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Editorial
new roles. Both Stephanie and Ciara
introduce themselves on pages 6 and 7.

Hello
Welcome to the final issue of our newsletter
for this year. I apologise for it being a little
late this time around, I was off for a few
weeks.

And MDI would like to congratulate Sinead
Glennon and her husband Keith on the birth
of their baby girl, Ciara. We are glad to
report that both Sinead and Ciara are happy
and healthy.

In this issue:
On page 2, Karen provides research updates
on Duchenne muscular dystrophy.
On Thursday 26th October, a delegation from
MDI made a presentation to Joint Committee
on Health and Children in Dáil Éireann, more
on page 3.

With plenty of other news and photos herein,
I hope there is something to interest everyone.

As a result of a application to IBM earlier this
year, MDI have been chosen to participate in
an exciting new project
referred to as the “IBM
AccessibilityWork
Grants Project”, which
will commence within
the coming weeks (see
page 4 for more).

Hubert McCormack
Editor

MDI would like to
welcome
two
new
members
of
staff.
Stephanie Fagan is the
new Youth / Respite
Worker
for
the
Midlands region while
Sinead Glennon is on
maternity leave, and
Ciara Kelly is the
Youth/Respite Worker
in the Southern region
while
Mary-Rose
Howell is on leave.
We wish Stephanie and
Ciara all the best in their

Finally, I would like to take this opportunity
to wish all our readers a Happy Christmas and
New Year.
Until next time, slán,

MDI would like to congratulate Enda McDonnell on winning first
prize (of a €1,000.00 flight voucher and 2 weeks accommodation in
Florida) at a Greyhound Race Night in Newbridge on 23rd
September. Thanks to everyone who supported the night.
Pictured above are Eamon Nolan (left) and Jim Pouch (Prize Sponsor
of luxury villa in Florida) making the presentation to Elaine
McElligot, who accepted it on behalf her brother Enda.
MDI News Update
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Research News
Research Update
Guenter Scheurbrandt PhD, who produces
regular research updates for parents of boys
with Duchenne muscular dystrophy, has
produced a new report. This arose from the
Parent Project USA annual conference, which
was held in July 2006. The report is called
“Approaching Therapies for Boys with
Duchenne Muscular Dystrophy”. It focuses
on three main areas of research into potential
therapies: genetic transfer, exon skipping, and
pharmacological approaches. The report can
be accessed on the Parent Project website:
www.parentprojectmd.org If you do not have
internet access, please contact me and I will
send a copy in the post.

Preliminary Data from a
Phase II Trial of PTC124
PTC124 is an orally administered molecule
that targets a specific genetic alteration called
a nonsense mutation or premature stop. It is
estimated that between 5-15% of cases of
Duchenne muscular dystrophy (DMD) are
due to this type of mutation, and so this
research aims to determine if PTC124 is a
potential treatment.
Phase II trials in DMD have been taking place
in America (in the Children’s Hospital of
Philadelphia, Cincinnati Children’s Hospital
Medical Centre and the University of Utah),
and preliminary results were released in
October. Twenty six boys with DMD received
PTC124 over 28 days and all boys tolerated it
very well. The safety profile is encouraging.
There was some decrease in creatine kinase
(CK) levels, which are generally elevated in

DMD. However, it is unclear how much of a
change in CK levels would be needed to be
clinically relevant.
Analysis of muscle tissue samples appears to
show an increase in dystrophin in a number of
the boys, and although the analysis is not
complete, this is a positive sign. Further
testing is necessary to see if there can be
improvements in function for boys taking
PTC124, and to see what effects there would
be from a higher dosage and longer exposure.
We look forward to seeing how this research
progresses. You can access more information
about the trials from the Parent Project USA:
www.parentprojectmd.org
Karen Pickering
Information Officer

The Ombudsman and the
Disability Act 2005
The Disability Act 2005 imposes obligations
on Government Departments and Public
Bodies to work proactively towards the
improvement of the quality of life of people
with disabilities. The Act also gives the
Ombudsman new powers to investigate
complaints about compliance by public bodies
with Part 3 of the Act (i.e. accessibility of
buildings, information and services). Public
bodies include Departments of State, the
Health Service Executive and local
authorities.
Before making a complaint to the
Ombudsman, you must first put your case to
the public body concerned and allow it time
to investigate the matter. If your complaint is
not resolved, you can ask the Ombudsman to
investigate the matter. This is a free service.
To make a complaint, or to get more
information, please contact the Office of the
Ombudsman, 18 Lower Leeson Street, Dublin
2. Telephone LoCall 1890 22 30 30, email
ombudsman@ombudsman.gov.ie or check the
website: www.ombudsman.ie
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MDI Presentation to
Joint Committee on
Health and Children
26th October 2006 at
Dáil Éireann

The meeting was very productive, giving
MDI an opportunity to inform the government
about muscular dystrophy, the work of MDI,
and the importance of funding research into
the condition and into supports for people
with muscular dystrophy.
MDI will keep members informed of future
developments.

In August, MDI received an invitation from
the Chairman of the Joint Committee on
Health and Children to make a presentation in
relation to research advances in the potential
treatment of Duchenne muscular dystrophy.
This invitation arose from the interest in the
UK consortium’s exon skipping research.
On Thursday 26th October, a delegation from
MDI arrived at Dáil Éireann to present to the
committee. This delegation consisted of Mr.
Joe Mooney, (Director of MDI), Mrs. Karen
Pickering (Information Officer), Ms. Kate
Power (Respite Coordinator), Mr. Hubert
McCormack (Administrator), Mr. Jimmy
Mooney (MDI member) and Dr. Matthew
Wood (member of the UK consortium, from
the University of Oxford).
After an introduction from Joe Mooney, Kate
Power gave an introduction to the supports
that MDI provides to members. Karen
Pickering informed the committee about
Duchenne muscular dystrophy and the present
steps to manage the condition. Dr. Wood then
spoke about the status of the exon skipping
research, and the need for further funding to
ensure its progress.
The committee then had an opportunity to ask
questions, and they demonstrated an
awareness of the broad issues affecting
members of MDI, such as lack of
multidisciplinary neurology clinics, lengthy
waiting times to see consultants, difficulties in
accessing respite, Personal Assistants and
accessible transport.

Pictured outside Dáil Éireann are:
L-R (standing):
Mr. Jimmy Mooney, Ms. Kate Power , Dr. Matthew
Wood, Mrs. Karen Pickering
(seated): Mr. Hubert McCormack Mr. Joe Mooney,

For Sale
Volkswagen Polo Automatic
Year 2000. Silver Hatchback. One lady
owner. Hand and foot control.
Mileage: 55000 miles. Good condition.
€6750. Contact: 087-6300150
______________________________

Scooter
Bruno cub scooter in good condition
€400 - Phone (01) 473 1736
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IBM working
in partnership
with MDI
IBM – AccessibilityWorks Project
As a result of a funding application to IBM
earlier this year, MDI were chosen to
participate in an exciting new project referred
to as the IBM AccessibilityWork Grants
Project, which will commence within the
coming weeks.
The purpose of the IBM AccessibilityWorks
Grants Project is to create increased Web
accessibility and usability opportunities for
people with disabilities employing newlydeveloped applications based on Linux
software.

To help achieve this goal, IBM donated five
laptop computers to MDI, which all have IBM
custom-built software installed on them. MDI
have been requested to evaluate and provide
feedback on this software. Five MDI members
have been identified to evaluate this software
over a six month period and it is hoped that this
project will ultimately enable easier and more
effective web page navigation for people who
have difficulty reading web pages or using the
mouse or keyboard for web activities.
The IBM donation to MDI in connection with
the accessibilityWorks project includes:
•A donation of five laptop computers, for the
purpose of evaluating and providing feedback of
software;
•A startup donation of €4,000; (for project
expenses);
•Technical support from IBM personnel to assist
with the project;
•New Linux-based accessibilityWorks and Head
Tracker Pointer (HTP) software.
•Training on the use of the Head Tracker
Pointer (HTP) and accessibilityWorks browser
extensions;
Pictured at the IBM offices in
Pembroke Street, Dublin at a
presentation of 5 Laptop
Computers to MDI are:
Back row:
Bojan Tomic (Personal Assistant),
Deridre Kennedy
(Corporate Community Relations
Manager
IBM), Larry Ade (Personal
Assistant), Michael Daly (Country
General Manager, IBM),
Front row:
Joe Mooney (Director MDI) and
Hubert McCormack (Administrator
MDI)

MDI are very excited about this new collaboration with IBM and we would like to
thank IBM for choosing us to assist them in their research in helping to evaluate
what promises to be a very worthwhile initiative.
MDI News Update
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Nationwide News
& Activities
Dublin Branch
Monthly Meetings
Reminder to Members Regarding
Monthly Branch Meetings.
The Dublin Branch Committee wish to
remind its members that monthly Branch
Meetings are held in Moran's Hotel at The
Red Cow Roundabout on the first Tuesday
of every month at 8pm.
All members
living in Dublin, Kildare and Wicklow
are welcome to attend. These meetings are
not business meetings, but purely social.
Why not come along to get to know fellow
members, share experiences and have an
enjoyable social evening.
For more information contact either Fran or
Ephran Purcell on: 087 2897006 or Jean
Butterly.on: 0872119334.

Greyhound Night in
Newbridge raises
over €20,000 for MDI
On Saturday 23 rd September 2006 MDI “went
to the dogs” once again, this time at the
Newbridge Greyhound Track, Co. Kildare.
Organised by MDI Member Eamon Nolan
from Newbridge, the night proved to be a huge
success with members from the Dublin,
Midlands and the South East Branches
attending. A particular mention must be made
of the main sponsors, “Parfit Ltd”, from
Cloghran, Co. Dublin, and local track
bookmaker Ber Dillon for their generous
support. A special word of thanks must also
go to Eamon Nolan for his continuous and
tireless efforts in organising such fundraising
events and supporting the work of Muscular
Dystrophy Ireland. A great night was had by
all who attended. Some of us lost, some of us
won, but we all had fun!

Eamon Nolan,
(centre)
presents
proceeds from
the Greyhound
night to Joe
Mooney,
Director MDI
and Florence
Dougall,
Chairperson
MDI.
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GAA Football Final
Tickets Raffle Raises
€7,000 for MDI
Congratulations
to
Marie
Cronin,
Rathmore Co. Kerry
who was the lucky
winner of the two
Premium Stand All
Ireland Tickets in the
MDI Raffle which
took
place
on
Marie Cronin,
September 14th. The
GAA Ticket Winner
winner of the sellers
tickets was Franky
Rooney, Frankys Bar, Castlewellan, Co Down.
Many thanks to all staff and members who
supported and helped make this event a success.
MDI also wish to sincerely thank Mr Brian Mc
Anulty, Rostrevor , Co. Down who gave of his
time very generously to help with the raffle.

Mid-West Branch

Members from the Mid-West branch of MDI
(pictured above) enjoying a day trip last August
at the Foynes Flying Boat Museum in Limerick.
This event was organised by Steph Apsel (MDI
FSW) and Josephine O’Grady (Respite
Worker). The day also included a boat trip on
the Killimer/Tarbert Ferry across to Kilkee. A
great day was had by all who attended.

New Youth / Respite Worker Midlands Area
Hi,
My name is Stephanie Fagan and I am the new Youth / Respite
Worker for the midlands area. I will be filling in for Sinead as she
goes on maternity leave.
I’m from a small town called Castlepollad just outside Mullingar, in
Co. Westmeath. I’ve two brothers and one sister all younger, I am
currently studying Social Studies and I’m one exam away from a
diploma in Ballet.
In the first two years of my course I’ve worked in a verity of areas
includeding working in: an nursing home, a crèche, residential homes,
community homes, and in youth work and the disability sector, just to name a few. I hope these
experiences will come in handy in my new role.
Some of you may already know me from the MDI camps and day trips which I’ve worked on
recently but for those who don’t, I hope to see you soon and I apologise in advance for my bad
sense of direction!
I would like to thank Sinead for her support before going on leave and I know you will joing me
in whishing her and her husband well with their new baby. .
Stephanie Fagan, Youth/Respite Worker
MDI News Update
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North West Branch

Photo Details:
Branch Member, Susan Peoples presents Fergus
Friel with a painting as and right: Fergus accepts a gift
from Bernie Crowley, Branch Treasurer.

th

On Friday 20 October, members from the North East
Branch in Donegal held a “Social Get-Together
Evening” in the
Radison Hotel
in Letterkenny.
At
this
function,
a
special
presentation
was made to
Fergus Friel ,
who has been
involved with
the branch for
over 23 years
and has served
as
Branch
Chairperson,
Secretary and
Committee
Member over
the
years.
Thank you Fergus, for your hard work a dedication
over the years.

New Youth / Respite Worker – Cork / Kerry Area
Hi everyone,
My name is Ciara Kelly. I have recently been appointed as the new
Youth/Respite Worker for the Cork/Kerry area. I am 19 years old and I am
currently living with my parents and younger sister in Blarney Co. Cork.
Following my leaving cert in 2004, I began studying for a BA in Social Care
in CIT. I studied here for two years and I have just taken a year out from my
studies to cover Mary-Rose's leave.
During my studies, I have done placements and voluntary work in different
areas including working with adolescents in a Garda Youth Diversion project
for Ogra Chorcai where I would have had experience in organising activities,
and this year I was lucky enough to have had my placement with MDI.
During this summer, I also had the chance to attend some of the MDI youth
camps and youth clubs where I may have met some of you.
I am really looking forward to the year ahead with MDI and also to the different challenges it may present me
with. I look forward to meeting you all in the coming months and am interested in hearing any ideas you may
have for any youth clubs.
I would like to take this opportunity to thank Mary-Rose for her support and encouragement and wish her well
on her travels. I would also like to say a big thank you to the other Youth Workers whose help and guidance so
far has been amazing.
Ciara Kelly, Youth/Respite Worker
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Pictures from MDI Camps Sept/Oct 2006
Camp for 18 to 25 Year Olds, Kilcuan, Co Galway from 16-20 September 2006
And in the other bar (below)

Daren O’Mahoney, David O’Mahoney and
Ashling Dermody

In the bar (above)
Darragh Tyrell, Brennan Rooney, Brenda Hopkins and
John Dullighan

Camp for over 25 Year Olds, Kilcuan, Co Galway from 20-26 October 2006
On the bus! (below):
Left-Right, (front row): Pauline Commins, Sylvia
Davitt, (back row): Geraldine Kane & Mary Costello

And on the other bus! (above)
Left-Right: Billy Daly, Pat Keogh and Neil MacMahon

MDI Christmas Party Dates for your Diary
Branch
Dublin
Midlands
Mid-West
North West

Venue
Red Cow Moran’s Hotel,
Naas Road.

Date

Branch

03/12/06

North East

Tullamore Court Hotel

03/12/06

Galway

09/12/06

South East

03/12/06

Cork

Kilmurry Lodge Hotel,
Dublin Road, Limerick
Silver Tassie Hotel,
Milford

Venue
Lakeside Hotel,
Virginia, Co Cavan
Clybaun Hotel,
Knocknacarra
Springhill Hotel,
Kilkenny
Blarney Park Hotel,
Cork

Date
09/12/06
10/12/06
13/12/06
17/1206

For more details contact your local Family Support or Youth Worker or phone the MDI Office
MDI News Update
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Silver for Steven
at World Boccia Championships
MDI’s Fundraising Officer, Steven Valentine,
recently represented Ireland in the World Boccia
Championship in Brazil, and came home with a
silver medal in the pairs competition. I spoke to
Steven to find out more about the sport and how he
came to be one of the top players in the world.
For those who are not familiar with the sport, boccia
(pronounced “botcha”) is a sport like bowls. It was
originally designed as a sport for people with
cerebral palsy, but is now played by many sections
of the community, and from a purely recreational
level up to the intensely competitive Paralympics.
People with muscular dystrophy have been playing
to competitive level for the past couple of years.
The aim of boccia is to propel a set of coloured balls
and position them closer to a white marker ball
(called a “jack”) than those of your opponent. It can
be played individually, in pairs, or as a team.
Players are categorised according to their level of
physical ability. Steven plays in the BC3 category,
meaning that he uses a ramp to release the ball and
has an assistant to move the ramp, according to his
instructions.

Steven started playing boccia four years ago, having
been introduced to it through a friend who was a
player. Cerebral Palsy Sport Ireland is the organising
body of boccia in Ireland, and they hold training for
the national squad every two weeks in Bray, Co.
Wicklow. Steven also trains himself around two to
three times a week. In order to be selected for the
national squad, Steven attended the Irish national
championship, where he came second in his
category, and from that the coach selected the team.
Steven participated in his first international
competition at the European Championships last
year in Portugal, where he came 14th in the
individual competition and 7th in the pairs. Then, at
the Belgian Open in April 2006, which is an
invitational tournament, Steven and his pairs partner
Johnny Cronin, won.
For the World Championships, 29 teams from
around the world converged on Rio de Janeiro, to
compete in a purpose built tent on the famous
Copacabana beach. Competition was fierce, but
Steven and Johnny kept their nerve and won the
silver medal.
Being in Brazil was an experience in itself. Aside
from the time spent in competition, the Irish team
were able to see some of what Rio had to offer.
Steven was able to take the tram up to the famous
Christ the Redeemer statue overlooking the city, and
got the cable car up to the summit of the Sugar Loaf
mountain. This cable car is famous for featuring in
the James Bond film “Moonraker”. The beachfront
accessibility in Rio is reasonable and the hotel was
adequate. Transport however, is not great for
accessibility.
So what does the future hold? Can we look forward
to seeing Steven in the Paralympics? Next year, the
Boccia World Cup takes place in Vancouver,
Canada, and then 2008 will see the Paralympics in
Beijing, China. Only the top eight teams in the world
will qualify for the pairs competition in the
Paralympics and being World Championship silver
medal winners will certainly put Steven and Johnny
in the running for Paralympic glory!

Steven proudly sporting his silver

Steven would highly recommend boccia to other
members who would like to take part in competitive
sport. It has also given him the opportunity to meet
new people from all over the world. If anyone is
interested in finding out more about boccia, or
would like to get involved in the sport, Steven would
be glad to hear from you.
Karen Pickering
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Muscular Dystrophy Ireland

2006 Christmas Card Order Form

Please send me (state how many)

packs of Christmas cards.

Each pack contains 12 assorted cards (as above). Packs cost €7.00 each
*plus post & packaging (see below).
*Postage rates: 1 pack = €0.60 2 packs = €1.00 3-5 packs = €1.50 6-10 packs = €5.00
(Please use BLOCK CAPITALS)

Name:
Address:
Tel:
Email:
I enclose €

payment for same.Payment should be made by cheque or
money order and made payable to:
Muscular Dystrophy Ireland

This order form should be returned along with your payment to:
Steven Valentine, Muscular Dystrophy Ireland, 71-72 North Brunswick Street, Dublin 7.
Tel: (01) 8721501
Fax: (01) 872 4482, E-mail: steven@mdi.ie

Please allow 7 days for delivery.
MDI News Update
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