Two monthly newsletter - Issue 22, March 2005
Muscular Dystrophy Ireland 71/72 North Brunswick Street, Dublin 7.
Ph: 01 8721501 / 872 3826 Email: info@mdi.ie. Website: www.mdi.ie
Some members were recently inquiring about
where to apply for “Toll Exemption Cards”.
Details on page 4.

Editorial
Hello again,
Welcome to the latest issue of our newsletter.
Included within are the following:
Karen’s research pages looks at new
developments (announced in March 2005)
which can delay the onset of heart failure in
children with Duchenne Muscular Dystrophy
(page 2). On page 3 are details of Myostatin
Clinical Trials, which the American Muscular
Dystrophy Association recently announced.
Myostatin is a natural protein that normally
stops muscles growing too much.
Also on page 3 are details of the CMT UK
AGM which takes place on 23rd April 2005 in
the Holiday Inn, Cheshire.

Last February a group from MDI travelled to
Manchester to see Man United in action (see
page 5 for more).
MDI Member, Sammy Brill from Westmeath
shares her opinions and explores attitude
towards disability on page 7
As a follow-up to a number of requests from
members recently regarding CE schemes,
on page 8 we provide details on eligibility etc.
to participate on a FÁS CE Programme.
This is just a brief summary of what is
included within. We hope that there is
something to interest all.
Until next issue, take care and Happy Easter.
Hubert McCormack
Editor

Pictured at a “photo-shoot” to promote MDI Awareness Day 2005 (l-r) Joe Mooney, Director MDI, Padraic
Cormican (PA), Florence Dougall, Chairperson MDI, Brian Cowan, TD, Minister for Finance & Steven
Valentine, Fundraising Officer, MDI.
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Research News
Perindopril Prevents Onset
of Heart Failure in Children
with Duchenne Muscular
Dystrophy
PARIS, 15 March 2005 – Early treatment
with perindopril can delay the onset and
progression of left ventricle dysfunction (heart
failure) in children with Duchenne Muscular
Dystrophy (DMD), a genetic disease
characterised by muscle wasting and
weakness according to a new French study
published today in the Journal of the
American College of Cardiology.1
“For the first time, we have shown that it is
possible to slow progression in this rare
degenerative disease”, says lead investigator
Professor Denis Duboc from the Cochin
Hospital in Paris. “In DMD, the heart muscles
are affected and cardiac problems are fatal in
around 40% of children with DMD.”
The five-year study, coordinated by the
French Working Group of Heart Improvement
in Myopathies and supported by the French
Muscular Dystrophy Association (AFM)
(through donations to an annual national
Telethon) and Servier Laboratories, set out to
examine the effects of the angiotensinconverting enzyme (ACE) inhibitor perindopril
in children with DMD. Perindopril is currently
used to treat high blood pressure and heart
failure.
In a double-blind study, 57 children aged 10
to 13 were recruited and randomly assigned
to receive either perindopril or placebo for
three years. Left ventricular ejection fraction
(LVEF), a measure of the heart’s pumping
strength, was measured at 0, 36 and 60
months.
In the placebo group, eight children
developed
left
ventricular
dysfunction
compared to only one child in the perindopril
group. No fatal progression of heart failure
was recorded during follow-up in the group of
children receiving perindopril.
Perindopril
was well-tolerated in the children studied.

"The study was relatively small-scale," says
Professor Duboc. "Patient recruitment is
always a problem with rare diseases (orphan
diseases), but,” he adds "the big advantage is
that patients are perfectly homogenous in
terms of genotype and of phenotype, and this
enhances the reliability of the findings of
these types of study, even though they are
conducted on small patient populations."
Genetic markers of heart failure
“Looking beyond DMD, we hope that we can
eventually pinpoint other genetic markers in
individuals susceptible to developing heart
failure and treat them before the first signs of
heart disease in order to delay or even
prevent the onset of heart failure,” concludes
Professor Duboc.
Duchenne Muscular Dystrophy
DMD - first described by a French physician
called
Guillaume
Benjamin
Armand
Duchenne in the 1860s - is one of the
commonest forms of muscular dystrophy, a
group of inherited, degenerative diseases
that cause progressive muscle weakness and
wasting. Duchenne muscular dystrophy is
caused by an absence of dystrophin, a
protein that helps keep muscles intact.2
For further information, please contact:
Stéphanie Makin
Tonic Life Communications
Tel: +44 20 7798 9905
E-mail: stephanie.makin@toniclc.com
References:
1. Duboc D et al., ‘Effect of Perindopril on the
Onset and Progression of Left Ventricular
Dysfunction in Duchenne Muscular Dystrophy’,
Journal of American College of Cardiology, 2005;
45: 855-857
2. http://www.mdausa.org (Muscular Dystrophy
Association website)
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Research News (contd.)
Myostatin Clinical Trial
The
American
Muscular
Dystrophy
Association announced recently that Wyeth
Pharmaceuticals will fund and conduct a
clinical trial of MYO-029. This is a compound
that blocks myostatin, a natural protein that
normally stops muscles growing too much.
Previous research has suggested that loss of
the myostatin gene increases muscle mass
and strength in mice with Duchenne muscular
dystrophy, and treatment with a myostatinblocker has a similar effect.
MYO-029 is a laboratory-engineered human
antibody that sticks to myostatin and
interferes with its functions.
The study will be open to a small number of
adults with facioscapulohumeral muscular
dystrophy, Becker muscular dystrophy and
limb-girdle muscular dystrophy in around 12
medical centres in America.
It is a phase 1/2 study, meaning that the
compound has already been tested for safety
in healthy volunteers. Now it will be tested to
evaluate its safety in people with muscular
dystrophy, and to conduct preliminary
assessments of MYO-029’s biological activity.
Release of results is expected in late 2006.

_________________________________
Information about this research is
available from the American Muscular
Dystrophy Association, www.mdausa.org
and www.clinicaltrials.gov (the title of the
study is “A Safety Study in Adult Muscular
Dystrophy Patients”).
Karen Jameison
Information Officer – MDI

CMT UK AGM
The 17th Annual General Meeting and
Conference arranged by CMT United
Kingdom will take place on Saturday 23rd
April 2005 in the Holiday Inn, Wood Lane,
Beechwood, Runcorn, Cheshire. The topic
of this year'
s conference will be focused
around the problematic issue of pain.
The cost for the day is £25 sterling for adults
and £12 sterling for children, aged five-17
years (under fives are free). This cost
includes morning coffee, a two course buffet
lunch and afternoon tea. It is a non-smoking
event and dress code is informal.
For more details about the event, call CMT
UK on 0044 8707744314 or email
secretary@cmt.org.uk
Note: If you intend on travelling to this
conference, MDI Member Gerardine Kane,
from Wicklow would like to hear from you.
Gerardine is very interested in travelling to
this conference and would like to make
contact with fellow MDI Members that may be
going, and perhaps travel together. You can
contact Geraldine at: 0404 67341 (h) or 086
8746111 (m).

Families for SMA
Launches New Forums
The American FSMA have recently launched
new forums to replace their previous
guestbook and message board. Information
comes from people who have SMA or are
affected by it, for example, parents of children
with the condition, to share knowledge and
experiences. Topics covered on the forums
include medical issues such as scoliosis and
respiratory care, equipment and adaptations,
and personal issues. To access the forums,
go to www.fsma.org/forum_intro.shtml
As with any internet forum, the views
expressed are personal to those posting –
check any information about treatment with
your doctor.
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Exemption from toll charges
for disabled drivers
Some members were recently inquiring about
where to apply for a “Toll Exemption Card”,
therefore, we have included the following
information which you may find useful.
____________________________________

Information

Disabled drivers/passengers who have
adapted vehicles in Ireland are exempt from
toll charges on national roads throughout
Ireland. A toll is a levy on each vehicle that
passes through a designated toll road. Toll
charges are currently in operation on the
following national roads in Ireland:
East Link Bridge (Dublin) West Link Bridge
(Dublin) West Link Bridge 2 (Dublin) M1 Toll
(Drogheda By-Pass)

Rules
You will need to complete an application form
for exemption from toll charges at the West
Link Bridge. You will be issued with a West
Link Exemption Card when you apply. If you
do not have your West Link Exemption card
with you, you must pay the normal toll at the
barrier.
The Disabled Person'Parking Card and the
West Link Exemption Card are not
interchangeable. In other words, you must
have a West Link Exemption card to be
exempt from paying a toll at the West Link
Bridge. On the other hand, any adapted
vehicle at the East Link Bridge is exempt from
paying a toll (even if you do not have a
Disabled Person'
s Parking Card).
Any adapted vehicle at the M1 Toll Road
(Drogheda By-Pass) is exempt from the toll
fee.

of the driver/passenger and a copy of one of
the following documents:
An exempt motor tax disc, A Primary Medical
Certificate, Proof of refund of VAT/VRT Proof
of refund of excise duty on fuel.
You will then be issued with an official West
Link Exemption Card.
Your West Link
Exemption Card lasts for 3 years from the
date it is issued. If you change your car
during this period, you must return your card
to National Toll Roads and a new card will be
issued. Each time you pass through the West
Link Bridge, you must show your card to the
toll operator and you will be allowed pass
through for free.

Where to apply

The Disabled Person'
s Parking Card scheme
is administered by the following:
Parking Card Section
The Disabled Drivers Association
Ballindine, Co. Mayo
Tel: (094) 640 54/642 66 Fax: (094) 643 36
E-mail: ability@iol.ie
National Mobility Centre
Irish Wheelchair Association
Ballinagappa Road
Clane, Co. Kildare
Tel: (045) 861 346
Fax: (045) 861 144
E-mail: info@iwa.ie
Application forms for a West Link Toll-free
card are to:
National Toll Roads PLC
West Link toll Bridge
Toll Plaza
Castleknock, Dublin 15
Tel: (01) 8211 411
Fax: (01) 8211 532
E-mail: info@ntr.ie

How to apply

Applying for a West Link Exemption
Card

To avail of the exemption from toll fees at the
West Link Bridge, you should complete an
application form available at the West Link
Bridge. As part of your application, you will
have to provide a passport-sized photograph
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At the end of February a group
of members from around the
country went to Manchester
for a few days to see
Manchester United play A.C.
Milan. We stayed across the
road from Old Trafford and
you could nearly see the
stadium from your bed – which
made for some very happy
Pictured with the “Big Boys” at Old Trafford are Robert Doyle (MDI
dreams!! We took a trip to the
member from Dublin) and Karen Leonard (Youth Worker – MDI).
Trafford Centre, which is a
huge shopping centre, so people could
Power Soccer Tournament
stock up on hats, gloves and scarves to
protect from the cold and snow at the
Power soccer tournaments have started
match.
back this year. These events, which are
organised
by MDI and the Football
Everyone enjoyed the great atmosphere
Association
of Ireland (FAI), prove very
at the match but unfortunately the score
popular with our young members. Events
didn’t go as most of us would have liked
have already taken place in February and
with Manchester United losing 1-0. The
March and future dates are planned for:
score line didn’t put too much of a
dampener on the trip.
Dublin, DCU, 9th April 2005
Some members went to the Manchester
United museum on the last day where
Neil and Jerry Sheehan (from Offaly)
managed to meet Bobby Charlton, but
there was no film left in their camera – it’s
always the way!!!!

Limerick, LCU, 9th April 2005
All Ireland Final, Limerick, 28th May 2005
Dates are subject to change.

The Manchester United super store was
also a big attraction for the few days, with
lots of jerseys, jumpers, DVD’s etc. being
bought as souvenirs of a memorable trip.
Thanks once again to Manchester United
for sending us tickets.
Karen Leonard
Youth Worker – MDI

MDI members pictured recently at a Powersoccer tournament in Limerick.
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Claiming Our Rights
Programme:
an exciting initiative for
Disabled People

Do you want to
• increase your knowledge of Disability
& Human Rights?
• increase your knowledge on how to
use existing legislative mechanisms?
• challenge and influence the decision
& policy-makers?
• add your input into Disability
organisations?
• place Disabled Peoples issues on the
political agenda?
• make your voice as a disabled person
heard?
If you answered YES to more than one of
these questions and you are a disabled
person learn more about how you can
become involved in the Claiming Our Rights
Project. Contact us and ask for an
application form.
The closing dates for applications is March
31st 2005.
____________________________________
For further information contact Claiming Our
Rights Project: Lo-Call 1850 367 867,
Text 087 2608064 email: COR@fpd.ie

Awareness Day 2005
MDI would like to thank the
following companies for their
support throughout our
Awareness Day Campaign for
2005

We would also like to thank our
members and friends of MDI who
supported or helped sell
chocolates on the day. The
campaign was a great success
and the money is still coming in.
We will keep you informed of the
total raised once all proceeds are
in. Thanks to everyone who
already sent in their money.
(If you haven’t sent in yours yet, we
would appreciate if you could do so
as soon as possible).

Thank You.
MDI News Update
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Sammy’s Section !?!

Sammy Brill

The articles featured on this
page were sent to us by MDI
Member Sammy Brill from
Westmeath. Here Sammy
shares her opinions, explores
general
attitudes
towards
disability and basically gives
readers something to think
about.

Sense and disability
I recently conducted a survey with 20 blokes and
asked them what three words came to mind when
they thought of the word “disability”. I compiled this
survey because I was curious to discover if their
opinions would be positive or negative. As you read
through these words, think about why people may
have used them.
Right are you ready? Here goes………….

Beauty and Disability
Being a wheelchair user or having a disability can
often be seen a being unattractive. I believe this is
because beauty is generally seen as having the
stereotypical perfect body and face. Well did you
know this?
15% of the population of Britain have a disability and
spend 40 billion a year. Given these statistics, I then
wondered, why were there so few people with
disabilities involved in advertising?
I figured the
companies tend not see people with disabilities as
being sexy and glamorous.
However, I then I read
an article about a modelling agency which was set up
especially for those of you sexy and glamorous people
out there that have been over looked because of your
disability.
(http://www.channel4.com/nextstep/freak3a.html)
The article spoke about a woman who was paralysed
from the waist down after a car crash. After the crash
she was in rehab and thought that she was going to
spend the rest of her life in a tracksuit but while
studying a Law degree in Manchester University she
saw an ad searching for the first disabled model. She
entered and won!!!
The name of the modelling Agency is:
visABLE Models, Louise Dyson, PO Box 80,
Droitwich WR9 0ZE, England
Tel: 01905776631 Fax: 01905779942
The article also stated that “if you would like to apply
to be a visABLE Model, send in at least one clear and
recent head and shoulders picture and also a full
length picture (seated is fine). Don’t waste money on
professional shots: ask a friend to take some, and
then send in the best shots. Also write a note with
age, height, chest, waist (and hips if you are a
woman), description of your disability and mobility
equipment, and details of skills or experience.
Include SAE large enough for your photos to be
returned to you.
Hope this information is of interest to some MDI
members who could be future catwalk or catWHEEL
models!!!!!!!!

CONCLUSION

The conclusion I reached from this experiment is that
people seem to see disability in a very negative light.
Out of the 60 words only 9 were positive. 8 related to
the actual disability, 14 related to services and
appliances, and the remainder (29) were negative. I
would hope that the outcome of this survey would
possibly educate people and perhaps help them to
see disability more positively.
I thought about these results myself and also thought
about what words I would choose and it turns out that
my words were mostly negative also. So I compiled
the following list of what I believe to be positive words
in relation to disability.

What three words did you pick???
Sammy Brill, Westmeath
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Community Employment
Programme (CE)
As a follow-up to a number of enquiries
recently, we have included in this newsletter
the following article on eligibility for a FÁS CE
Programme, which some members have
requested.
____________________________________
CE is a FÁS employment
programme
whereby
participants work for 20
hours weekly usually with
voluntary or community
organisations. Duties of the CE positions are
varied e.g. childcare, clerical, general
operative.
It has been designed by FÁS to assist people
who may have been finding it difficult to
obtain employment to re enter the open
labour market.
Participants also are
consequently entitled to purchase their own
training while on CE to enhance their
employment prospects on completion of the
programme.
Persons with a disability are entitled to avail
of CE, if in receipt of Invalidity Pension or
Disability Allowance. Persons on Disability
Benefit need to be 6 months on that
allowance before they can avail of CE. The
regulations as at present drafted do not allow
people not in receipt of any state income avail
of this programme.
Payment is
173.20 weekly and hours
worked are as agreed with the project and
employee. Some participants work one week
on and one week off, others every
morning/afternoon and some 2.5 days
weekly. Depending on age, participants can
use CE for up to 5 years in certain
circumstances.
Recipients of Disability Benefit and Invalidity
Pension need written sanction from the Dept.
of Social Community & Family Affairs. If this
is granted, participants on CE will receive
their CE payment from FÁS and continue to
receive their DB or IP. Participants are liable

however to a small amount of income tax on
the joint incomes.
Recipients of DA will continue to receive part
of their DA while on CE.
Entitlement to a medical card is not affected
by participation on Community Employment,
but other benefits (particularly rent subsidy)
may be affected
Details on CE vacancies are available on the
FÁS website at www.fas.ie Keep clicking on
FÁS Jobs Ireland, then onto Vacancies, and
finally Job/Employment Programme.
Vacancies are also advertised in FÁS offices
and anyone seeking further information
should call into their local office. Alternatively,
people can avail of FÁS’s freefone service for
job seekers at 1800 611 116.
For anyone to avail of Community
Employment he/she has to be registered with
FÁS Employment Services.

Operating since 1986, Interlink
Ireland has proudly established itself
as Ireland's leading courier
company. By offering a reliable,
speedy and professional services to
all our customers:- from individual
clients to large corporations, we are
now handling more deliveries across
Ireland than ever before.
No other courier company in Ireland
can match the quality of our service
or the nationwide coverage that we
offer.
Head Office
Galway Rd, Athlone, Co Roscommon
Tel (090) 6420500 Fax (090) 6494831
Email: sales@interlink.ie
Website: www.interlink.ie
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Women’s Mini Marathon 2005

Be part of the MDI Team

Bank Holiday Monday
th
6 June 2005
Application forms are now available to register for this year’s
Women’s Mini Marathon in the Evening Herald each Thursday
and Saturday until Thursday 28th April.
Closing Date for Entries Friday 29th April.

Why not run for

Muscular Dystrophy Ireland
We will be meeting in Café en Seine on Dawson Street after the
event for a drink. For further information, sponsorship cards and
T-Shirts, contact Steven in the MDI office on 1800 245300
or E-mail steven@mdi.ie

Your support would be much
appreciated
MDI News Update
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Membership subscriptions for 2005 are now due. If you haven'
t already paid your subscription this year please complete
this form and return to the address below. If you have paid your membership for this year, thank you.

Muscular Dystrophy Ireland - Membership Application Form
Name:

Date:

Address:

Telephone Numbers:
Home: __________________ Mobile: ____________________ Work: ___________________
Email Address: _____________________________________________________
Please tick whichever of the following applies to you:
Person with MD
Friend of MDI

Family Membership

Annual Subscription Rates
Person with MD
Family Membership
Friend of MDI

15.00
20.00
15.00

If you would like to make a donation additional to the membership fee, please indicate the
amount here _______
To enable us to update our records we would appreciate it if you would provide the following
information regarding your family if applicable:
Name(s) of Person(s) with MD

Date(s) of Birth

Type of MD

___________________________

_________________

________________

___________________________

_________________

________________

___________________________

_________________

________________

All cheques and postal orders should be made payable to Muscular Dystrophy Ireland.
It is also possible to pay your subscription by Bank Giro to our account;
Muscular Dystrophy Ireland Savings Account at Bank of Ireland, 2 College Green, Dublin 2.
Branch Code 90-00-17 A/C No: 75261619
Please complete this form and return it, with the relevant membership fee (see above) to:
Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7
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