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Research Update
Charcot-MarieTooth Research

The start of these trials is positive and I will report
any results in future editions of the MDI News
Update.

A recent study in mice with CMT type 1A
demonstrated that high doses of ascorbic acid
(commonly known as vitamin C) improved the
condition. The question now is if it might have a
similar effect in humans.

The Genetic
Cause of FSH

CMT type 1A is the most common form of CMT,
accounting for 60-90% of people with the
condition. It results from a partial duplication of
chromosome 17, leading to an overproduction of a
protein called peripheral myelin protein 22
(PMP22). PMP22 is part of the myelin sheath – the
insulator around nerve fibres.

Professor Jane Hewitt and her team from the
University of Nottingham have published a study in
the American Journal of Human Genetics, which
gives new evidence of the genetic cause of
facioscapulohumeral muscular dystrophy.
The condition has been known to arise from an
unusual segment of DNA called D4Z4, which
contains repeats of the same sequence. People with
FSH have a deletion at this location and the amount
of copies they have is less than 11, when it should
be between 11 and 100. However, it was not clear
what the function of these DNA repeats was. It was
thought that D4Z4 might regulate the activity of
nearby genes, with a deletion altering the amount of
protein that those genes produce, leading to FSH.

Dr. Mary Reilly in London has received funding
from the Muscular Dystrophy Campaign to run a
placebo controlled clinical trial to assess whether
vitamin C could be useful for people with CMT1A.
It will last for two years, with half of the
participants receiving vitamin C daily and the other
half receiving a placebo (an inactive tablet). Neither
the doctor nor the participant will know who
receives vitamin C and who receives the placebo
(this is called a double-blind trial, designed to
eliminate bias and false results). The trial is part of
a larger international trial, which is also ongoing in
Italy.

Prof. Hewitt’s group has shown that D4Z4
sequences are present in other mammals, and that
study has revealed a potential for it to produce a
protein. This supports the theory that D4Z4 carries
the information for a protein that is predicted to
regulate the activity of other genes. The fact that
mice have a D4Z4 sequence means that it might be
possible to make a mouse model of FSH, which
would allow researchers to study it in more detail.

The Muscular Dystrophy Association USA is also
supporting a clinical trial of high dose vitamin C,
and enrolment of participants is now taking place. It
had been reported at an American Academy of
Neurology meeting in May 2007, that high dose
vitamin C might not be helpful in CMT1A.
However, Richard A. Lewis, associate chairman of
the Department of Neurology at Wayne State
University in Detroit, debated that that view comes
from a small study of 12 people over 1 year, and
that it would take at least 100 people assessed over
2 years to really see any potential benefits from
vitamin C.

The more we understand about the condition, the
better the chance of developing new treatments.

Karen Pickering
Information Officer
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Best Medical care:

PPUK 5th International
Duchenne Conference

•
•
•

Friday 2nd - Sunday 4th November 07

Calling all young men with Duchenne:

Venue: Holiday Inn Hotel, Bloomsbury,
Coram Street London WC1N 1HT

Friday 2nd November 1.00 – 3.30pm
Prior to the conference there will be forum for those
living with Duchenne, where a discussion
concerning clinical trials and quality of life is
planned. Your views will be recorded and used by
Professor Francesco Muntoni, MDEX team,
Hammersmith Hospital and PPUK to help to design
clinical trials and for our lobbying activities with
the Government.

Parent Project UK (PPUK) is leading the fight to
find a cure for Duchenne. In the last two years
human clinical trials have begun that offer real hope
for future treatments. The conference this year will
report on the progress of this research. There are
no treatments at present that can stop the muscle
wasting but good medical care can offer those
living with Duchenne longer lives. The conference
will discuss some of the best practice medical care
that should be available to young people across the
UK and Ireland.

For more information and registration details, check
www.ppuk.org or phone +44 208 556 9955. Please
note there is a cost to attend the conference of £40
single and £60 couple (inclusive of refreshments).

Educational opportunity is vital for young people
with Duchenne and the conference will discuss
ways to improve assessment and identification of
the complex needs of young people with Duchenne.
The conference is a forum for education, discussion
and debate about the progress of Duchenne research
and best practice. You can also link up with
families and supporters in your region to establish
campaigning and fundraising Action Groups.

New Transport
Information Sheets
Transport and Mobility Consultants – Ireland has
produced a range of information sheets relating to the
services and facilities for people with disabilities who
wish to travel as a driver or passenger. The
information sheets available are as follows:

Highlights will include:

1. VRT Exemptions, VAT Rebates, Road Tax
Exemption and Fuel Rebates
2. Driving Licensing
3. Driving Assessments – What, Why and Where
4. Driving Lessons
5. Buying a Vehicle
6. Car Insurance
7. Adaptation Firms in Ireland
8. General Guide on Prices of Conversions
9. Pedal Guards
10. Car Safety
11. Airbags and Drivers with Disabilities
12. Travelling in Private Hire Vehicles, Taxis &
Coaches
13. General Information on Travelling in a
Wheelchair
14. Rural Transport Services
15. Wheelchair Services
16. Motorised Transport Grant & Cost of Lessons.

Exon skipping to fix the faulty gene:
•

Reports from the Dutch and UK clinical
trials with Professor Francesco Muntoni of
the MDEX trial and Prosensa in Holland.

Making oligos for everyone
•

Can we make molecular patches to fit all
gene variations? Professor Steve Wilton
Australia

Stem Cell Therapy:
•
•

Can stem cells become a therapy for
Duchenne?
Reports from the proposed clinical trials in
Italy using mesangioblasts

Medicines for Duchenne:
•
•

Reports of clinical trials in the USA
Will Losartan work? Update from Ronnie
Cohn Steroids – how well do they work?

Pathology of Duchenne:
•

Heart monitoring
Breathing and respiratory care
Physiotherapy

If you would like a copy of all or any of these
information sheets, please contact me on 01 8721501
or email karen@mdi.ie

Can supplements and pharmaceuticals help?
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Greyhound Race
Night

New Staff
In the last issue of our newsletter we mentioned two
new members of staff, Laura Leeson and Amy
Bramley who started recently. Laura and Amy now
introduce themselves below.

Newbridge Greyhound
Stadium

Laura Leeson
Receptionist

Saturday 20th October 2007

Hi Everyone,
My Name is Laura
Leeson, I have recently
joined MDI as the new
Receptionist.

Muscular Dystrophy Ireland is holding its second
Greyhound Race Night at Newbridge Greyhound
Stadium on Saturday the 20th October 2007, first race
is at 7.45pm.

I previously worked in
the Head office of FAS
as a Clerical Officer,
which was a great
experience for me.

This event was a great success last year and raised
over €22,000. All who attended last years race night
had a very enjoyable evening’s entertainment and it
was a winning success
for MDI.

In my spare time I like
to socialise with my friends going for meals and to
the Cinema.

MDI is again seeking
your support with this
years Race Night and
hope it will be an
even bigger success.
Tickets will be priced
at €10 each which
covers the entrance fee to the dog track, race card and
also enters you into a grand prize draw for a fabulous
two night stay with one evening meal in The Brehon
Hotel in Killarney. This is a luxurious four star hotel
in the majestic kingdom of Kerry.

I am really looking forward to my new role and look
forward to meeting everyone at various events.
I can be contacted on 01 872 1501 or laura@mdi.ie
Laura Leeson

Amy Bramley
Fundraising & PR Coordinator
Hi All,
I am delighted to take this
opportunity to introduce
myself to you. My name
is Amy Bramley and l am
the
newly
appointed
Fundraising
and
PR
Coordinator for MDI, based
in head office. I am
available to discuss with
you any fundraising or
public relation ideas you
may have to raise funds or
increase the public’s awareness of the condition
muscular dystrophy and the supports MDI provide.

If you would like to buy a
ticket or you know a few
friends or family who would
like to support this fundraising
event please contact Amy
Bramley in head office for
further details on 01 8721501
or 086 8185352 or you can
email amy@mdi.ie

You can contact me in head office on 01 8721501 or
email amy@mdi.ie
Amy Bramley
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New fundraising
website for MDI

New “Accessible
Ireland” Website

www.mycharity.ie

Accessible Ireland (www.accessibleireland.com) is
a new website which has been designed and run by
one of MDI’s members, Jill Millar from Dublin.
The idea behind this website is:
•

•

This is a web based fundraising and
donation service to Muscular Dystrophy
Ireland

•

How to access www.mycharity.ie
You will see the above logo on the MDI web site
(www.mdi.ie), just click on the logo and you will be
brought straight to the section of the mycharity.ie
website that is specific to MDI, where you can
donate directly or create your own fundraising page.

to source new and existing amenities
throughout
Ireland
(hotels,
B&B’s,
restaurants, pubs etc) and audit them for
wheelchair accessibility facilities etc.
to make such venues aware of the potential
business which could be generated by
providing wheelchair accessible facilities
and
to encourage them to provide full and
detailed accessible information to guests /
customers before visiting.

It is hoped that Accessible Ireland will allow users
to source wheelchair accessible facilities to suit
your needs so that you can enjoy Irish hospitality at
its best.
Jill has asked us to make our readers aware of this
new website and she would also like to get your
feedback and suggestions on this new venture. For
further information visit the Accessible Ireland
website at: www.accessibleireland.com or email:
info@accessibleireland.com.

What can you do on the site?
1. Donate to a Charity - you have the ability to
make a donation directly to MDI.
2. Create a fundraising page - fundraisers can
select MDI to fundraise for.
You can customise your page to your own
design with a URL, title, colour scheme,
personal message and picture.
The page is immediately presented live on the
web, ready to accept donations.
Sponsor a Friend
Donors can sponsor their friend by credit card
or debit card. Also, donors can leave a message
in support of their friend.
3. One can access a myriad of fundraising ideas
via the fundraising ideas page.

Wedding Bells!

The Benefits for MDI
1. Euro ability to take donations on line via credit
or debit card.
2. Minimal effort for fundraisers.
3. Minutes to set up the fundraising page and send
out emails.

Congratulations to MDI member Ashling O’Neill
from Dublin, who was recently married to Jason
Johnston. This photograph of the happy couple
was sent into us by Jill Millar. We wish both
Ashling and Jason every good wish for the
future.
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Team Spirit!

News from
Mid West

A call for National Support for
MDI Awareness Campaign 2008
Valentines Day, 14th February

Last June MDI received €6,000 (as a result of a
successful application to the National Lottery by
MDI Family Support Worker for the Mid West
Region, Steph Apsel) to set up an Adult Social Club
in the Mid West.

Muscular Dystrophy Ireland’s Awareness Day is
fast approaching us once again and we are seeking
the support and assistance from members, membe’s
families and
friends
of
MDI
to
designate
kindly a few
hours of your
time to MDI
to sell our
chocolates
during these romantic weeks.
It’s only by groups of
volunteers like you and I
coming together, either small or
large that our endeavour to sell
the chocolates will maintain the
success of previous years and
optimistically
propel
this
campaign to a new level.

Following on from this successful application, the
group has now been set up and have already been
on trips to Dublin Zoo and to The Burren in
Country Clare. For more information on future
events contact Steph Apsel on: 086 3879159.

As you are aware it’s only
through each individual’s kind
support and assistance during
these weeks in February that
MDI are more than capable of
reaching a wider demographic
of people through the medium
of our chocolates. The success
of last year’s campaign is due
Pictured at an “Adult Members Social Club” in The Burren, Co Clare
to the fantastic support, help
recently are (l-r): Back row : Josephine O’Grady, Josephine Lyons,
and hard work from all
David O’Loughlin, Tina Keane. Front row: Steph Apsel, Pat Keogh,
members, members families
Liam Skehan, Neil MacMahon and Caroline Kelly.
and friends involved. Each
chocolate sale is a good sale,
and is confirmation that our mission to publicise the
Notice re Photographs
condition of MD and the crucial role MDI play is
We would like to thank everyone for sending in
reached.
photographs for inclusion in our newsletter. Some of
these photographs may have been taken by MDI staff
If you would be willing to take a box of chocolates
or fellow members while participating in an MDI
to sell or know of any shops, pubs, businesses etc,
organised event. If, after attending an MDI organised
please do not hesitate to contact me. If you require
activity, you would rather not have your photograph
further information, please contact Amy Bramley
featured in any future issues of our newsletter, please
on 01 8721501 / 086 8185352 or email
advise us of same and we will oblige. Thank you.
amy@mdi.ie
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Congratulations Mary Rose
MDI Director, Joe Mooney &
Mary-Rose pictured at the Rose of
Tralee Festival in August.

Mary-Rose of Tralee!
For those who are not aware, MaryRose works as a youth/respite worker
with MDI in the Cork/Kerry Region.
She is currently on a year’s career
break from MDI, and is due back in
November 2007. After returning
from a six month round the world
trip, Mary-Rose entered the “Rose of
Tralee” heats in Cork and worn all
stages, to end up representing Cork
in this year’s festival.
Congratulations Mary-Rose on a
wonderful achievement and for a
very enjoyable and entertaining
performance on the night. Well
done, from all at MDI.

Staunton Scouts MDI for New Talent !
Pictured below at a Power Soccer Tournament in Tralee last July are members and coaches of the MDI
and Enable Ireland Power Soccer teams. Note: Steve Staunton (centre) who came along on the day to
give his support. Or perhaps he was secretly looking for a new job???!!!!

7

MDI Youth Camps
spirits and enjoyed the day. We even swam in the
water, and some PA’s didn’t have a choice as they
were thrown in!!!. It was all great fun!! At night
time we went to the cinema room to play Singstar,
(where Evan Power took to the stage and sang ‘The
Eye Of The Tiger’ and we watched DVDs.

Young Members Camp
23rd – 29th July 2007
Hi everyone,
My name is Derek Kiely from Cork and I would
like to tell you about an MDI camp which I took
part in last July in Armagh.

On the Friday night we had a table quiz. There was
great banter on the night and we were all winners,
we had so much fun! On the last day we went to the
Bowling Alley and enjoyed the craic there. Sadly
we came to the last night of the camp. We had a
barbeque and later that night we danced the night
away with DJ Jim.

On Monday 23 rd of July we all headed off to
Armagh for the annual teenagers summer camp.
Members travelled from Cork, Kerry, Limerick,
Roscommon, Leitrim, the midlands and Dublin and
we were set to have a good laugh and to enjoy all
our activities for the week in An Mullach Ban. We
took a few wrong turns along the way, but we
eventually got there safe and sound. When we
arrived we found that we were all under the one
roof and even had our own cinema room!! It was
great seeing all the same friendly faces and even
some new ones! We all relaxed for the first night
and were tucked up in bed sound asleep early, all
very tired from our travels.

That ended our lovely week in Armagh. We had
plenty of laughs - giving frights and painting certain
members nails while they slept (you know who you
are!).
Can I also give a shout out to Mary-Rose Howell.
Best of luck in The Rose of Tralee, you will do
Cork proud!!*
Derek Kiely
MDI Member – Cork

The following day we set off to an activity centre to
do archery. We were all like Robin Hood at the end
of the session!
There was fierce competition!!
Kenneth even beat the teacher
Shirley who was blindfolded. Well
done Kenneth! (It wasn’t hard!).

*Mary Rose did do Cork (and indeed MDI) proud at the
Rose of Tralee festival in August.

On Wednesday, some went to the
cinema and shopping in Newry
while others went swimming in
Dundalk. We had some mishaps on
the way - when swimming, our PA
Trish lost our locker key, but no
fear she saved the day by going to
the receptionist and getting another
one (thanks for getting our clothes
back Trish!).
We also ventured to Carlingford
activity centre to take part in
canoeing. The weather was bad,
but we didn’t let this dampen our

Derek Kiely (left) listening to a noisy James O’Donoghue from
Kerry on drums while on camp in Armagh.
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Camp Photos 2007
Armagh Camp
23rd to 29th July 2007

A smiling Cormac Breen (Dublin) pictured with
Alma O’Leary on camp in Armagh

Ed O’Connell from Cork lining up a bowl with the
assistance of Stephanie Fagan (MDI Youth /
Respite Worker)

Jason Connolly from Dublin pictured bowling
while on camp

Robert Quinn from Leitrim
celebrates his birthday while
on camp.

Left: Group shot of some
participants at Armagh
camp.

9
9

Roscommon Camp
27th -31st August 2007
At the end of August 11 young adults headed to Cuisle in
Roscommon for five days. Day time activities included
fishing, (where there was great competition to see who could
catch the most fish) and trips to Athlone to the cinema and
shopping.

MDI member Des Mooney, pictured after a
catch on camp! Hope you threw that fish back
in Des!!

Great entertainment was arranged in Cuisle each evening,
which included singers, a table quiz and a DJ on the last
night for a farewell disco. Some members headed down to
the local pub one evening where there was some great fun
had by all. Others chose to stay back in the bar in Cuisle
which was well used for the week!!!
There were very quiet buses on the way home as everyone
was so tired from a week of late nights and great craic.
Karen Mooney
Youth / Respite Worker

Karaoke Queen, Clodagh Christie
singing on camp at a Karaoke
Night.

Group shots of other members and
staff lined up by the bar (above) and
giving their best smiles (right and
below)!!!
Front Cover Camp photo details
Des Mooney, Ciara Kelly (back),
Clodagh Christie & Darren O’Mahoney
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MDI Christmas Cards 2007

Order Form
Please send me (state how many)

packs of Christmas cards.

Each pack contains 12 assorted Christmas cards (as pictured above) and cost €7.00 each *plus post &
packaging (see below).
*Postage rates:

1 pack = €0.95

2 packs = €1.30

3-5 packs = €2.10

6-10 packs = €6.25

(Please use BLOCK CAPITALS)
Name:

Tel:

Address:

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:
Amy Bramley or Fiona O’Donoghue, Muscular Dystrophy Ireland, 71-72 North Brunswick Street, Dublin 7.
Tel: (01) 8721501
Fax: (01) 872 4482, E-mail: amy@mdi.ie or fiona@mdi.ie
11

Cards available from 17th October 2007. Please allow 7 days for delivery.
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