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Editorial

Project Conference in the UK which was
attended by Ephraim Purcell from Dublin.

Hi Folks,
Welcome to the latest edition of the MDI
Newsletter. I’m sure you’re all aware by now
that we have recently moved offices. Given the
chaos
involved
with
moving
eg.
packing/unpacking boxes, moving phones and
computers etc., I’m surprised that this issue is
not late, but thankfully we’re on schedule.
Our “Research Column” on page 2 in this issue
focuses on Limb Girdle muscular dystrophy.
Also on the topic of research, it was recently
announced that three institutions in America
have been issued grants of up to $6.5 million
each over five years and nominated as "centres
of excellence" for muscular dystrophy research
(see page 3 for more). There is also a report
on page 4, by Karen (our Information Officer)
on a conference she attend “Neurology in the
21st Century.”

If you have Becker muscular dystrophy, you
may be interested in a website where people
who have Becker share their experiences (see
page 6).
Power soccer, the latest craze amongst our
young members, has really taken off and on
page 8 you can read all about our second MDI
National Power Soccer Day.
One way to shake off the winter blues is to
head off to the sun, and that’s exactly what a
group from the Midlands Branch did, (see pages
9 and 10 for more). There is also a report from
Cork on their recent Eurodisney trip (page 8).
And with news from the South East, there
should be something to interest everyone.
Until next time, take care. And may I take this
opportunity of wishing all our readers a very
Happy Christmas and New Year.

And on the subject of conferences, there is
also a report on page 5 on the Duchenne Parent

Hubert McCormack
Editor

“On the ball”
Kevin Fitzsimons
(from Dublin), Ed
O’Connell (from
Cork) and David
Stack (from Kerry)
with volunteer TJ,
playing power
soccer in Athlone
at the recent MDI
National Power
Soccer Day (see
page 8 for more
detalis).
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Research Update 7

The most common types of LGMD are types 2A
and 2B, and these are caused by mutations in
the genes encoding calpain 3 and dysferlin.

The term Limb Girdle Muscular Dystrophy
(LGMD) refers to a group of disorders that
mainly affect the muscles of the hip and
shoulder girdle. Most of the genes responsible
have been identified but it is not fully
understood how errors in the genes lead to the
symptoms of LGMD.

A study that appeared in the May 2003 edition
of the journal Nature showed that when
dysferlin is defective, it causes a glitch in
normal muscle repair. This suggests that in
LGMD2B faulty muscle repair, rather than an
inherent weakness in the muscles’ structural
integrity, leads to the progressive muscle
deterioration. Research teams based in the
University of Iowa and the Howard Hughes
Medical Institute, engineered mice that lacked
the dysferlin gene. As they aged, the mice
developed dystrophy similar to LGMD in
humans. Treadmill tests however, found that
the muscles were not much more susceptible to
damage than the muscles of normal mice,
indicating that the absense of dysferlin did not
seem to interfere with the normal structural
integrity of muscles. When looking under the
microscope though, there were unusually high
numbers of vesicles (bubbles within muscle
cells) in the mice lacking dysferlin, suggesting
that an error in membrane resealing might be
responsible for the muscular dystrophy. Dr.
Steve Vogel, co-author of the study, said “A lot
of progress has been made, and there’s a lot
more that needs to be learned in terms of the
molecular mechanisms of membrane repair”.

Limb Girdle Muscular Dystrophy

The different types of LGMD fall into two main
categories, depending on how they are
inherited. LGMD types 1A-F fall into the
category of autosomal dominant LGMD. In
these cases, one faulty copy of the gene causes
it, and a person with this form will have a 50%
chance of having an affected child. The other
category is autosomal recessive LGMD and
types 2A-I fall into this. To have one of these
types of LGMD, both parents need to be
carriers, and the chance of having an affected
child is 1 in 4. Around 90% of LGMD is
inherited as an autosomal recessive condition.
Different genes and therefore different
proteins are affected in the different types of
LGMD. The diagram below shows some of the
main types.

Gene therapy is also being considered for
LGMD. There was a setback a few years ago,
when a patient undergoing gene transfer
experiments for a genetic disorder unrelated
to muscular dystrophy died. Even though it was
a different disorder using a different method,
LGMD gene therapy clinical trials were stopped.
Researchers had to move back into the
laboratory to ensure that any potential therapy
they came up with would be as safe and
effective as possible.
There is a genotyping study that has just begun
in America, which aims to identify and
characterise people with LGMD who have
mutations in the gamma-sarcoglycan gene
(LGMD2C). This will help researchers to learn
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more about this type of LGMD, and in the
future, those identified might be able to
participate in a future trial to test the safety
of transferring a working copy of the gammasarcoglycan gene into muscle.
Gene therapy is still some way off. At the
moment, researchers are continuing to learn
more about the different types of LGMD, and
to identify the function of the proteins
involved. With this information, future
therapeutic strategies can be developed.
___________________________________

For more information, please see the LGMD
section on the American Muscular Dystrophy
Association website, www.mdausa.org or the
Annual Condition Specific Review for LGMD on
the Muscular Dystrophy Campaign website,
www.muscular-dystrophy.org
Karen Jameison
Information Officer - MDI

Muscular Dystrophy Research

that the grant would go "primarily to research
and to the studies of patients and also to fund
translational
research
taking
basic
discoveries out of the laboratory and out of
the clinic to test and develop new therapies for
muscular dystrophies".
Richard Moxley III, a neurologist, will direct
the centre at the University of Rochester. He
said that the designation of the centre and the
funding are "a blessing and a great
opportunity". Moxley heads Strong Memorial
Hospital's Neuromuscular Disease Centre,
which has gained international recognition for
the care of patients and research. This group
will focus on myotonic dystrophy and
facioscapulohumeral muscular dystrophy. One
of their studies will look at a potential
treatment for myotonic dystrophy using an
experimental insulin-like growth factor known
as Somatokine. This compound has had
promising results in boosting bone strength in
elderly women recovering from fractures,
improved blood sugar control in diabetics and
muscle building in people with severe burns.

Centres of Excellence

Moxley had found insulin resistance in myotonic
patients more than 20 years ago.

Three institutions in America have been issued
grants of up to $6.5 million each over five
years and nominated as "centres of excellence"
for muscular dystrophy research. These
institutions are the University of Washington,
University of Rochester in New York and the
University of Pittsburgh. The grants have been
issued by the National Institutes of Health and
the Muscular Dystrophy Association, USA.

The University of Pittsburgh will study gene
and stem cell therapies to treat muscular
dystrophy, particularly Duchenne. Joseph
Glorioso will direct this centre along with Paul
Robbins. There is also a Duchenne Muscular
Dystrophy Research Centre at this university,
led by Eric Hoffman. Hoffman is credited with
identifying
the
dysfunctional
protein
responsible for Duchenne, and was part of the
team that described the genetic defect
underlying the condition.

Jeffery Chamberlain from the University of
Washington, said "We believe this is going to
give us a great opportunity to bring together a
lot of different investigators who span areas
of expertise from basic research to the clinic".
This group will conduct studies to develop new
gene therapies for Duchenne muscular
dystrophy, and will also look at several other
types of muscular dystrophy. Chamberlain said

The centres will share their expertise with
each other, so it will be interesting to see how
the research progresses.
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Neurology in the 21st Century:
New Imperatives for Future Care
On 2nd October 2003 I attended a lecture in
the O'Reilly Hall, U.C.D. organised by the
Neurological Alliance of Ireland (NAI) and the
Irish Institute of Clinical Neuroscience. MDI
are members of the Neurological Alliance,
which is an umbrella organisation campaigning
for the rights of people with different
neurological conditions, including muscular
dystrophy, multiple sclerosis, epilepsy, motor
neurone disease, migraine and Alzheimer's
disease. The NAI is currently lobbying the
government to get changes in neurology
implemented, that were recommended by a
recent Comhairle na nOspideal report.
Ivor Callely T.D. from the Department of
Health and Children, who attended the
beginning of the lecture, announced that a
national action plan for rehabilitative services
is currently being prepared by his department
and the case for additional investment will be
addressed. Although this does not promise any
additional funding or that the recommendations
of the Comhairle report will be addressed, it is
a start.
Dr. Orla Hardiman, Consultant Neurologist at
Beaumont Hospital, gave a talk on neurology. In
Ireland at the moment, it takes between 12 and
24 months on average, to see a neurologist. If
specific tests are necessary there is a further
wait, for example, 8 months for an MRI scan
and 6-8 months for an EMG. For some
conditions, such as multiple sclerosis and motor
neurone disease, there are some effective
treatments available, but they need to be given
early in the course of the condition. If making
a diagnosis is slow, then access to treatment
will also be delayed and this will reduce its
efficacy. Dr. Hardiman emphasised the
importance of a multidisciplinary approach,
including neurology, physiotherapy, occupational
therapy, nutrition, respiratory medicine etc.

There are too few neurologists to cope with
the 500,000 people estimated to be affected
by a neurological condition in Ireland. Funding,
as always is a problem. And when it comes to
change, there is no evidence of a central policy
or strategic planning to implement the changes
that are necessary.
As regards the future, there were several
recommendations made by Dr. Hardiman, Ms.
Dara Meldrum, lecturer in physiotherapy at the
Royal College of Surgeons in Ireland and Mr.
Tadhg Stapleton, lecturer in occupational
therapy at Trinity College Dublin. These
include:
• More funding for neurology.
• Timely access to increased services.
• Further development of multidisciplinary
teams.
• "Seamless service" between hospital and
community based teams.
• Equality of services across the country.
• Involvement of the person with the
condition and carers: a collaborative
approach.
• More research.
• National guidelines.
A recommendation also came from a member of
the audience, that health care professionals
improve their bedside manner. While they can
be clinically very good, they need to increase
the sensitivity necessary when giving a
diagnosis, and talking to a person with a
neurological condition. This view was echoed by
the audience as a whole.
While it is still in the early days, Ms. Audrey
Craven, Chairperson of the NAI, expressed the
conviction of the organisation to lobbying the
government to improve the situation for people
with neurological conditions, and also to
educate and raise awareness among the general
public, the media and health care professionals.
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Duchenne Parent Project

On 25th October last, MDI member, Ephraim
Purcell from Dublin attended the Duchenne
Parent Project UK Conference in London. Below
is a report which Ephraim submitted to us on
his return:
The Parent Project is an international
organisation dedicated to research into viable
treatments and ultimately, a cure for Duchenne
Muscular Dystrophy. Once the cure for DMD is
found the technology will be applied to other
relevant forms of Muscular Dystrophy. On
October 25th, 2003, the UK branch of the
Parent Project held a conference in Imperial
College, London, attended by nearly 200 people.
The purpose of the conference was to update
those who attended with all the latest
developments in some of the various branches
of research being conducted by the scientists
themselves. Another reason for the conference
was to inform delegates of a Consortium of UK
Scientists and Clinicians who have applied to
the UK Government for a £2.4 million grant to
help
finance
research
into
Antisense
Oligonucleotide Therapy. This therapy, it is
hoped, will deliver a genetic "patch", able to
bypass the genetic errors associated with
DMD. This project aims to perform human
safety trials within four years and ultimately
to restore some strength to boys with this
condition.
The days proceedings started at 8:45 with
registration, coffee and a welcoming address.
The morning presentations consisted of;
Introduction to Genetics and Plasmid based
gene transfer by Dr. Dominic Wells; Transfer
with viruses by Prof. George Dickson and DMD
gene correction strategies by Dr. Ian Graham.

Briefly, before the afternoons proceedings
began, research grants from PPUK were made
to Dr Qi Lu and Prof Kate Bushby. Amongst the
topics for the afternoon were, Upregulation of
Utrophin by Prof. Kay Davies; Stem Cells and
muscle repair by Dr. Qi Lu and Cardiac
Intervention by Dr. Jon Bourke.
The evening session was given over to the more
practical
side
of
DMD
management.
Presentations on Steroid Treatment by Dr.
Adnan Manzur; Respiratory management by Dr.
Michelle Eagle and finally Physical Therapies by
Marion Main. Each session was followed by an
enthusiastic question and answer session. The
days events concluded with dinner and
speeches by Pat Furlong and Kevin Brennan MP.
It was a long and intense day that was both
enjoyable and informative. It is encouraging to
see these brilliant scientists working with such
enthusiasm, dedication and devotion towards
finding the cure for DMD.
For more information on the Parent Project UK,
visit their website at: http://www.ppuk.org

Ephraim Purcell
Dublin

New Staff
MDI would like to welcome the following new
members of staff who started working with us
recently:
Margaret Goode, FSW,
North Eastern Health Board,
Tel: 086 6066105
Catherine Logan, FSW,
NAHB & SWAHB (Lucan & Blanchardstown),
Tel: 086 3834428
Noreen O’Grady , FSW,
Mid-Western Health Board,
Tel: 086 3834427.
You can contact the above at their appropriate
numbers. We wish Margaret, Catherine and
Noreen well in their new position.
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Are you affected by Becker
Muscular Dystrophy?
If so, you may be interested in a website
where people who have Becker muscular
dystrophy and people who know someone
who has the condition, can come together
and share their experiences.
Set up by someone who has the condition
himself, the site has a database of people
from all around the world, mainly America
although you will also find people from the
UK, India, Iran, Switzerland, you name it!
Most of the people have Becker muscular
dystrophy themselves, but some are
parents, siblings, girlfriends and wives.
People who are on the database also give
their email addresses so you can contact
them directly.
The site is not designed to give a lot of
medical information about the condition,
instead it is for people to talk about their
own experiences and maybe learn from
others.
If anyone is interested in checking out the
site,
you
can
find
it
at:
www.beckermusculardystrophy.org
________________________________

Remember, the opinions expressed on
this site are personal and information
about potential treatments e.t.c. should
be checked out with your doctor, MDI
Information Officer or Family Support
Worker to ensure that it is accurate.

Hi everyone,
Hi, my name is Sammy Brill. I am 24
and I am a member of Muscular Dystrophy
Ireland. I hope to start up a magazine to
be included in the regular MDI newsletter.
“I NEED YOUR HELP”.
I
have
named
the
magazine
” as I would like people to send me
“
articles about situations that they may have
found themselves in, to do with disability.
These articles may be funny, might shock,
or maybe just interest people, or refer to
problems that you may have had and would
like advice on.
I would also be interested in
situations
regarding
relationships
or
experiences
that
people
may
have
encountered, for example, how people of the
opposite sex may treat you or your family or
friends. Maybe you have stories to tell,
about problems you may have experienced as
a person with a disability, when going out
socialising, (pubs, cinema, clubbing, etc.). Do
you get to go out much because of your
disability, and what barriers do you face
either way. I would also like to hear from
people who don’t have disabilities that have
views, stories or opinions on anything of
interest.
Please send your articles to me at:
Cedar Centre, Midland Health Board,
Coosan Road, Athlone Co. Westmeath.
Please include your name and contact details
with each article. (Your name will not be
published if requested).
I look forward to hearing from you.
Love,
Sammy
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MDI’s 2nd National

Congratulations to David Stack from Kerry
who received the ‘Player of the
Tournament’ Award.

Power Soccer Day

Following the success of the National
Soccer Day that MDI held in Dublin last
July, a second day was held in Athlone in
October.
Once again members came from all over
Ireland to compete in the tournament. I
travelled with a group from Dublin. We met
at Liffey Valley before setting off on a 2hour bus trip that would land us in the
Athlone Regional Sports Centre.
The
sports centre was fantastic and fully
accessible for these soccer super stars!
The tournament lasted for 4 hours with a
break for lunch. We even had an audience
this time. Some of the locals stopped to
have a look at our members in action. The
kids had a fantastic time and are really
getting into the sport now. The Dublin
group then set off back to Dublin to be
met by their parents at a meeting point.

Power tackle!
Daniel Brosnan (Cork), Karl Butterly (Dublin) Daniel
Stack (Kerry) & Ed O’Connell (Cork) in full power tackle!

The group could not get off the bus quick
enough to tell their parents all about the
day.

Noeleen Fagan
Youth Worker - MDI

After many months of hard work and
preparation our dream trip to Disney resort
Paris finally came true on September 16th
when 90 people (including 8 helpers) departed
from Cork airport.
We spent a week in the resort and everyone
really had a truly magical time. While there
we took a break from the theme parks and
went to see all the major tourist hotspots in
Paris. We took a trip down the river Seine on
the bateaux-mouches and we saw many places
of interest including Notre-Dame, Eiffel
tower, the Louvre and many more. We even
had time to have lunch at the Champs Elysees.
Disney Land was fantastic and everyone,
parents and children, had a wonderful time.
Wheelchair accessibility around the park was
excellent and wheelchair users got a special
pass which meant they didn’t have to queue
for any of the rides.
We left Disney Land on the 23rd September
with magical memories and fantastic new
friends. A big thank you to everyone who
helped us get there.
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Irish Youth Foundation Video
MDI received a grant from the Irish Youth
Foundation back in June ’03 to produce a
video in conjunction with Foroige and the
Irish Wheelchair Association (IWA). Some
of the members of the Dublin MDI Youth
Club will be involved in the production.
The project is to design a video for
mainstream youth groups based around the
inclusion of individuals with physical
disabilities into these youth clubs. A
number of meetings have taken place since
the grant was allocated. Young people
from the three organisations have meet
for workshops and social evenings. On
November 15th the real production began
with a day of scripting, shooting and
behind the scenes work taking place.
Reginald van Acker from Real to Reel
productions was there to assist the young
people along the way in producing this
project. It is hoped the video will be
finished early in 2004 and available to
other youth groups soon after.

Paul and his father entered the room to
see another young boy being video taped
using a machine to eat. He was asked to try
it too. Paul and his father agreed it would
be very suitable. The Neater-Eater arrived
at his home soon after this trial. In the
past, his family has tried many things to
assist him with this difficulty but the
solution seemed to be sitting on their
doorstep.
This piece of equipment is like an
electronic arm controlled by two small
plastic buttons on individual hand held
pads. The plate is put onto a turnstile
controlled by one of the pads. The other
controller moves the arm at a relative
speed towards the individual’s mouth.
Finally Paul has found something that
works really well for him.
This Neater-Eater gives Paul a great deal
more independence, not relying on his
parents to assist him with eating. He
agrees that this machine is very useful and
may be something that other people might
find interesting.

Noeleen Fagan
Youth Worker - MDI

Neater Eater
On a recent visit to the home of one of the
youth members, I came across this
fantastic new technology called the
‘Neater-Eater’. Paul Breen (17) a member
from Dublin with muscular dystrophy
received
this
piece
of
equipment
approximately 4 weeks ago.
The Neater Eater

During a visit to the muscle clinic in the
CRC, he was asked to try out a new piece
of machinery brought in from Scotland.
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News from the Midlands
Lanzorote Trip
On the 25th October 2003, the Midland
Branch jetted off to the sunny island of
Lanzorote to escape the Irish winter
weather for a week.
Everyone had a ball.
Both children and
adults alike had a brilliant time and we all
wished that we could have stayed for
longer, well, we can always dream!!
We had fantastic days lounging at the
poolside, having little dips in the pool and
strolling down along the beachfront. We
also went on a trip to see the island’s
volcanoes and got to see inside their
craters. The children even got a chance to
go on a camel ride. We also had great
nights too, one of which was the Wild
West show. We almost came home with
less people than we went with, after wild
cowboys hi-jacked our bus, shot some of
our members and kidnapped the children!!!
We didn't make Sky News however, as it
was all part of the show (luckily for the
Daddies who had taken a bullet). We also
had a Halloween party and table quiz, which
was enjoyed by all. Well done to Neil
Sheehan, Aisling Mc Eilligott, Barry Mc
Nicholls and Christina O'Neill who won the
quiz and to Louis Sheehan who slept
through the whole lot!!
Well I think I've said enough, I'll let our
Midland Over Seas Correspondents fill you
in on what they thought of the holiday.

Niamh Reilly - We had a great time on
holidays, the best thing of all was playing in
the pool with my little sister and my very
special friends.

Aisling McEilligott - I loved having
Halloween on holidays, and I liked the table
quiz, but the chocolate ice cream was not
as nice as at home.
Neil Sheehan - My favourite was the pool,
and the volcanoes were brilliant. I liked
going for walks on the beach. The food was
lovely on the flight home, and id love to go
back again.
Aoife & Barry Mc Nicholl - We had a
brilliant holiday in Lanzorote. Our
favourite part was when the cowboys held
up our bus, the Sheriff shot our Dad and
kidnapped some of the kids!!! Luckily it
wasn't real and we went on to have a
fantastic night YEE-HAW!!!
Garry & Leona Cuddy - We enjoyed the
parrot show and swimming in the pool. The
camels were brilliant too.
Serena Brennan - I loved going in the
swimming pool, and I really liked the
Parrots in the parrot show and I liked
getting to see the camels and going on a
camel ride.
Mairead Brennan - The swimming pool was
brilliant and I really really liked the Wild
West show, it was very good
Maureen Brennan - The best part of the
holiday was the Wild West Show it was
really brilliant. I also thought it was great
going to see the volcanoes on the island.
David McElligott - SAVAGE!!!
Well what more can I say after that last
comment, I think that sums up what
everyone thought of our winter break to
the sun, "Savage".

Sinead Kenny, Youth Worker – MDI
MDI News Update
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News from
the South East
Fun Run

The South East Branch of
MDI participated in a Fun Run
event which was held on
Sunday 21st September 2003.
Members met at the regional
sports centre in Waterford
at 11 am. There were many
different organisations taking
part on this day. It was a fine
day for a six mile walk and
everybody that took part
really enjoyed the day.

Members and friends of the South East Branch pictured before the Fun Run event
on Sunday 21st September in Waterford.

Table Quiz

I would like to thank everybody that
sponsored the MDI South Eastern Branch
and everyone that took part. So far, we
have raised €1,800. Congratulations to
everyone. I would also like to thank
Michael Richter who drove up and down on
the day, keeping an eye on everything and
was available to help, in the event of any
accidents or miss-haps, which thankfully
there weren’t.

A table quiz was held on Thursday the
20th of November in the Munster Bar,
Waterford at 8pm. The night was a great
success.
I would like to thank Michael
Fitzgerald who supported this event by
giving us the use of his pub and also thanks
to all the staff.

Congratulations

To Heather and Packie Larkin on the
recent birth of their new baby girl.

Forthcoming Events
Christmas Party

The South Eastern Branch Christmas Party
will be held on 8th December at the Spring
Hill Court Hotel, Kilkenny from 12pm 6.30pm. Santa will be giving out presents
to any children that attend. There will also
be spot prizes on the day. Tickets are
€3.00 each and all money raised will go to
our branch!
“Happy Motoring”
Pictured above is MDI member Ethel Graham from
Laois, with her new car. Congratulations Ethel, and
we wish you many years of safe and happy
motoring.

Finally, thank you to all our members and
friends for their ongoing support.

Stephanie Buckley (PRO – South East)
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We have moved

Dublin Branch Meeting

As I’m sure you are aware, MDI have moved to
new office accommodation in Dublin, as
expansion was necessary with the increase in
staff and services.

Further to the meeting which was held on
03/11/02 regarding the re-establishment
of the Dublin Branch of MDI, a follow-up
meeting has been organised.

Our new office location is less than five
minutes walk from Coleraine House, situated
half way down Brunswick Street, on the
opposite side to Carmichael House – where our
previous office was (see map below).

This meeting will take place on

We have two work stations situated in our
meeting room which are available to members,
should you wish to use them. If members wish
to use a computer, or pop in to see our new
premises, please phone in advance and let us
know. We look forward to seeing you.
Joe T Mooney
Director - MDI

Monday 1st December 2003
in the

MDI Office
71/72 North Brunswick St,

at 8.00pm.
We look forward to seeing you then
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