from 29th May to the 1st June and raised approximately €10,000 through the sale of tickets,
Harley Davidson pins etc. (The exact amount raised can be viewed on our website as the counting crossed with the
printing of this newsletter). Muscular Dystrophy Ireland would like to thank the Staff and Management of the
Gleneagle Hotel in Killarney for once again organising and hosting this fantastic event. Thanks also to everyone
who sold and bought tickets and pins and helped to make this fundraising initiative a great success. Your support is
very much appreciated by all at MDI. All funds raised will go towards MDI’s Respite Support Services.

Harley Davidson Draw
Results 2015
As in previous years at the Ireland Bikefest, The Gleneagle Hotel and Harley Davidson Ireland arranged for a
fabulous Harley Davidson Bike to be raffled with all
proceeds going to MDI. The draw took place on Sunday 31st May 2015 at 6.30pm and the results were:
1st Prize: Harley Davidson Motorbike

Winner: Paudie Mangan, Killarney, Co Kerry
2nd Prize: Two night stay for 2 at the Brehon Hotel.

Winner: Mick O’Flynn, Warren Abbey, Cork
3rd Prize: Harley Davidson Leather Jacket

Winner: Mick Brennan for England.

Winner Paudie Mangan with his family and Breffini
Ingerton, (Event organiser from Gleneagles Hotel.

Congratulations to the lucky winners of this year’s draw and a big thank you once again to everyone who bought tickets and for supporting the work of Muscular Dystrophy Ireland (MDI). Roll on for the 2016 event!

MDI volunteers pictured at the BikeFest
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Recent MDI Holidays and Youth Activities
A week to remember
By: Kenneth Rowan

O

n 28th March last, myself and 5 other
members from MDI (Nikkie, Sinead,
Aishling, Sarah and Jason) travelled to
Galway to mark the start of a great holiday/camp organised by MDI. We stayed in a place
called Kilcuan, which is situated just outside the
town of Clarenbridge in Co Galway.
After we arrived and were assigned to our bedrooms etc., we all sat around and chatted and got
to know each other. For tea that evening, we had
burgers and chips and spent the rest of the night
playing cards and listing to music. And great credit
must be given to Jason who had every song imaginable!
The next morning we awoke to the smell a fry-up
which was cooked by Liam from MDI, which was
okay! The weather was bad, so after breakfast we
visited Galway Aquarium and shortly after arriving
we all had a good laugh when Sharon (one of the
PAs) got a fright from a sudden sound from the
wave tank! But the highlight of this trip was when
we all got to hold a starfish and other sea life creatures. A trip to the arcade followed our visit to the

aquarium and here, we all had some fun playing
with the machines, but I think Aishling had the
most fun by spending money to try and win a mug
– and she doesn’t even drink tea or coffee!! Later
that evening we went back to get changed and
then headed out again for dinner to a lovely five
star hotel called the G Hotel. The food was to die
for. I had a burger, which was unbelievable - It
was so juicy and cheesy!! And the dessert was
lovely also. And later that night we watched TV
and listed to music.
The next day (30th March) we had a lovely relaxing day. We played games and just had a great
time watching Disney themed movies (The
Hunchback of Notre Dame and Frozen). We had a
great sing along to frozen. Then that evening we
ordered in Chinese takeaway and food from the
local chipper. Later that night we had a singing
and dancing session until the early hours, which
was great fun.
On Tuesday 31st March we all went shopping a
bought a few bits for a goodbye party which we
were having for Sharron that evening (who was
Kenneth Rowan (right) pictured with fellow MDI
members and staff while on camp in Galway.
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Members (L-R): Nikkie, Sinead, Kenneth (standing)
and Aishling, Sarah and Jason pictured partying at
camp in Galway.

leaving). We were all very upset to say goodbye to her as we were all close to her on the camp. Later
we went for a lovely meal to a restaurant called the Huntsman. Afterwards we went back to the centre
and watched a movie called “The Stag” and had ice cream.
The next day was April fool’s day, so, myself and Aisling thought we had a great prank organised, where
we made it look like she fell out of her wheelchair and I found her! But it didn’t work, as people saw true it.
We blamed certain PAs (who shall remain nameless) as they were supposed to help us!!! That night we
organised a few events at the centre, namely, a “food factor”, a table quiz and a wheelchair race around
the corridor - it was some crack, we were all laughing our heads off!! We also had a game of charades
and a bit of a farewell party before going home the
next day.
On the last day of the camp (2nd April) after we all
got up, there was a sense of sadness in the air. Everyone was having breakfast and we all knew it was
nearly time to go home. Some of us were upset and
there were a few tears as there had been some
“camp romances”. I’d be killed if I was to mention
one of these romances so I won’t, but I think it’s safe
to mention the other one (myself and Sarah!) and
we’ve made plans to meet up later in the year for a
reunion.
I would like to conclude by saying a massive thank
you to all the great MDI staff and PA's who made this
week possible. And I would especially like to thank
Liam Broughall (MDI’s Family Support Worker) who
organised the whole week to a tee. Thank you.
Kenneth Rowan
MDI Member – Limerick
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On March 28th 2015, MDI was lucky to have the help and experience of four students from the Dún
Laoghaire Institute of Art, Design and Technology (IADT) to run a movie making workshop. Our young
members experienced all aspects of movie making from script production (script writing and story boards)
to directing, filming, sound control and acting. Without a doubt it was a great success and an amazing experience. Thank you to all our members who played their own special part in making this movie and a
huge thank you to the students of IADT who were so kind to offer their time and experience. The finished
product, a short 3 movie will be uploaded to Youtube soon, so keep an eye out for it on the MDI website
and social media pages (facebook and twitter).
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Photos of Recent Youth Activities
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Please Support

Your donation will be
much appreciated.

Text MDI to 50300
to donate €2.00

100% OF TEXT COST GOES TO
MUSCULAR DYSTROPHY IRELAND
(MDI) across most network providers.
Some providers apply VAT which
means a minimum of €1.63 cent will go
to MDI. Service Provider LIKE
CHARITY Helpline: 01 4433890

Company registered name: Muscular Dystrophy Society of Ireland Ltd.
Company registered office: MDI House, 75 Lucan Road, Chapelizod, Dublin 20
Country of registration:
Ireland
Charity No:
60460
Directors: Garry Toner, Derek Farrell, Helen McDonnell, Florence Dougall, Grace Greene, Ephraim Purcell, John Dullaghan.

To Contact Us:
Phone: 01 6236414
Fax: 01 6208663
Email: info@mdi.ie Website: www.mdi.ie
Email (for newsletter): newsletter@mdi.ie Editor: Hubert McCormack

MDI QR Code
Scan the image on the left with an
iPhone or an Android mobile phone
using any QR code reader to also
access the MDI website.

