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Former Irish and Liverpool legendary football player Ronnie
Whelan pictured here with MDI member Thomas Winters
from Co Meath, at MDI’s Trim Golf Classic in September.
See page 7 for more.

MDI National Christmas
Appeal / Campaign
13th and 14th December 2013
Volunteers will be collecting in most Tesco stores
nationwide. All donations will be greatly
appreciated. Please support. Thank you.
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Research News
Prosensa and GlaxoSmithKline announce
disappointing results of exon skipping trial
GlaxoSmithkiline (GSK) and Prosensa have announced preliminary results of their phase III trial
of drisapersen - a molecular patch designed to
skip exon 51 - which failed to prove that the drug
is effective. After 48 weeks, boys who received
drisapersen could walk approximately 10 metres
further in 6 minutes than those who received a
placebo control (an inactive drug). However, because the effects of Duchenne muscular dystrophy can vary widely between individuals, it is
important to use statistics to confirm whether a
small difference in the distance boys can walk is
caused by the drug or by chance.
Unfortunately, in this case, the statistical tests
could not confirm that the difference was caused
by the drug. The researchers also used other
tests to measure the effectiveness of drisapersen including the NorthStar ambulatory assessment (which includes many muscle function
tests) and a 10 metre running test. These
measures found that boys who received drisapersen performed no better than those who
received a placebo.
Hans Schikan, Chief Executive Officer of
Prosensa, stated that the company remains
committed to their programme and will continue
to work closely with GSK. Together, the companies will carry out an in depth analysis of all the
data from all the drisapersen trials to try to fully

understand the safety and effectiveness of the
molecular patch.
Prosensa also announced:
During the upcoming period in which the data of
the various drisapersen studies will be analyzed
in more detail, the Prosensa programs will continue.
Whilst news of these trial results will be disappointing for individuals and families affected by
Duchenne muscular dystrophy, it is important to
note that these results only affect drisapersen.
Molecular patches based on different chemistries are being developed - eteplirsen by Sarepta
Therapeutics for example - and these results
should not directly affect those on going trials.
For more information on the exon skipping trial
results you can go to Muscular Dystrophy Campaign’s website where some frequently asked
questions
have
been
addressed.
http://www.muscular-dystrophy.org/
news/6938_exon_skipping_trial_resultsyour_questions_answered
You can also contact MDI at info@mdi.ie or by
calling (01) 6236414.
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Research News
New gene causing congenital muscular
dystrophy has been identified

A

n international team of scientists led
by Professor Francesco Muntoni
have identified that mutations in a
gene called B-1-3-N acetylgalactosaminyltransferase 2 (or B3GALNT2 for short) can
cause congenital muscular dystrophy. This discovery will allow a precise genetic diagnosis for
a greater number of children with this condition
and might be the basis for the development of
new therapies.
Professor Muntoni and his colleagues studied
the DNA of over 100 individuals with dystroglycanopathy (a type of congenital muscular dystrophy) but no genetic diagnosis.
The team used a combination of techniques, including cutting edge technology, called next
generation sequencing, to determine the cause
of the dystroglycanopathy in these individuals.
They found that six of the individuals appeared
to have mutations in the same gene - called
B3GALNT2.
How is this relevant to patients?
According to Muscular Dystrophy Campaign, UK

the identification of this gene means that more
people with a congenital muscular dystrophy will
receive a precise genetic diagnosis. In 2008, approximately 50% of people diagnosed with congenital muscular dystrophy could not be given a
precise genetic diagnosis. Now, with several
new genes discovered, approximately 70% of
people receive one. This is vital for helping families to understand the risk of passing the condition on to their children. It may also allow families to consider the option of using new technology when planning to have children. Knowing
the genetic diagnosis allows clinicians to gather
more precise information on how the disease
might progress so affected families can plan for
the future and gain access to appropriate care.
In the longer term, this research could result in a
greater understanding of the biological pathways
that are involved in the conditions. Knowing that
mutations in the B3GALNT2 gene can cause
congenital muscular dystrophy, has highlighted
a new mechanism by which the condition can be
caused and may help researchers to develop
therapies in the future.

Congratulations
Congratulations to MDI member Claire
O'Callaghan (right) from Westmeath
who graduated on 25th October with a
Higher Certificate in Arts at the Athlone
Institute of Technology. Claire’s Dad,
Paddy sent us in this photograph to share
with our readers. Well done on a great
achievement Claire, from all at Muscular
Dystrophy Ireland.
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Report from All Ireland Conference on
Neuromuscular Conditions
21st September 2013

T

he first ever All Ireland Conference on Neuromuscular Conditions took place on 21st September
2013 in City North Hotel, Gormanston, Co. Meath. The All Ireland Research and Information
Sharing Day was jointly hosted by MDI and the Northern Ireland Council of Muscular Dystrophy
Campaign (NIMDC). A hugely successful, informative and enjoyable day was had by all. Expert
speakers were in attendance from both sides of the border. The day was officially opened by Cllr Richie Culhane,
Mayor of Drogheda and was chaired by Ann-Marie Coen,
Information Officer, MDI.
Opening presentations were made by MDI and NI MDC.
Gary Kernehan, Head of Volunteer Fundraising, Muscular
Dystrophy Campaign spoke about the on going work of
our UK counterparts focusing on work and developments
taking place in Northern Ireland. Ann-Marie Coen and
Maureen Brennan, Fundraising and PR intern with MDI
spoke about work carried out by MDI including our fundraising, information and support services.

Among the panel of expert speakers were:
Professor Dominic Wells, Professor in Translational Medicine, Royal Veterinary College.
Professor Wells gave us an insightful snapshot of recent advances in experimental therapies for muscular
dystrophy. Also mentioned were the disappointing results in GSK’s recent press release (http://tinyurl.com/
GSK-200913), but Professor Wells highlighted that several promising pathways of treatment are making
their way towards the clinic.
Dr. Ronan Walsh, Neurologist, Beaumont Hospital, Dublin. Dr Walsh described how the Republic of
Ireland (similar to Northern Ireland) has insufficient clinical capacity with among the lowest neurologists
per patient population in Europe. Despite this, he described the successful adult neuromuscular multidisciplinary clinic in Beaumont Hospital and finished by saying ‘We need more days like this!’
Professor Richard Costello, Respiratory Consultant, Beaumont
Hospital, Dublin. Professor Costello enthusiastically explained why it is
important to see the breathing team and highlighted why breathing can
be a challenge with sleep problems, daytime weakness, poor strength
of speech, difficulty chewing/swallowing, chest infections and poor
cough strength.
Dr. Stela Lefter, Neuromuscular Research Fellow, Cork University
Hospital. Dr Lefter explained her current MDI and Genzyme funded
study to find the number of adults with different types of neuromuscular
conditions across Ireland. Her research started in Jan 2012 and she
hopes to generate a detailed register and help develop specific care
programs for individuals with the prevalence currently estimated at
around 1/1500. A key point emphasised by Dr Lefter from her findings
was that rare disorders ‘are not so rare after all’.
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Dr. Amy Jayne McKnight,
Chair of Northern Ireland
Council for Muscular
Dystrophy Campaign discussed some of the recent
developments in Northern
Ireland. Multiple surveys
(e.g. National Patient Survey, McCollum report, Patient and Client Council reports) over the past few
years provided information
that they have been using to campaign for improved services in Northern Ireland.
Ms. Helen Kerr, Doctoral
Fellow/PhD student, All
Ireland Institute for Hospice and Palliative Care,
talked about the latest findings on transition from
childhood to adult services.
Young persons and their
family often develop close
bonds with the paediatric
team, but then feel as
though they ‘fall off a cliff’
with a lack of continuity of
care.
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Four Afternoon workshops on child and adult
physiotherapy and nutrition were facilitated by
physiotherapists Claire Egan, Beaumont Hospital,
Dublin and Siobhan McAuley, Belfast City Hospital
and dietician Barbara Shinners, Central Remedial
Clinic, Dublin. The fully booked workshops proved
hugely popular with attendees staying to ask questions well past the finishing time.
Child facilities were well utilized with lots of fun,
music and a very lively atmosphere coming from
the activities room! Exhibitors on the day were Cooley Healthcare and S&E Caretrade.
We would like to thank Genzyme and the wonderful
staff at City North Hotel. Finally a huge thank you to
all our wonderful speakers who took time out from
busy schedules to present, and to everybody who
attended on the day and made it such a success.
We hope this successful day marks the beginning
of many more initiatives between MDI and the
Northern Ireland Council of Muscular Dystrophy
Campaign.
For a more detailed report on the day please go to
our website http://www.mdi.ie/conferencereports.html or if you would like a copy of any of the
presentations made please call (01) 6236414 or
email info@mdi.ie
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DoneDeal €13,000 for MDI
Muscular Dystrophy Ireland would like
to extend a huge thank you to David
Conde from DoneDeal.ie for a very
generous donation of over €13,000.
MDI were one of three chosen charities nominated by DoneDeal for their
August “Charity of the Month” and
10% from every new ad placed on
DoneDeal during the month of August
was shared equally between MDI, MS
Ireland and the Wexford Arts Centre.
We at MDI are sincerely grateful for
this very generous contribution and
we would like to take this opportunity
to thank Dave and all at DoneDeal.ie
for supporting the work of Muscular
Dystrophy Ireland.

St Margaret's
Celtic Supporters
Club
Supports
MDI
St Margaret's Celtic Supporters Club
held their annual dinner dance on the
12th October in the Boyne Valley Hotel
Drogheda, Co Meath. Over 250 people
attended the function and Muscular Dystrophy Ireland was one of the charity
beneficiaries along with Duleek Senior
Citizens, St Ciaran’s Boxing Club & The
Conor Traynor Fund. Many thanks to
Trevor, Alison, Alisia and Matthew
Sharkey (pictured here) for their support
and continued fundraising efforts. A
great night was had by all who attended.
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Trim Golf Classic Raises Over €7,000

T

hank you to all the
teams, sponsors
and donors who
supported the 4th
Annual Trim Golf Classic
which took place in September and raised over €7,000
for MDI. Over 40 teams
took part in this year’s event,
one of which was captained
by former Irish and Liverpool
legendary football player
Ronnie Whelan.

Ronnie Whelan, Nial Winters,Paul Harris and
Thomas Winters

Ronnie’s presence this year
provided a tremendous
boost to this annual event
and it was a great day for Muscular Dystrophy
Ireland and all the locals in Trim, who were
thrilled to have such a soccer legend as Ronnie
Whelan support this event. Thank you to Niall
Winters (MDI member) and Paul Harris for organising this event. Thanks also to Mick for the
fantastic photographs and Paddy Kelly for his
continued support.
Presentations, music and dancing until the early
hours was held in the Priory Inn, Trim and a lot
of soccer fans who supported this event had the
Niall Winters

Team Ronnie!

opportunity to ask Ronnie some great soccer
questions as Ronnie did a quick Q&A session
after the formal presentations.
Thank you again to the Winters family for their
tremendous fundraising efforts. The weekend
will be remembered for a long time to come and
it lifted the spirits for MDI members and the community in Trim.
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“Race Around Ireland
Cyclists Raise
€5,200.00 for MDI

Above: Colin O'Brien (right) and Mick Gowen
(left) from “Over The Hill Cycling Club”, pictured
here with Ronnie Whelan before commencing a
grueling “Race Around Ireland” which they completed in four days and raised €5,200 for MDI.
Congratulations on a great achievement lads
and thanks a million for your support, from all at
MDI.
Right; Cheque presentation of €5,200 to MDI.
L-R: Hubert McCormack, Colin O’Brien, Pat
O’Callaghan and Joe Mooney.

Help raise funds for MDI with Deal
DealEffect
Effect.ie
Effect.ie
DealEffect.ie is a new 'daily-deals' website service which was set
up by The Wheel (a leading representative and support organisation for Ireland's non-profit and charity sector). DealEffect.ie offers
daily deals at hugely discounted prices through daily emails and
social media engagements and on www.DealEffect.ie. Deal Effect
has also partnered with many Irish charities and 11% of all deals
sold will be donated to a charity of your choice.
Muscular Dystrophy Ireland (MDI) is one of the participating charities who have signed up with DealEffect.ie. With your support you
can help MDI
raise additional funds for our organisation by
signing up with DealEffect.ie and getting great
discounts at the same time – a win win situation
for everyone concerned! Simply register your
details on DealEffect.ie and be sure to select
Muscular Dystrophy Ireland as your chosen
charity (from the drop down list).
For further details visit: www.dealeffect.ie/
Fergal Rigby
CEO Deal Effect
with Amy Bramley
PR / Fundraising Coordinator
Muscular Dystrophy Ireland
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Greyhound Race Night Raises Over €3,000
The MDI Annual Greyhound Race Night for 2013
was held in Shelbourne Greyhound Stadium in
Dublin on Saturday Night the 19th of October
2013. A great night was had by all who attended
and over €3,000 was raised from this event. Muscular Dystrophy Ireland would like to thank everybody who supported this night, which was the 8th
Benefit Race Night. We would also like to express
our sincere gratitude and appreciation to everyone
who bought tickets for the National Draw.
Thanks also to Pat Fitzsimons from Parfit in
Swords, Co Dublin who kindly sponsored a race
on the night. Many thanks Pat for your continued
support. Thank you also to Liam Caulfield from
“Caulfield Glass”, who sponsored a beautiful crystal trophy (see picture) for the Parfit race. Thanks
Liam for your continued support.

Advert / Sponsors
BHP Insurance
Clover Hill Autos
Caulfield Glass
David Dennison
Dove Cross Construction
Dublin Bus
EMS Associates
Kirwan Insurance
Lily O'Briens
Paul Bolger Print
Parfit
Snap Printing

We would like to thank the businesses, companies
(listed below) and private individuals who placed
adverts in the racing booklet and all those who
kindly assisted with financial contributions and donated prizes for the draw and raffle. MDI would
also like thank everyone who purchased and sold
tickets, your support is sincerely appreciated and
of great assistance.

National Draw Results
1st Prize:
Hilda Currid from Sligo
2nd Prize:
Alan Dalton from Mullingar
3rd Prize:
James Clancy from Leitrim
For more details visit
www.mdi.ie/national-drawresults.html
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Remembering Seamus Quiz Night
raises over €1,600 for MDI

S

eamus Mooney was the eldest son of
Mai and the late Benny Mooney from
Carndonagh, Co Donegal.
Seamus
would have been celebrating his 50th
birthday on the 17th of November last, but sadly
he passed away when he was 25 years of age.
His sister Anna organised a table quiz in his
memory to honour his life. It was held in Tul na
Ri, Carndonagh on Friday the 15th of November.
While Seamus’s life was cut short he led a full
and active life with his family and studied hard to
become an accountant. Seamus was a great role
model for his younger brothers and sisters as he
was involved in everything at school, e.g. representing Carndonagh Community School at the
Young Scientist Show at the RDS in Dublin and
also at the All Ireland Chess Competitions in Galway for three years.
When Seamus was seeking to carry out his studies there was no personal assistance services or
supports to attend third level college for a disabled student. Not being daunted by this, Seamus
studied accountancy through a correspondence

course and travelled down to Dublin every few
weeks for weekend lectures, which his mother
Mai assisted him in doing. Seamus practised as
an accountant in Carndonagh while studying.
As you can see Seamus led by example and all
his family and friends came out to support the table quiz. A great night was had by all and a big
thank you goes to the staff of Tul na Ri, Monica
Simpson and Edel Burns [Seamus cousin] who
provided the refreshments which were enjoyed by
all, Paddy McLaughlin who did a great job as quiz
master keeping everyone puzzled with the questions, and to all the people who donated prizes
and money.
The Mooney family would like to thank everyone
very much for supporting the quiz and remembering Seamus and also for the financial support given to Muscular Dystrophy Ireland which will be
put towards respite services. €1,647 was raised
and presented to Muscular Dystrophy Ireland.
The Seamus Mooney Remembering Quiz Night
will be one to be remembered.

Left - Right: Anna Carr [Seamus’s Sister and organiser], pictured with the winning
team, Sean and Margaret McGinley, Geraldine and Gerard O’Kane

MDI would like to
take this opportunity of thanking Anna Carr
and all the
Mooney family
for donating the
proceeds from
the Remembering Seamus Quiz
Night” to our
Respite Support
Services and for
supporting the
work of Muscular Dystrophy
Ireland.
Your support is
very much appreciated.
Thank you!
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Photos from Recent Youth Activities
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MDI News Update - Issue 58 - Winter 2013

MDI Christmas cards 2013
Great Value at only €7.00 per pack (or €8.00 includes postage )

Irish made and all
proceeds go to MDI. To order visit: www.mdi.ie or phone (01) 6236414.

Verse on inside of card reads:
“With Best Wishes for Christmas
and the New Year
Beannachtaí na Nollag agus na
hAthbhliana”
Card size: 6" x 6" (150mm x
150mm)

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: Helen McDonnell, Garry Toner, Jimmy Murray, Florence Dougall, Ephraim Purcell,
Kathy LeBrasse, Simon Jameson.

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.

