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Editorial
Hello again,
Welcome to the summer issue of MDI
News Update. This issue is very much
focused on MD research. With details of
upcoming research projects and some
members raising considerable sums of
money for research (details within), it’s all
been very busy!
Details of an announcement for a new
neurology unit for the South East are on
page 4.
In June, Harley-Davidson owners from all
over Europe rode into Killarney and
raised money for MDI, see page 5.
Many of our members may have met or
spoken with the new Receptionist /
Administrator in MDI Head Office, Fiona

MDI Members, Jimmy & Mary Mooney (&
family) from Donegal present Joe Mooney with
a cheque for €41,800, for MD research. More
on page 3.

who introduces herself on
page 6.
With the “Entitlements”
page providing details of
the
basic
income
guidelines increase for
GP Visit Cards and,
clarification on the rules
for exemption from toll
charges
for
disabled
drivers
/
passengers
outlined on page 7, there
should be something to
interest all.
Joe Mooney, Director of MDI presents a cheque for £25,000 sterling to the
MDEX consortium of scientists in the UK towards DMD Research (see page 3
for more). Photo details: Back: Prof. George Dickson, Jenny Versnel (Coordinator), Prof. Volker Straub, Dr. Matthew Wood, Prof. Francesco Muntoni,
Dr. Ian Graham. Front: Joe Mooney and Dr. Dominic Wells
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Until next time, take care.
Hubert McCormack
Editor
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Research News

Volunteers Needed for
Research Project

Research Advances in DMD

MDI was contacted by an Occupational
Therapy student from Trinity College Dublin,
who is looking for participants for her
research project, outlined below:

Members who attended the MDI AGM and
Conference last May, will agree that Prof.
Kate Bushby’s presentation about advances
in DMD, highlights an exciting time for DMD
research. Optimism is high and clinical trials
are becoming a reality.
We have included with this newsletter a
summary of Prof. Bushby’s presentation
entitled “Research Advances in Duchenne
Muscular Dystrophy”.
If you receive this newsletter by email, you
can download a copy of this article from the
MDI website, or email karen@mdi.ie to
request a copy by post.

MDI Annual Report 2005
Copies of the MDI Annual Report for 2005
were also circulated to members at the AGM,
on 6th May. If you would like a copy of the
Annual Report 2005, please contact Karen
Pickering in the Dublin Office on 01 8721501
or email karen@mdi.ie

MDI Information Evenings
MDI will be running a short series of
information evenings for members in
September 2006. These evenings will update
members on all the services that MDI
provides, and how you can access these
services, and will coincide with the launch of
a new booklet for members, which is a
comprehensive guide to the organisation.
Further information about the dates and
locations will be circulated to members in due
course and posted on the website,
www.mdi.ie

AN EXPLORATION OF THE
MANAGEMENT STRATEGIES USED
BY PARENTS OF BOYS WITH
DUCHENNE MUSCULAR DYSTROPHY
I am a third year Occupational Therapy
student in Trinity College, Dublin. As part of
my course, I am doing a research project to
with parents of boys with Duchenne Muscular
Dystrophy.
Background: The purpose of this study to
identify the strategies that parents use to deal
with the challenges of Duchenne Muscular
Dystrophy (DMD). I hope to identify the
strategies that parents use to help their son
with his schoolwork, his hobbies, and
personal care, and also the resources and
services that are of assistance to parents in
dealing with the implications of the condition,
and the supports that are available for
parents. As there is little information for
parents about coping with the implications of
DMD, much of the value of this study will be
in providing an opportunity for parents to
make recommendations, and give advice to
other parents who have a son with DMD.
Procedures: This project will involve one
interview lasting approximately one-two hours
with either parent, in their home. This will be
tape-recorded, and parents will be provided
with a written transcript of the interview.
I will need six families to volunteer to
participate in this study who have a son with
DMD aged between eight and fifteen years
old.
Should you wish to find more information
about this project or to contact Claire
Kearnes, by: email: kearnsc@tcd.ie or you
can call 087 7612170. Thank you for your
assistance.
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€41,800 Raised for MD
Research
MDI would like to thank Jimmy Mooney and
friends from Donegal who were very busy
fundraising for MDI recently and in their
endeavours raised a total of €41,800.
Jimmy, whose son Liam has muscular
dystrophy, raised €31,075.00 by running his
first ever marathon in Belfast on the May
Bank Holiday Monday. And a few weeks
later Jimmy was presented with a cheque for
€10,725 by organisers of the “North Pole
Challenge”, which is basically a climb of
Slieve Sneacht and a cycle ride around the
Inish Owen Peninsula in Donegal. It would
make one tired just thinking about all this!!!!
Well done to Jimmy and all his supporters
and friends (pictured below), who helped
raise this money. All proceeds raised will go
towards the UK consortium exon skipping
research.

MDI Provides Funding for
Exon Skipping Research
Muscular Dystrophy Ireland is pleased to
announce that it will be providing funding to
the MDEX consortium of scientists in the UK
towards their project “Restoring Dystrophin
Expression in Duchenne Muscular Dystrophy:
A UK Consortium for Preclinical Optimisation
and a Phase I/II Clinical Trial Using Antisense
Oligonucleotides”.
Joe Mooney, Director of MDI, travelled to
London on 23rd June to meet with the
consortium and present them with a cheque
for £25,000 sterling, the first instalment of the
grant (see photo on front page). MDI looks
forward to hearing how the research is
progressing and we will keep members
updated.
For more information about exon skipping,
please contact Karen Pickering, Information
Officer by phoning 01 8721501 or email
karen@mdi.ie
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South East is Earmarked
for Spend on Neurology

Princess Jemma
Remembered

The HSE announced in their plans for 2006
that a new neurology unit will commence
development during 2006 in the South East
region. It is to be staffed by a consultant
neurologist an Occupational Therapist and a
Clinical Nurse Specialist. The National
Hospital Office has set aside a budget of
€400,000 for this new unit in 2006.

My name is Caroline Sheil and I am proud to
say I am the oldest sister of a princess! My
sister Jemma sadly passed away on
17th December 2005. Jemma had congenital
muscular dystrophy and lived with it bravely
for 12 years.

The need for a neurology service in the South
East was highlighted by a government report
in 2003 which recommended that 4
neurologists be appointed to Waterford
Regional Hospital. Members of MDI currently
have to endure long and tiring journeys to
Dublin or Cork in order to receive specialist
treatments for their condition. Problems in
accessing transport, fatigue and the stress of
travel may have forced some people to give
up attending for essential treatments.
After many years of advocating on behalf of
MDI members (and those with other
neurological conditions) in the South East,
the South East Neurology Interest Group is
hopeful that we will soon see advertisements
for staff for the planned new neurology unit
for the region. This investment is a positive
beginning and we call for more funding to be
allocated to the development of this unit on a
multi-annual basis.
Marie Kealy, MDI Family Support Worker
(South East Region) and Chairperson of the
South East Neurology Interest Group
welcomes the announcement of funding for
the appointment of a neurologist for the
South East Region.
For more information contact:
Email: mariek@mdi.ie 086-6066107
Email: southeastneurologyneeds@eircom.net
Marie Kealy
Family Support Worker

I am writing to you because my cousin Mrs
Monica MacNeill is attempting the London
Triathlon on 5th & 6th August and is doing so
to raise money in honour of a brave little girl
and also to raise money for muscular
dystrophy.
Sincerely yours,
Caroline Sheil
MDI would like to thank Caroline for
contacting us and wish her and Monica all the
best in their fundraising endeavours. If you
would like to sponsor Monica or offer other
support, contact the MDI office.

Tipperary Institute
Donates Computer to MDI
Member
Tipperary Institute, a third level
college
offering
certificate,
diploma and degree courses in
both Clonmel and Thurles, Co.
Tipperary has kindly given a
home computer to Stephan
Ryan(11) an MDI member from
Cashel, Co. Tipperary. Stephan is
delighted with his computer
which will be of great assistance
to him with his school work.
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Harley Owners Group
Geared Up for MDI
From 22-25 June 2006, HarleyDavidson owners from all over Europe
rode into Killarney for their 15th
European Harley Owners Group (HOG)
Rally. Up to 10,000 Harley-Davidson
bikers exhibited their bikes, partied and
paraded through the ring of Kerry in
what can only be described as a terrific,
thunderous and spectacular sight. With
entertainment over the three days from
Suzi Quatro, Bonnie Tyler and The
Counterfeit Stones, among others, it
was definitely the place to be if you’re a
“biker or bopper!”
However, it wasn’t all about motorbikes
Joe Kleuters and his wife Carina (back left) pictured with
and music. Because of the cooperation
Hubert McCormack and Steven Valentine (front) and
between Harley-Davidson and the
American
Muscular
Dystrophy
Personal Assistant Mihajlo Radumilo (right) at the Harley
Association (MDA) the HOG also
Davidson Rally in Killarney
fundraise for muscular dystrophy
associations within the European
Given this connection, last May MDI were
Community at all official Harley-Davidson
contacted by MDA Europe and invited down
rallies and events and money raised is
to Killarney to participate in this event.
presented to muscular dystrophy associations
within that particular EU country.
MDI merchandise (i.e. chocolates, key
rings, pens etc.) were sold, along with
the 2006 edition of the Harley
Davidson MDA Pins, which proved to
be very popular.

The “MDI Stand” at the Harley Davidson Rally
L-R: Hubert McCormack, Mihajlo Radumilo, Ashling
Mooney, Steven Valentine, Sha Kolonbage & Joe Mooney.
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MDI would like to thank bikers, Joe
Kleuters and his wife Carina from
MDA Europe in Holland, who invited
MDI to this rally and helped raise a
total of €3,100.00 for MDI. Thanks
also to Kieran Quinn (from Kilkenny) &
Sean O’Brien (from Waterford) both
members of the “Celtic Thunder
Ireland Chapter” of the Harley
Davidson Group, who donated their
MDA Harley Pins for auction on the
last night and raised a further €300.00
for MDI.

Hubert McCormack
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New Staff Member
Hi Everyone,
My name is Fiona O’Donoghue and I have
recently
taken
up
the
post
of
Receptionist/Administrator in the MDI
Head Offices on North Brunswick St.
I am originally
from Clare, but
spent my school
years in Leitrim
where my family
still live. So I
spent lots of time
between Lovely
Leitrim and the
Banner County
catching up with all the clan.

Accessible Holidays
With the summer season upon us, many
members will be going on holiday, both within
Ireland and abroad. Your experiences may be
useful for members booking holidays for next
year. You might have stayed in a hotel that
you think was very accessible, have found a
company that provides transport, or a place
that hires equipment to people with
disabilities. Alternatively, you may have come
across somewhere that you would really not
recommend to other members. I would be
interested to hear your experiences, good
and bad. You can call me in the Dublin office
on 01 8721501 or email karen@mdi.ie
It will also be important for members to bear
in mind that what one person finds accessible
for them, might not be for everyone, so
please check any recommendations out
yourself to make sure it will be suitable for
your own needs.

I studied in University of Limerick before
transferring to the Dublin Business
School to finish my Business Degree
while working in an insurance company in
Dublin.
So my post in Muscular Dystrophy Ireland
is a very big change for me, but one
which I am really enjoying so far. It has
created lots of new and interesting
challenges.
I am contactable on 01 872 1501 (as
Hubert would put it, I’m the friendly voice
of MDI at the end of the phone!!) or email
address fiona@mdi.ie
I’m looking forward to meeting everyone
in the near future at MDI events, and
hope everyone has a great summer.
_________________________________
MDI would like to welcome Fiona aboard and
wish her well in her new post.

Congratulations to MDI Staff
members
Aileen
O’Mahony,
Administration Co-ordinator and
Caroline Moran, Family Support
Worker, who both had baby girls
recently. MDI would like to wish
Aileen and Caroline (and their
respective husbands) well and are
happy to inform you that both
mother and baby (in both cases) are
doing well.

MDI News Update
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Entitlements
More People Now
Entitled to GP Visit
Cards
It has just been announced on 26th June, that
the basic income guidelines have been
increased, meaning that more people will be
entitled to the GP Visit Card. This card
entitles you to free visits to your GP, but not
to free medication.
According to the Department of Health, since
the change the GP Visit Card should be
available to the following people with typical
outgoings and the following income after tax
and PRSI:
• A couple with two children earning about
€1,200 a week, €63,400 a year.
• A couple with four children earning about
€1,580 a week, €82,160 a year.
• A single parent with one child earning
about €1,000 a week, €52,000 a year.
• A single person with no dependants
earning about €426 a week, €22,152 a
year.
The above income examples are before
outgoings such as mortgage and rent costs,
childcare costs, and travel to work costs, are
taken into account when calculating income
thresholds for a GP Visit Card.
One application form is used for both Medical
Cards and the GP Visit Card. The HSE will
assess you for a Medical Card in the first
instance, and if your income exceeds
guidelines you will then be assessed for the
GP Visit Card.
To get more information or to apply for the
card, phone the HSE infoline on 1850 24
1850, contact your local Health Office or
check www.hse.ie/en/GPVisitCards

Income guideline examples have been taken
from the Department of Health press release,
“Tánaiste announces increase in means test
for GP visit card”, which can be viewed on the
Department’s website at:
www.dohc.ie/press/releases/2006/20060626.
html

Exemption From Toll
Charges for Disabled
Drivers / Passengers
In the last issue of our newsletter, we
included an article about Exemption from
toll charges for disabled drivers /
passengers. Following complaints and
confusion from some of our members that
disabled passengers were excluded from
free passage on the M4, MDI wrote to
Eurolink (the company which operates
the M4 Toll Plaza) to seek clarification.
We recently received a reply from Noel
Nally, Tolling and Customer Service
Manager, stating that:
“…..in the future a Westlink / Eastlink
disabled pass will be accepted at our toll
plaza provided that:
1. The pass is valid and that the
bearer of the pass is in the vehicle.
You do not have to be the driver.
2. The vehicle is specially adapted.”
These
new
arrangements
introduced in April 2006.

were

Disabled motorist who do not have a
Westlink / Eastlink disabled pass can also
apply to Eurolink’s offices for an M4
exempt pass.
Write to: Eurolink Motorway Operation
Ltd, Administration Building, Toll Plaza,
Cappagh, Nicholastown, Co. Kildare.
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Womens Mini
Marathon
MDI would like to thank everyone who ran
in this years Womens Mini Marathon on
5th June last and raised funds for MDI.
Thanks to everyone who sent in their
sponsorship money. The money is still
coming in slowly – if you haven’t yet sent
in yours yet, we would appreciate if you
could do so as soon as possible.

Imelda Raises €2,800
for MDI Research

Me & My Harley (I wish!)
Hubert McCormack pictured at the Harley
Davidson Rally in Kilkenny in June.
And Finally…For Something Different

Sudoku
It seem to be all the rage these days, so I
thought it would be a good space filler!
The rules are simple. Each Sudoku has a
unique solution that can be reached
logically without guessing. Enter digits
from 1 to 9 into the blank spaces. Every
row must contain one of each digit. So
must every column, as must every 3x3
square. Rating: Easy. If this proves
popular, I may include a medium rating
next time. Let me know. Enjoy!
1

Pictured above presenting a cheque for
€2,800.00 to Joe Mooney are MDI members
Imelda Quinn from Lifford, Co. Donegal and
her son Patrick. Imelda raised this money by
running in the Women’s Mini Marathon in
Dublin in June. This money will go towards
research into muscular dystrophy, as was
requested by Imelda.
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