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Aengus Mac Grianna
(RTE Newsreader)
with MDI’s Maureen
Brennan at an MDI
Fashion Show
in Athlone
(more on page 13)

Left: John Delaney,

CEO - FAI at the
launch of the inaugural
European Powerchair
Football Nations Cup
with Irish International
player Emer O’Sullivan
from Laois (see page 8
for more).
Right: The winning

ticket being pulled at
the Ireland Bikefest in
Killarney for a Harley
Davidson Motorbike
(results and more details
on page 14).

Johnny McGuire, Killarney Chamber of Commerce & Patrick
O’Donoghue, Managing Director of the Gleneagle Hotel conducting the draw at the Ireland Bikefest.
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Research News
Dr Paul Marcus, European Medical Director with PTC Therapeutics Ltd, recently visited MDI to inform us about the
work of PTC Therapeutics Ltd and their on-going research to develop a drug for the treatment of Duchenne muscular
dystrophy. Just weeks after Dr Marcus’s visit to MDI, on 23rd May last, PTC Therapeutics Ltd announced that following its request for re-examination, the Committee for Medicinal Products for Human Use (CHMP) of the European
Medicines Agency (EMA) has adopted a positive opinion regarding the company's application for a conditional marketing authorization of Translarna(TM) (ataluren) for the treatment of nonsense mutation Duchenne muscular dystrophy (nmDMD) in ambulatory patients aged five years and older. This is the first ever treatment for nonsense mutations in dystrophine, the underlying cause of Duchenne muscular dystrophy which is very positive news for the treatment of DMD. Below is a Press Release which was issued by PTC Therapeutics Ltd which gives more details on
this research.

PTC THERAPEUTICS RECEIVES
POSITIVE OPINION FROM CHMP
FOR TRANSLARNA™ (ATALUREN)
- The first treatment for the underlying cause
of Duchenne muscular dystrophy SOUTH PLAINFIELD, NJ – May 23, 2014 – PTC Therapeutics, Inc. (NASDAQ: PTCT) today announced that
following its request for re-examination, the Committee
for Medicinal Products for Human Use (CHMP) of the
European Medicines Agency (EMA) has adopted a positive opinion regarding the company's application for a
conditional marketing authorization of TranslarnaTM
(ataluren) for the treatment of nonsense mutation Duchenne muscular dystrophy (nmDMD) in ambulatory
patients aged five years and older.
"We are very pleased with the outcome of the CHMP
review of Translarna's marketing authorization application (MAA) and the level of engagement we experienced with CHMP members throughout the review process," said Robert J. Spiegel, M.D., Chief Medical Officer of PTC Therapeutics, Inc. "We are grateful to the
patients, families, advocacy groups and physicians who
have supported PTC Therapeutics through many years
of research and development of Translarna. It is important to note that this journey continues through the
completion of our Phase 3 Translarna confirmatory trial
in nmDMD (ACT DMD) which is a high priority for PTC
and the DMD community."
Dr. Craig McDonald, Professor of Physical Medicine
and Rehabilitation at the University of California, Davis,

who developed and validated the 6-minute walk test as
a primary clinical endpoint in Duchenne muscular dystrophy (DMD) stated, "This is a historic day for the DMD
community. Translarna is the first treatment for the underlying cause of nonsense mutation DMD to receive a
positive opinion from the CHMP. The Phase 2b clinical
trial provided strong evidence that Translarna slows
disease progression as measured by the 6-minute walk
test. A clinically meaningful 31.3 meter benefit in 6minute walk distance, relative to placebo, was achieved
in 48 weeks of treatment in patients five years and older
and this was supported by positive trends in multiple
secondary efficacy endpoints. In addition, in the prespecified group of patients with less than a 350 meter
baseline 6-minute walk distance, a 68 meter benefit was
observed in patients treated with 40 mg/kg Translarna
given daily, relative to placebo. A conditional approval
by the European Commission based on this positive
opinion would allow children with nmDMD in the European Union to gain access to Translarna while PTC
Therapeutics completes its ongoing confirmatory trial."
The CHMP opinion will form the basis for a European
Commission (EC) decision as to whether to formally
grant the conditional marketing authorization. The European Commission will review the positive opinion from
the CHMP and generally delivers its final decision within
three months. The conditional marketing authorization
would authorize the company to market Translarna with
unified labeling in the 28 countries that are Member
States of the European Union, as well as European
Economic Area members Iceland, Liechtenstein and
Norway.
"We congratulate PTC Therapeutics on this landmark
decision by the CHMP," stated Elizabeth Vroom, Chair
of United Parent Project Muscular Dystrophy (UPPMD).
"We applaud PTC for its dedication to the community
and its perseverance in pursuing regulatory options to
provide Translarna to patients as rapidly as possible.
The company's pioneering work has paved the way and
encouraged the scientific community to develop new
therapies for DMD," she continued. "The EMA is to be
commended for recognizing the great unmet need for
novel treatments for this relentlessly progressive disease."
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Research News
Filippo Buccella, President of Parent Project Italy and
UPPMD board member, commented, "After thirty
years since the discovery of the dystrophin gene, we
are finally beginning to see a change in the landscape. For the first time in the history of Duchenne,
we see the path to approval for a drug to treat the
underlying cause of DMD. This positive result rewards
the efforts of a company that has always believed in
collaboration with patients and with clinicians. The
perseverance of this community made it possible to
realize a dream that can give hope to the boys affected with nmDMD in Europe. Our work as a community
of patients is not yet finished and we will stand ready
to participate with PTC in the ensuing stages of this
process and, we hope, with many other companies
with new therapies for Duchenne."
PTC requested a re-examination of the CHMP's negative opinion received in January 2014. The positive
opinion is based on data and subsequent analysis
submitted from a 48-week, 174-patient Phase 2b double-blind, placebo controlled trial which demonstrated
that nmDMD patients treated with Translarna (40 mg/
kg given daily) walked on average 31.3 meters farther
than patients on placebo, as measured by the change
in six-minute walk distance (6MWD) from baseline to
Week 48. Patients receiving Translarna also demonstrated a slower rate of decline in ambulation, based
on an analysis of time to 10 percent worsening in
6MWD. Safety results showed that Translarna was
generally well tolerated. Serious adverse events were
infrequent and none were considered to be related to
Translarna. PTC's global Phase 3 ACT DMD clinical
trial is ongoing with full enrollment expected mid2014.
"The positive opinion from the CHMP recommending
the conditional approval of Translarna in nonsense
mutation Duchenne muscular dystrophy is a major
milestone for the DMD community and we are extremely proud of this joint achievement in accelerating
the access to Translarna for patients with nonsense
mutation DMD," stated Stuart W. Peltz, Ph.D., CEO of
PTC Therapeutics, Inc. "DMD is a progressive disease for which there are currently no approved treatment options. As previously disclosed, we expect to
have all patients enrolled in our global Phase 3 ACT
DMD by mid-2014. The outcome of this trial is critical
for achieving full approval in the EU as well as the
US. Assuming that the EC approves a conditional
marketing authorization for Translarna in nmDMD,
today's decision means that in parallel to this effort,
we will be able to provide patients access to Translarna with the immediacy that DMD deserves."

About Conditional Approval
Conditional approval is granted based on a positive
benefit/risk ratio in the available data which, while not
yet comprehensive, indicate that the public health benefits of immediate availability of a medicine outweigh its
risks. The company is given obligations to fulfill by the
EC, such as the performance of further studies. The
approval is renewed on a yearly basis until all obligations have been fulfilled, and is then converted from a
conditional approval into a full approval. Conditional
approvals can only be granted for medicines that satisfy
an unmet medical need, meaning the medicine is intended to be used for a disease or condition for which
no treatment is readily available, and it is therefore important that patients have early access to the medicine
concerned.

About Translarnatm (Ataluren)
Translarna, discovered and developed by PTC Therapeutics, Inc., is a protein restoration therapy designed
to enable the formation of a functioning protein in patients with genetic disorders caused by a nonsense
mutation. A nonsense mutation is an alteration in the
genetic code that prematurely halts the synthesis of an
essential protein. The resulting disorder is determined
by which protein cannot be expressed in its entirety and
is no longer functional, such as dystrophin in Duchenne
muscular dystrophy. The development of Translarna
has been supported by grants from Cystic Fibrosis
Foundation Therapeutics Inc. (the nonprofit affiliate of
the Cystic Fibrosis Foundation); Muscular Dystrophy
Association; FDA's Office of Orphan Products Development; National Center for Research Resources; National Heart, Lung, and Blood Institute; and Parent Project
Muscular Dystrophy.

About PTC Therapeutics, Inc.
PTC is a biopharmaceutical company focused on the
discovery and development of orally administered, proprietary small molecule drugs that target posttranscriptional control processes. Post-transcriptional
control processes regulate the rate and timing of protein production and are essential to proper cellular function. PTC's internally discovered pipeline addresses
multiple therapeutic areas, including rare disorders,
oncology and infectious diseases. PTC has developed
proprietary technologies that it applies in its drug discovery activities and in collaborations with leading biopharmaceutical companies. For more information on
the company, please visit www.ptcbio.com.
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MDI Annual Conference & AGM
The MDI Annual Conference & Annual General Meeting (AGM) took place in the offices of Muscular Dystrophy
Ireland on Saturday 26th April last. Prior to the AGM, a number of invited guest speakers reported on their
respective research projects which Muscular Dystrophy Ireland are currently funding. The following two pages
outline brief summaries of these presentations which were reported on the day.

“Establishment of a protein biomarker signature for x-linked muscular dystrophy: Identification of novel integral muscle proteins by mass spectrometrybased proteomics”
By: Mr. Steven Carberry, NUI Maynooth
The main aim of our research is the establishment of a
global biomarker signature of muscular dystrophy, focusing
especially on minor and membrane-associated proteins. In
the long-term, the biochemical and cell biological characterization of disease-specific biomarkers of muscular dystrophy will be helpful for improving diagnostic, prognostic
and therapeutic approaches, as outlined in the following
review article: Ohlendieck K. Proteomic identification of
biomarkers of skeletal muscle disorders. Biomarkers in
Medicine. 2013 Feb;7(1):169-86.

vere fibrosis in the mdx diaphragm. The non-collagenous
extracellular matrix protein dermatopontin is involved in cell
-matrix interactions and matrix assembly. Its greater abundance in mdx diaphragm is probably due to increased demands for collagen matrix organization within dystrophic
muscle tissues.

Secondly, comparative proteomic survey of 4 frequently
used muscles of the mdx model of DMD, SOL, EDL, FDB
and INT muscles were analysed to investigate muscle subtype-specific alterations in the dystrophic skeletal muscle
Over the last year of our MDI-funded research project, we proteome. The differences in the number and degree of
have successfully carried out comparative proteomic profil- protein alterations in the analyzed mdx muscles indicate
that the INT muscle is much less affected than SOL, EDL
ing study of crude dystrophic muscle samples (which has
been published in 2 manuscripts: Carberry, S., M. Zweyer, and FDB muscles. In agreement with these finding are the
D. Swandulla, and K. Ohlendieck. 2013. Application of Flu- lack of hypertrophy in INT and FDB muscles. Histological
orescence Two-Dimensional Difference In-Gel Electropho- examinations showed a significantly higher degree of cenresis as a Proteomic Biomarker Discovery Tool in Muscular tral nucleation in SOL and EDL muscle as compared to
FDB and INT muscle. This is crucial, since central nucleaDystrophy Research. BIOLOGY 2: 1438-1464: Carberry,
S., H. Brinkmeier, Y. Zhang, C. K. Winkler, and K. Ohlend- tion is regarded as a reliable indicator of recent muscle
ieck. 2013. Comparative proteomic profiling of soleus, ex- fiber regeneration.
tensor digitorum longus, flexor digitorum brevis and interThus, the evaluation of future pharmacological studies or
osseus muscle from the mdx mouse model of Duchenne
experimental gene therapeutic approaches
muscular dystrophy. Int J Mol Med 32: 544–556).
for treating dystrophinopathy should take
Firstly, our biochemical analysis showed a drastic increase into account that the deficiency in
Dystrophin does not affect all skeletal
of extracellular matrix proteins, namely collagen and dermuscle subtypes in the same way. Varying
matopontin, in the aged mdx diaphragm model of Dudegrees of perturbed protein expression
chenne muscular dystrophy. Changes in the diaphragm
patterns in the muscle subtypes from mdx
proteome from aged mdx mice suggested elevated levels
of fibrosis, an intensified stress response and an increase mice may be due to dissimilar downstream
in cytoskeletal elements possibly compensating the lack of events, Including differences in muscle
dystrophin. These proteomic findings agree with our initial structure or compensatory mechanisms
study into the aging dystrophic muscle (Carberry S, Zweyer that counteract pathophysiological
M, Swandulla D, Ohlendieck K.Proteomics reveals drastic processes. The INT
increase of extracellular matrix proteins collagen and der- muscle from mdx
mice possibly
matopontin in the aged mdx diaphragm model of Duchenne muscular dystrophy) and support the idea of more represents a
naturally
extensively perturbed protein expression levels in dystrophin-deficient diaphragm fibres as compared to other mdx protected
muscle systems. The dramatic increase of collagen in mdx phenotype.
diaphragm was clearly confirmed by immunoblot analysis,
verifying the findings from the mass spectrometric investigation. Collagen is the main protein component of connective tissue and is especially enriched in the endomysium of
skeletal muscles. Increased collagen protein levels agree
Joe Mooney presenting Steven Carberry with a
with previously reported greater amounts of collagen
“Token of Thanks” after his presentation pior to
mRNA in the mdx diaphragm and support the idea of sethe AGM.
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Immune and stress factors underlie skeletal diaphragm
dysfunction in Duchenne Muscular Dystrophy
Ms Jennifer Manning, University College Cork
The diaphragm muscle undergoes a chronic inflammation, loss of viable fibres and
thus a loss of function in DMD, due to dystrophin deficiency in its muscle fibres. These
human symptoms are recapitulated in the mdx mouse model of DMD.
IL-6 (Interleukin- 6) is an immune signalling molecule released by injured muscles. It
is elevated in DMD. Crosstalk has been noted between IL-6 and the stress hormone
corticotropin-releasing factor (CRF). Thus, our studies examine whether blocking
IL-6 and CRF signalling would be beneficial in respiratory muscle dysfunction in the
mdx mouse.
The diaphragm, which is crucial to normal breathing, is severely compromised in
the mdx mouse. Indicators of diaphragm muscle strength such as force production,
mechanical work and power production are all deficient in this mouse. However,
treatment with neutralising IL-6 receptor antibodies and a CRF receptor agonist
improved force, work and power production. Furthermore, mdx diaphragm muscle
displayed lower endurance than wildtype mice, which is particularly important in
a continuously contracting muscle such as the diaphragm. However, blocking
IL-6 and CRF signalling resulted in muscle tissue that was less susceptible to
fatigue.
The data demonstrate that the severely compromised diaphragm tissue in dystrophin-deficient mdx mice are improved following treatment with neutralising IL-6 receptor antibodies and a CRF receptor agonist. These findings implicate immune and stress factors in DMD pathophysiology.

Developing a new model system to study Myotonic Dystrophy
Dr Jeremy D. Rhodes, University of East Anglia
We recently found evidence that the mutation that causes Myotonic Dystrophy (DM) can activate an inappropriate anti-viral response in the cells of people with DM
and we believe this explains the complex nature of the

disease. To test our hypothesis we have, with the help
of MDI, developed a new model system with which we
can turn on the DM mutation at any time. Cells respond
to viruses very rapidly and with this new system we will
be able to measure the critical, early changes in our cells
that happen after the DM mutation is switched on. Following thorough testing of the
model we started experiments early this year. Our
first results show that the
main indicator of an anti-viral
response, interferon, rapidly
increases in our model cells
when the DM mutation is
switched on. Although, it is
too early to say that inappropriate anti-viral activity is definitely playing a role in DM,
these early findings are very
promising indeed. We will
now be working very hard to
build on this hopeful start and
we will report on our progress
to MDI in the near future.

Dr Jeremy Rhodes (right) with Elaine McDonnell and
Joe Mooney at the MDI Conference in April.

Dr Jeremy D. Rhodes,
University of East Anglia.
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New CIC
at MDI
Muscular Dystrophy Ireland is delighted to have formed new links with the Citizens
Information Centre (CIC). Ms Sheila O’Brien (pictured right) is Manager of the
Ballyfermot CIC and prior to our AGM, Sheila gave an overview of the services
which CIC can offer to MDI members. The CIC will now be holding Information
Clinics at the MDI offices in Chapelizod, Dublin 20 every Friday morning from
10am to 11am. These clinics will run on a trial basis and if popular, we will
look at further developing this facility. We look forward to welcoming members
of the public to avail of this service every Friday.

Meet the new MDI Executive Committee

The MDI Annual General Meeting took place on Saturday 26th April at the
offices of Muscular Dystrophy Ireland in Chapelizod, Dublin 20. The Annual
Report and Audited Accounts for 2013 were presented at this meeting and
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.
A new Board of Directors was elected at this years Annual General Meeting,
which consists of the following members:
Garry Toner - National Chairperson
Derek Farrell - National Vice-Chairperson
Elaine McDonnell - National Treasurer
Florence Dougall - National Secretary
Grace Greene - National Executive Member
Ephraim Purcell - National Executive Member
Dan Phelan - National Executive Member

Pictured above:
The newly elected Board
of Directors for MDI for
2014 (left to right):
Florence Dougall (Dublin),
Ephraim Purcell, (Dublin),
Gary Toner (Dublin),
Elaine McDonnell (Offaly),
Dan Phelan (Kildare),
Grace Greene (Louth) and
Derek Farrell (Kildare).
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Woodhaven
An accessible and supported holiday facility
of the MS North West Therapy Centre

T

he MS North West Therapy Centre recently announced details of their new accessible holiday facility,
“Woodhaven”, which opened for business on 17th June 2014. They look forward to welcoming people with Multiple Sclerosis and other physical disabilities and/or their carers, from all over Ireland and beyond, to stay there for
some beneficial rest and relaxation in the months to come.
Woodhaven, situated in 1st Sea Road, Strandhill Road, Sligo,
is nestled into a quiet residential area between Sligo town
centre and the bustling seaside village of Strandhill, with
many local attractions near-by to suit every taste. This accessible holiday facility has plenty of on-site private parking, the
Sligo/Strandhill bus stops just outside the door and an accessible taxi service is only a phone call away.
As soon as you enter the spacious foyer at Woodhaven, you
get that special feeling that this is a holiday facility with a
difference. The large welcoming lobby, complete with docking bay to recharge electric wheelchairs and mobility scooters, leads into the well laid out and airy dining room with
adjoining kitchen which is set up both for self-catering and
bought-in dining.
The lounge and garden room, with their muted colour scheme and tasteful decoration, provide those calm moments when
you just need time to unwind and watch the world go by. The west-facing garden room gives access through a wide double
door to a beautifully laid out patio and garden surrounded by native Irish plants.
Woodhaven has five beautifully appointed single, twin/
double and family bedrooms all en-suite, with a choice
of profiling beds and overhead hoist if required. Personal assistance for those with mobility difficulties can
be arranged. A limited range of mobility aids and appliances and personal call-bells can also be provided. All
the bedrooms in Woodhaven have TV and free Wi-Fi is
available throughout.
To get you into that holiday mood without having to
leave the house, you can treat yourself, at a small extra
charge, to some serious pampering in our fully equipped
holistic treatment room providing reflexology, massage,
aromatherapy and beauty treatments by appointment. A
foot care specialist and hair stylist also visits
Woodhaven on request.
Woodhaven also boasts a separate meeting room with adjoining kitchenette which is ideal for small group activities and
meeting/training days. It can hold up to 20 people in a classroom setting, or 8/10 people at a boardroom setting. Flip chart
easel and paper/markers can be provided. Local groups are welcome to hire this facility at very competitive rates.
Bookings can be made directly from the website at www.woodhaven.ie. or by contacting the MS North West Therapy Centre
at 071 9144748 during office hours.
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Launch of European Powerchair
Football Nations Cup

The “Donogher” brothers from Offaly with their Irish caps, pictured with Irish Soccer International player
Glen Whelan and John Delaney, CEO - FAI, at the Aviva Stadium.

O

n Saturday 10th May last at the Aviva
Stadium, Dublin, John Delaney, Chief
Executive Officer (CEO) of the Football
Association of Ireland (FAI) officially
launched the inaugural European Powerchair
Football Nations Cup. This event will be held in
Limerick’s UL Arena from the 17th to the 20th of
July and will be the largest sporting event to take
place in Limerick this summer. Six international
teams and their supporters will travel to the 2014
City of Culture for the four day tournament. This
event will also serve as a qualifying tournament for
the 2015 FIPFA World Cup finals (the Federation
International de Powerchair Football Association).

Powerchair football is one of the fastest growing
variations of soccer in the world. In 2003 the sport
was introduced to Ireland by Muscular Dystrophy
Ireland.
To celebrate the success of the 13
powerchair football sporting individuals who have
played for Ireland over the last four years (and who
are members of MDI) Muscular Dystrophy Ireland,
with support from the FAI, held a celebration
launch in the Aviva Stadium, Dublin. This event
was also organised to mark and highlight over a
decade of powerchair football in Ireland and to
publicise the upcoming European Powerchair
Football Nations Cup.
Below and top right (on next page), MDI members with John Delaney, CEO - FAI.
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At the launch John Delaney, CEO - FAI said:
“Powerchair football has grown very
strongly in recent years under the FAI's
Football for All Programme. The European
Powerchair Football Nations Cup in July is
set to be a fantastic event that will showcase Powerchair football on a domestic
and international stage."
Muscular Dystrophy Ireland introduced the sport
into the Republic of Ireland in 2003 and it provided
a primarily social and recreational function. With
the creation of National Sports Inclusion Disability
Programmes and the Association of Irish Powerchair Football (AIPF) in 2000, the sport began to
develop further, along with support and funding
from Muscular Dystrophy Ireland and the Football
Association of Ireland (FAI).
People with severe physical disabilities now have
the opportunity to participate in a competitive team
sport and engage with other communities at local,
national and international level. The AIPF have
since set up seven clubs around the country with
over sixty players who participate in a yearlong
league and annual cup competitions.
Please visit www.mdi.ie/powerchair-football.html for
more information on the history of powerchair foot-
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ball in Ireland or how to get involved in the sport.
For further information contact Amy Bramley at MDI
on: (01) 6236414 or email amy@mdi.ie.

“If the cap fits, wear it”
Kevin Gannon and Glen Whelan - international
capped players for Ireland sharing a common
interest, their Irish cap.

MDI members and Youth Respite Workers pictured with
John Delaney, CEO - FAI, at the Aviva Stadium to
mark the lanch of the European Powerchair Nations
Cup, which takes place in Limerick in July.
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Turning on the Power play!
By: Patrick Flanagan
The following article was written by MDI member Patrick Flanagan and appeared in the printed version of the Irish Examiner
on Tuesday 1st April 2014. Patrick is one of 13 MDI members who has played Powerchair Football for Ireland over the last
four years and in his article he describes in detail, his love for the sport and how he got involved. A very positive article and one
we felt we had to share with our readers.
The meaning of sport? Is it a modern manifestation of
tribal and territorial warfare? An economic machine creating cash-flow for commercial interests? An activity to
which one can dedicate themselves to improve as a person? It may be all of these and none of these.

as captain in the biggest competition in the world. It’s not
easy to describe how that feels.

The sport of Powerchair Football however, is likely to
hold little meaning for the majority of people. Why?
Because until now, you’ve probably never heard of it.

When the final whistle blows at the FIFA World Cup final
on July 13 and the globe rejoices in the aftermath of a
festival of football, Irish football fans will likely reflect on
what might have been. Another international tournament; another Irish team conspicuous by its absence.
What most fans are unaware of, however, is that they

But that’s all set to change.

And I’d still have my sport to play tomorrow and in the
future. So I stayed on this time. And we won 4-0.

In 1999 a little boy stormed off the field in an under 6
football match at a local GAA club. Having contributed
very little to the game, and always a few steps off the
play, he somehow found himself in possession near the
goal. He hopped the ball and steadied himself to shoot.
He scored a goal but as he began to celebrate, the referee blew his whistle and disallowed the goal because he
had taken too many steps.
I was distraught and having hurled some abuse at him, I
walked off in tears. It was the last time I’d play football. I
had recently been diagnosed with muscular dystrophy.
My walking was impaired, I had over-carried the ball
because I needed extra steps just to balance, and I
knew it wouldn’t be long before I couldn’t play at all and
that I’d never get to play sport properly with others
again. Within three years I was a full-time wheelchair
user and competitive sport was a distant memory.
Within 12 years I was a full Irish soccer international and
captain; and the referees were at it again.
Less than 10 minutes into Ireland’s final standings match
at the 2011 FIPFA World Cup in Paris, I had ‘scored’
Ireland’s first goal in international competition. My shot
crossed the line and the goalie tried to push it out but
couldn’t get there in time. He pushed the ball back out
but the cheers were ringing and we made our way back
for the restart. We turned to see the officials at odds
over the call, but again it didn’t go my way.
I flashed back to that day 12 years previous, but this
time smiled to myself and after some incredulous looks
and murmuring let it go. Things weren’t so bad, look how
far I had come. From facing the prospect of never playing any sport again, to playing the sport I always hoped I
would. Not only that, but was representing my country,

Patrick Flanagan with John Delaney, CEO - FAI
only have to look to a few days after the summer showpiece at the Maracana to see Irish football at a major
international competition, and it’s right on their own doorstep.
From July 17-20, the inaugural European Powerchair
Football Nations Cup will take place in Limerick’s UL
Arena. It will be the biggest sporting event to take place
in Limerick this summer, as six international teams and
their supporters travel to the 2014 City of Culture for the
four-day tournament. While European glory in the Treaty
city will be the primary focus for the teams involved, the
excitement and tension of the competition will be boosted as the event will also serve as a qualifying tourna-
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ment for the 2015 FIPFA World Cup finals.
Powerchair football — or power-soccer as it’s also known
— is one of the fastest growing variations of football/
soccer in the world. It allows people who are power wheelchair users to participate in sport and the world’s most
popular sport at that.
Describing it is not easy. I once attempted to make powerchair football sound sexy by describing it as a cross between Top Gear’s car football and Robot Wars. My sexy
description does not begin to do it any justice and on this
rare occasion the cliché of ‘you have to see it for yourself’
rings true.
It sets up the same as soccer; two teams, two goals, two
halves, one winner. The sport is played indoors, usually
on a standard sized basketball court. Players can be male
or female and play in teams of four, trying to outscore the
opposition over a 40-minute game. Using their wheelchairs and specialist foot guards and bumpers, players
pass and shoot the ball using push, reverse and spin techniques. Different techniques afford players different levels
of speed, power and accuracy in their play which will also
be affected by the type of wheelchair and equipment
used. The sport has been in existence since 1979 but only
arrived in Ireland in 2003.
In its first six years, the sport provided a primarily social
and recreational function. However, in 2009 the Association of Irish Powerchair Football (AIPF) was established
and Irish powersoccer began to develop quickly.
The AIPF provided a national structure in which a solid
player base, club teams and official competitions could be
established and in 2009, the inaugural AIPF Cup was held
with six teams and approximately 30 players. Since then,
significant strides have been made to develop the game
and in May the curtain came down on four annual AIPF
league and cup competitions that featured up to 12 teams
and approximately 100 players.
Irish powersoccer has also begun to have an impact on
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the international game. An Irish senior team participated in
the FIPFA World Cup for the first time in 2011, finishing
ninth, while 2013 saw our U16 and U18 teams place
fourth and fifth respectively at FIPFA’s Junior World Tournament. Ireland was also represented for the first time at
international club level in 2013, at the European Champions Cup by AIPF league champions Midlands United.
The Nations Cup this summer, however, will offer Ireland
the chance to leave an indelible mark on powerchair football and become an important player in the international
game. As hosts, both the AIPF and the city of Limerick will
bring together volumes of past experience of major sporting events to make full use of the facilities available. Within the squad, every player will have been part of at least
one previous tournament. Combined with youth, natural
talent and home advantage, these factors can help Ireland
upset the established teams and possibly become the first
champions of European powersoccer. If that is to happen,
this Irish team will be looking for all the support possible
and I want to ask each and every man, woman and child
who may be intrigued or enthused by such a spectacle to
turn out and support this great event.
When people see powersoccer for the first time, often
what enthrals them most is not the speed or the skill or the
power of the game, but the commitment and intensity
brought to the game by its players. As a sport for power
wheelchair users, it affords those of us with more severe
disabilities an opportunity that we never thought we’d
have. For many this isn’t about getting out and being active, but challenging ourselves and being competitive.
When we play, the only challenges and limitations people
see are those of a sporting nature: ‘Does she have the
nerve to score the penalty?’ ‘He shouldn’t be playing down
the middle!’ ‘Why doesn’t the referee give them anything?’
The game has a great meaning for all of us and drives an
incredibly strong passion that we all share. I hope that
from July 17 to 20, you can too.
Patrick Flannagan

Farewell and
Good Luck!
MDI would like to wish Hazel Bridcut (left), who worked and managed
MDI’s accounts for over 15 years, and Karen Pickering (right), former
Information Officer with MDI for 11 years, all the best for the future.
Hazel retired from MDI recently and Karen finished with MDI to look after
her new baby, Lyra. We would like to thank both Hazel and Karen for all
their hard work and years of service to MDI and we wish them both well
for the future.
Good luck also to Barry Buckley, HR Coordinator with MDI, who also
finished up with us at the end of May. Barry was with MDI for two and a
half years and finished with MDI to move to Belfast. Thank you Barry
also for all your hard work with MDI and we hope you all keep in touch.
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Recent Fundraising Events
Dundalk IT Students raise over €11,200 for MDI

M

uscular Dystrophy Ireland (MDI) would like to take this
opportunity to acknowledge our sincere thanks and
gratitude to the 4th Year Business Studies students at
Dundalk IT for raising over €11,000 for MDI. From the
1st to the 3rd of April last these students, as
part of their ethics class, helped to increase
awareness of muscular dystrophy (and disability issues in general) while also raising
much needed funds for MDI. They came
up with some very innovative fundraising
and awareness events which included:
• wheelchair basketball (where ablebodied individuals played basketball in
wheelchairs)
• "A Day in the Life" of a wheelchair user
(where non-disabled students spent a
day in a wheelchair) and a
• "Raising Bail Event” to help free Paddy
(the college priest)!
All of these very unique ideas, along with a
College Bar DJ and Raffle helped to raise the tremendous amount of
€11,273.00 for Muscular Dystrophy Ireland. Congratulations to all
concerned for organising such a unique and successful fundraising
event and thanks again for all your hard work. All proceeds will go
towards MDI’s Respite Support Services.

Dundalk IT Students present Joe Mooney (CEO, MDI) with
proceeds from their fundraising / awareness week in April.
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MDI Midlands Fashion Show

Volunteer models, members and organisers pictured with Aengus Mac Grianna after the Fashion Show

O

n Sunday 4th of May last, Muscular Dystrophy
Ireland (MDI) and the Midlands Branch of MDI
hosted a fabulous Fashion Show at the Radisson Blu Hotel in Athlone. Co Westmeath. The
night was a great success with RTE Newsreader Aengus
Mac Grianna acting as MC. MDI were absolutely thrilled
to have Aengus officiate on the night which really contributed to the events success. We at MDI would like to thank
Aengus for generously giving us so much of his valuable
time and for meeting, chatting and being photographed
with supporters, friends and members of MDI, which added to the overall enjoyment and success of the night.
A Fashion Show would not be possible without some great
models and style, so thank you also to all of the volunteer
models (Fiona, Eimear, Megan, Eyna, Ruth, Gareth,
Antion & Niall) who strutted the catwalk like real professionals and did a great job at modelling all the clothes
which was provided by: Best Menswer, Clara Ellen, Jean
Junction, Mighty Stylish, Minx, The White Room, Pamela
Scott and Swarbriggs. Hair & Make up was provided by
The Beauty Bureau & Niamh Rielly, which added great
finishing touches.

And last but not least, well done and congratulations to
Maureen Brennan, Fundraising Intern at MDI, who put so
much time and effort info organising the show and helped
to make it a great success. Great work Maureen.
The show raised over €2,000 for MDI. All money raised
will go towards Muscular
Dystrophy Ireland’s Respite
Support Services to
members living in
the Midlands
region and
beyond.

We would also like to thank local Westmeath band “White
Chalk” who performed after the fashion show bringing the
event to a close with some great original and well known
indie-rock tunes in their own unique style. Great gig guys
and thanks a million for also giving your time free to MDI.
Thanks also to our sponsors, Freedom Mobility, Brennans
Tarmac, Whelehan's Pharmacy & Goss Craft Kitchen.

Maureen, Breda, Noel and Graine Brennan pictured with
RTE’s Aengus Mac Grianna at the MDI Fashion Show.
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S

ince 2006, The Gleneagle Hotel in Killarney,
Co Kerry and Harley Davidson Ireland has
been supporting Muscular Dystrophy Ireland
with our Awareness and Fundraising activities. This fundraising initiative has gone from strength
to strength each year and has raised over €110,000
for MDI since its conception.
The 2014 rally of the now well established "Ireland Bike Fest" took place from 30th May to the 1st June. At the time of
printing this newsletter money was still being counted but indications show that approximately €15,000 was raised at
this years event through the sale of tickets, MDA Harley Davidson pins and donations. This is a great testament to
all concerned when we consider the turbulent financial times which we are all currently experiencing.
Muscular Dystrophy Ireland would like to thank the Staff and Management of the Gleneagle Hotel in Killarney for
once again organising and hosting a fantastic event. Thanks also to everyone who sold and bought tickets and pins
and helped to make this fundraising initiative a great success. Your support is very much appreciated by all at MDI.

Harley Davidson Draw
Results 2014

The”MDI Tent” and
volunteers selling tickets
at the Ireland Bikefest.

As in previous years at the Ireland Bikefest, The
Gleneagle Hotel and Harley Davidson Ireland once
again arranged for a fabulous Harley Davidson Bike to
be raffled with all proceeds going to MDI. The draw
took place on Sunday 1st June 2014 at 6.30pm and
the results were:
1st Prize: Harley Davidson Motorbike

Winner: Bob Moorehead, Co Clare
2nd Prize: Two night stay for 2 at the Brehon Hotel.

Winner: Seamus Connolly, Dublin.
3rd Prize: Harley Davidson Leather Jacket

Winner: Keith Moynihan, Co. Mayo.
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 2015 event!

Members and friends of Muscular Dystrophy Ireland pictured with the organisers of the Ireland Bikefest and Johnny
McGuire, President of the Killarney Chamber of Commerce and Tourism (on the Harley).
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Recent MDI Respite & Youth Activities
MDI members Tara field and Jennifer Forde (Cork) meeting the
cast of Grease before a show in the Cork Opera House in April

Youth Activities - Archery

Young members
on camp in
Galway

Youth Activities
“Make-up Day”

Youth Activities - Arts & Crafts

Youth Activities - Cookery

Newsletter of Muscular Dystrophy Ireland - which includes updates on research,
information, fundraising, social activities and details of some upcoming events.
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Members and Staff on camp in Galway

Youth Activities - Archery

Youth Activities - Cookery
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