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Editorial

Hello again,

Welcome to the latest issue of our newsletter.
Since our last issue, MDI have employed
three new members of staff, who introduce
themselves on page 5.

Karen's Research pages this time round, look
at Duchenne muscular dystrophy and in
particular focuses on improvements in
genetic testing in this area. Find out more on
pages 2 and 3.

Charity wristbands. They're all the rage at
the moment but if you buy one, is your money
getting to your chosen charity? MDI
recommend that you only buy from a trusted
source (see page 4 for more).

With the holiday season now on our
doorstep, you may like to know more about a
wheelchair accessible holiday resort in
central Greece, called “Sirens Resort”. The
owner of this resort, Ms Clio Psaraki recentl
sent us details about this
resort, which you can read
about on page 6.

You may remember in the
January 2004 issue of this
newsletter we featured an
article about Michael
McGrath who became the
first person with a disability in
the world to reach both the
North and South Poles.
Michael, from the UK, has
limb-girdle muscular
dystrophy and recently
received a standing ovation
after delivering a keynote
address at a 2005 Business
Traveller Awards Conference
in Dubai (more on page 7).

MDI News Update

You may remember in the last issue of our
newsletter that we featured an article written
by MDI member, Sammy Brill from Athlone
about “Beauty & Disability”. Well, if this
interested you, you will be interested in the
“Ms. Wheelchair America” programme, in
which the “Ms. Wheelchair Wisconsin”
contestant (Janeal Lee) was stripped of her
title because she wasn’t “disabled enough “I!
Janeal has muscular dystrophy — more on
page 8.

Also on page 8, if you're familiar with MTV’s
“Pimp My Ride” programme, you'll be
interested in reading about young Darius
Weems from Athens who has Duchenne
muscular dystrophy and hopes to have his
wheelchair “pimped!”

This is just a brief synopsis of what is
included within. Hopefully there is something
to interest everyone.

Until next time, keep well.

Hubert McCormack
Editor

Pictured at a Dublin Branch Greyhound Night out are: (left to right)
Ephraim Purcell (Treasurer, Dublin Branch), Jean Butterly (Chairperson,
Dublin Branch) and Fran Purcell (MDI Council Member). See page 6 for
more.
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Research News

Duchenne Muscular Dystrophy
Research

Muscular
Association has awarded a grant of $1.5

The American Dystrophy
million to PTC Therapeutics, a
biopharmaceutical company. The grant will
fund the development of PTC 124 for the
treatment of Duchenne MD due to a
nonsense mutation in the dystrophin gene. It
is thought that around 15% of cases of DMD
are due to a honsense mutation. This type of
mutation is a single point alteration in the
gene, meaning that it is shortened and does
not function. PTC 124 would allow the cellular
machinery to skip over the mutation, restoring
the production of full length, functional
proteins. Phase 1 safety trials have been
completed in healthy volunteers and plans
are being finalised for phase 2 studies in
DMD.

For more information see the American
Muscular Dystrophy Association website
(www.mdausa.orq).

Information for Families

Affected by Duchenne

Genetics of DMD

Duchenne Muscular Dystrophy is a condition
caused by a change in the Dystrophin gene
located on the X chromosome. Males have
one X chromosome and one Y chromosome
so they have just one copy of this gene.
Females have two X chromosomes so they
have two copies of this gene. We know that
in one third (33%) of cases of Duchenne
Muscular Dystrophy the gene alteration has
happened for the first time in the affected
boy. In the other two thirds (66%) of cases a
boy will have inherited the gene alteration
from his mother. See Figure 1.

MDI News Update

Figure 1
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Carrier testing for DMD

Genetic studies in a family can provide
information about which relatives may be at
risk of having Duchenne Muscular Dystrophy.
Carrier testing can be offered to female
relatives who have reached an age where the
information may have relevance for
reproductive decisions.

Improvements in Genetic testing

In the past genetic testing could only identify
the exact gene alteration in some families
with Duchenne Muscular dystrophy. There
have been significant advances in genetic
testing in recent years which has meant that
it is now possible to detect the gene alteration
in many more families. This means that
accurate carrier testing may now be available
in families where it was not previously
possible.

If you or anyone in your family would like to
hear more about what advances have been
made, or if you would like to arrange an
appointment to discuss genetic testing
contact the National Centre for Medical
Genetics (contact details below) and ask to
speak to one of the genetic counsellors.

National Centre for Medical Genetics
Our Lady's Hospital for Sick Children,
Crumlin, Dublin 12.

Tel: (01) 4096739 Fax: (01)4560953
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News From International

Muscular Dystrophy
Associations

| receive newsletters from different muscular
dystrophy associations around the world and
there can often be articles that may be of
interest to some of MDI's members. | aim to
make this feature a regular part of the MDI
News Update. If you would like to read the
full version of any article, | will include a link
to the relevant website if appropriate,
otherwise please contact me and | can post a
hard copy on to you.

Emery-Dreifuss Muscular
Dystrophy

If you or someone you know has Emery-
Dreifuss muscular dystrophy, you may be
interested in an article in the new edition of
Quest, the newsletter from the American
Muscular Dystrophy Association. This 7 page
article focuses on cardiac involvement and
has some of the most up-to-date information

about the condition.
Quest vol. 12 no. 3: May-June 2005
(www.mdausa.org)

A Parent’s Guide to Physiotherapy
in the Home

The new edition of Target MD, the newsletter
from the UK Muscular Dystrophy Campaign,
refers to a new booklet for parents to enable
them to perform physiotherapy on their
children with muscular dystrophy. This
booklet is an updated version of a guide
published in 1993, and is mainly aimed at
parents of children with Duchenne MD. Lyn
Hemmings, Superintendent Paediatric
Physiotherapist at Frenchay Hospital in
Bristol, explains that “the stretches, exercises
and booklet are broad guidelines only.... It's
envisioned that parents would work in
partnership with their child’s physiotherapist
to choose and adapt the exercises as
necessary. The real aim is that the “physio”
becomes integrated into an established
routine, and part of daily life for the child”.
Target MD, issue 34: April-May 2005
The booklet is also available on the MDC website
(www.muscular-dystrophy.org)

MDI News Update

Counselling Care

The same edition of Target MD also has an
article about genetic counselling, describing
the impact of muscular dystrophy and the
availability of genetic counselling on two
families. In the article, Louise Hastings,
Genetic Nurse Specialist, says “A diagnosis
of muscular dystrophy is a life-changing
diagnosis. A family’s life is never the same
again. They need time to get over the initial
grief, as well as support and up-to-date,
accurate, research-based information. When
they have been given all the facts they can
begin to understand how the diagnosis will
impact on the lives of their child and other
family members”.

Target MD, issue 34: April-May 2005

Spinal Muscular Atrophy Research

Connections, the bi-annual magazine from
Muscular Dystrophy Canada, has in its winter
2005 edition, an article about a family
affected by SMA. Jackson is a 5 year old boy
with SMA type 3 and his diagnosis in March
2002 was a great shock to his family. Since
then however, Jackson has been attending
the University of Utah, where Dr. Kathryn
Swoboda was involved in a research project
testing the effect of valproic acid in 30
children with SMA. Valproic acid is commonly
used to treat epilepsy and mood disorders.
Jackson took part in the trial and appears to
be doing well. The trial is now coming to an
end, so when the results are released it will
certainly be interesting to see if there are any
positive effects from this treatment.

Connections vol. 19, issue 1: Winter 2005
(www.muscle.ca)

Full article at:
http://muscle.ca/content/index.php?id=1830

Karen Jameison
Information Officer
Muscular Dystrophy Ireland
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Lance Armstrong, champion cyclist and a
survivor of cancer, launched yellow
LIVESTONG wristbands in partnership with
Nike in May 2004, to raise funds for Lance
Armstrong Foundation programmes
supporting people with cancer. Since then,
wristbands have become available from
many different charities to raise funds and
awareness about different conditions and
social issues. There are pink wristbands
supporting breast cancer awareness, orange
for multiple sclerosis, black and white for anti-
racism, blue for anti bullying — the list goes
on.

Some members may have seen the lime
green “lI WILL” wristbands, which are to raise
awareness of muscular dystrophy. These are
available from the American Duchenne
Parent Project (PPMD), stamped with the
PPMD logo. However, since wristbands have
become a fashion accessory and something
of a status symbol in the school playground,
wristbands have become available from
many internet sites and in pound shops or
markets. These wristbands are often fakes,
and no money from their sale will go to
charity. If you do a search on the internet,
you may find many companies claiming to
sell genuine wristbands. This might mean
that the seller has bought them genuinely but
is then selling them on to make a profit for
themselves, and again, they are not giving
any of the proceeds to charity.

The Muscular Dystrophy Campaign recently
contacted one company who was selling the
“I WILL" wristbands as they claimed that “a
donation towards muscular  dystrophy
research is made with the purchase of each
green bracelet”. It did not say where this
donation was going — The MDC certainly did
not receive it — nor did it say what percentage
of the cost was being donated. The MDC did
not receive a reply from this company, but it
is telling that their website no longer includes
the claim that money is going towards
muscular dystrophy research, but instead
simply says that wearing a wristband will
raise awareness of the condition.

MDI News Update

It is now being encouraged that if anyone
wants to buy a wristband and ensure that it is
genuine, make sure that you only purchase
directly from a charity. Only then can you
ensure that any money is going towards the
cause that you want to support. At the
moment, the PPMD is the only muscular
dystrophy charity selling the *“I WILL”
wristbands, and they say that these are the
only wristbands that benefit muscular
dystrophy research directly.

The PPMD website is
Wwww.parentprojectmd.org

Karen Jameison
Information Officer
Muscular Dystrophy Ireland

Ricon Wheelchair Lift

In very good condition. Suitable for most
types of vans. Telephone Tony at:
041-6853053 or 086-832219
or email: tmccreanor@eircom.net

Dublin Branch
Support Group Meeting

Tuesday 21% June 2005,
Jury’s Inn Hotel, Christchurch,
Dublin
from 10.00am to 12.00pm.

All Welcome

Page - 4
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Welcome Aboard

to New Staff at MDI

Since the last issue of our newsletter, three new
people have taken up positions with MDI. Kate
Power, the new Respite Co-ordinator, Steph
Apsel, the new FSW for the Mid-West and Aisling
Dermody Youth Worker for the Western region all
introduce themselves below. We would like to
wish Kate, Steph & Aisling well in their new roles.

Kate Power
Respite Co-ordinator
Hello, I'm Kate Power

the new Respite Co-
ordinator. | started in
early April and 1 am
looking forward to
working with MDI.

My background is in
nursing and | worked
for the last 3 years
with Headway Ireland
The National
Association for
Acquired Brain Injury.

I'm originally from Tipperary (due a come back
any day now in the hurling) but I'm also a bit of a
nomad having lived in Dublin, Tralee and Galway
in the last 10yrs.

| am looking forward to meeting members of MDI
over the next few months. Please feel free to
contact me if you have any queries on: (01)
8721501 or 086-6066103.

I look forward to hearing from you.

Steph Apsel
Family Support Worker

Mid-West Region

Hi, my name is Steph
Apsel and | am the
new Family Support
Worker for the Mid
West Region covering

Counties Limerick,
Clare and North
Tipperary.

My background is in

nursing, although |1
also have a past life as a property negotiator!

MDI News Update

| am married to Karl and we have four children
ranging in age from two years to twenty. We can
sometimes be seen escaping in a camper van
with the two little ones!

My hours of work are: Mondays (9.30 -5.30),
Tuesdays (9.30-1.30) and Wednesdays (9.30-
5.30).

If I haven’t met you already, then please feel free
to contact me on: 086-3879159.

I look forward to hearing from you.

Aisling Dermody
Youth / Respite Worker
Western Region

Hi Everyone!

My name is Aisling
Dermody and | have

recently been
appointed as a
Youth/Respite

Worker in the West.
I work in Galway,
Mayo and
Roscommon.

I'm 21 yrs old and |
live down near
Roscommon town but I'm a Galway woman for
sure! | live with my parents and my sister and
brother. 1 did my leaving Cert in 2000 and
following that | studied for my Degree in Social
Studies in Athlone Institute of Technology. My
work experience placements include both youth
work and working in the area of disability. After
college | worked as a Programme Assistant with
the IWA in Cuisle Holiday and Respite Centre in
Roscommon for six months.

| have so far enjoyed my work with MDI and | am
really looking forward to meeting anyone | have
not met yet. | am based in the Galway office and
can be contacted on 086 3899286.

MDI would also like to wish Margaret Goode
well in her new post within MDI as Family
Support Worker / Clinic Co-ordinator. This
position was previously held by Catherine

Jones. Margaret will be in attendance at both
the CRC & Beaumont Clinics in Dublin to
meet members.

Page - 5
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On Saturday 30" April last, up to 80 members,
family and friends of the Dublin Branch of MDI
took over a suite at the Shelbourne Greyhound
Stadium in Dublin, for a night of betting, boozing,
winning, losing, fun and frolics!

Our suite, which overlooked the race track, gave a
bird® eye view of the action and for those who
couldn’t get near the large windows, TV monitors
were situated throughout the room to ensure that
everyone could see and cheer on their dogs!!
With 10 races (one every 15 minutes), the cheers
were plentiful, as was the betting, which was
made easy by having our own private totes, who
came to our tables to take bets, making gambling
equally accessible for everyone!!

With our own private bar and a nice variety of
finger food also included in the evening’s
entertainment what more could one ask for, apart
from the names of the winning dogs, which
unfortunately wasn'’t forthcoming!!

From previous experiences at the dogs, studying
form wasn't very successful for me, so this time
round | chose to pick names | fancied, however
the result remained the same, win some, lose
more!!!  Unlike young Kevin Gannon (aged 7)
from Dublin, (who was seated at our table) who
picked loads of winners at random for his parents,
Paddy & Noeleen.

Pictured cheering on their dogs at the race night are
(from left to right) Ciaran Purcell, Ephraim Purcell
(back) Donal Purcell, Karl Butterly & Simon Jameson.

MDI News Update

Organised by Jean Butterly (Chairperson, Dublin
Branch) and Ephraim Purcell (Treasurer, Dublin
Branch), the night was a huge success and was
one of the best attended events organised by the
Dublin Branch in recent years (apart from last
years Christmas party).

It was great to see so many members, old and
new, out having a laugh and enjoying a great
night's entertainment. Congratulations and well
done to Jean and Ephraim and everyone else
involved in organising a great night out.

Here's to the next one!
Hubert McCormack

Accessible holiday
accommodation in Greece

Ms Clio Psaraki is the owner of a wheelchair
accessible holiday resort in central Greece,
“Sirens Resort”. Ms Psaraki recently sent us the
following details about her resort, and as the
holiday season is now on our doorstep, we
thought our readers may be interested.

We are proud to claim our premises as fully
wheelchair accessible and would like to promote
our resort to the members of your association.

“Sirens Resort” Greece

Our facilities are located next to the sea, within a
1% hour journey from Athens International Airport.
The resort includes 5 apartments with all the
comforts of a luxury villa. Accessibility is
guaranteed throughout, even the beach which is
accessible to all our guests. Our specially
designed sea-ramp and our sea-wheelchair
provide easy and safe access into the sea water.

Page - 6
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Indoor access includes:

- Specially equipped bathrooms - Comfortable
indoor areas for easy maneuvering of wheelchair

- Full furnishing (bedroom, living-room, kitchen)

- Electric appliances (oven, fridge etc.) - Air
conditioning - TV - Fireplace

Outdoor Access includes:

- Wheelchair ramps in and out of the apartments

- Accessible beach - Wheelchair ramp that leads
into the sea - Paved pathways for easy
wheelchair access - Outdoor barbeque — Parking.

We also provide:

- Transport from and to Athens Airport - Car rental
(standard cars or adapted mini-vans) - Equipment
rental, (shower chair, electric wheelchair, hoist,
etc) - Guided tours to Athens or other tourist
attractions in Greece - Sailing cruises with
adapted Yacht to the islands of Argosaronicos gulf
- City-breaks for 3-5 days in accessible rooms in
Athens hotels

For more information and photos, you can visit our
web site at www.disableds-resort.gr

Prestigious Business Traveller

of the Year Award' to Speaker
with Muscular Dystrophy

Internationally  acclaimed  speaker  with
muscular dystrophy urges senior industry
figures to do more In terms of access
provision and receives standing ovation after
keynote address at 2005 Business Traveller
Awards in Dubai.

Inspirational business speaker and disABILITY
champion Michael McGrath received the
prestigious @005 Business Traveller of the Year
AwardCat the Emirates Towers Hotel in Dubai last
week, sponsored by FedEx, Motivate Publishing
and Business Traveller.

McGrath who became the first disabled person in
the world to have reached both Poles when he
walked the final 310 metres to the South Pole in
Antarctica in January 2004, delivered the
evening® keynote address receiving an
impromptu standing ovation. He also presented
the awards on the evening.

Recognized by Business Traveller and the events
sponsor FedEx, McGrath received the @005
Business Traveller of the Year€award announced
by Julian Gregory, Managing Director of Business
Traveller UK and presented by BBC
correspondent Kate Adie.

MDI News Update

McGrath held everyone spellbound with his
extraordinary polar experiences and feats of
endeavour at both ends of the earth. At the end of
his highly charged presentation, he received a
standing ovation that summed up the impact it
made on the travel-hardened audience. His
address culminated in a brief insight into the world
of muscular dystrophy and The Muscle Help
Foundation, the chosen charity supported via the
evenings fundraising activities.

Since being diagnosed at age 17 years and despite
having lost some 65% of his muscle bulk, British
born McGrath has been determined not to let the
debilitating muscle wasting disease get the better of
him.

McGrath urged senior industry figures including
hotel operators, airlines and car rental companies
to do more in the area of access provision. As a
consultant and disABILITY Champion for Hilton
Hotels UK & Ireland, he said that service providers
prepared to invest in training and accessible
facilities for consumers requiring additional
assistance would see a return on their investment.
His vision is for a world that is accessible to all.

Whilst the philanthropic motive is strong, the
business case in terms of the profit motive is
jnguestionable.

Editors Note - Business Traveller is the world®
leading provider of specialist business travel
information, reaching a captive audience of affluent
consumers internationally.

From the desk of: Michael A P Mcgrath

For further information - visit Latest News at
www.musclehelp.com
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You may remember in the last issue of our
newsletter that we featured an article written
by MDI member, Sammy Brill from Athlone
about “Beauty & Disability”. Well, if this
interested you, you will be interested in the
following article:

The Ms. Wheelchair America programme is
described as a platform to highlight the
achievements of women who use wheelchairs,
rather than a beauty contest. Janeal Lee is a
teacher and a few months ago was awarded the
titte of Ms. Wheelchair Wisconsin. She has
muscular dystrophy and uses a scooter to get
around. However, she has sufficient mobility to
enable her to stand for periods of time while she is
teaching. She had explained to coordinators
before entering the pageant that she could stand
for 10-15 minutes “on a good day”.

In early March, Ms. Lee was stripped of her title
because a newspaper photo showed her
standing. Judy Hoit, treasurer of the national Ms.
Wheelchair America competition was quoted in
the media as saying “...you’'ve got women who
are in their wheelchairs all the time and they get
offended if they see someone standing up.... We
can’'t have title holders out there walking when
they're seen in the public’. Meanwhile, Janeal Lee
said “I've been made to feel as if | can’'t represent
the disabled citizens of Wisconsin because I'm not
disabled enough”.

Pimp My Wheelchair!

You may be familiar with MTV’s “Pimp My Ride”
programme, which basically takes old wrecked
cars from successful applicants and turns them
into flash, new “dream” cars, which would make
heads turn.

Well, Darius Weems, aged 15- has muscular
dystrophy, and is out to have his ride pimped. He
says his dream wheelchair should have accessories
such as a video game system, a flat-screen
television and spinner rims!!

15 year-old Darius Weens poses in Memorial Park along with friends
who are pretending that Weens has lost control of his wheelchair.

Janeal Lee pictured above,
when crowned “ Miss
Wheelchair Wisconsin” and
the offended photograph
(right) which had her stripped
of her title!

In protest at the decision, the first runner up
refused to accept the crown that was stripped
from Janeal Lee, and Ms. Wheelchair Minnesota,
Ms. Lee’s sister, relinquished her own crown. The
decision has created a storm of controversy and
raised the question of how you can define
disability.

MDI News Update

Weems, is at the centre of a grand scheme by
University and high school students to raise $50,000
for a trip to Los Angeles to have his wheelchair
customized by West Coast Customs, made famous
by MTV® "Pimp My Ride." The group already has
raised $8,000, said Logan Smalley, a junior from
Athens who has known Weems for about 10 years.
He and Weems had always wanted to put rims on
the wheelchair but didn®know who to contact. After
watching "Pimp My Ride," "the two ideas jelled," he
said.

Tito Arteaga, marketing director of West Coast
Customs (the producers of “Pimp My Ride”), said
they would "absolutely" consider the project. He
has plenty of ideas, too. "Most 15-year-old boys will
want video game systems,” he said. He also
suggested redoing the wheels, adding suede
highlights and changing the colour to something two-
toned.

Dylan Wilson, a senior from Athens majoring in
journalism and film, is documenting the trip. The
group (which plan to leave for the West Coast in
July) hopes the documentary will raise awareness
for muscular dystrophy.

Taken from: The Red and Black Publishing CO., INC
Published , April 12, 2005, 06:00:01 AM EDT
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M DI Conference and AGM 2005

The Annual General Meeting of Muscular Dystrophy Ireland will take place in October 2005
(venue to be confirmed).

The format for the day will comprise of:

Two or three guest speakers
AGM

Med

Entertainment

Activitieswill also be laid on for children while meetings are in progress, to allow parents attend.

In addition, we hope to have a variety of companies and manufactures exhibiting various aids &
appliances for people with disabilities.

More details regarding the Conference & AGM will be available in due course.

In the meantime, M DI would liketo hear from members, to see if:

a) you would be interested in attending and
b) what type of speakers you would like to hear from.

We would like this day to be informative and interesting for members and we would therefore
appreciate it if you would specify which categories you would like in relation to guest speakers:

D | would be interested in attending the MDI Conference & AGM in October 2005.
Name:
Address:

D | will require entertainment for (specify number) |:| children

My preferred categories for suggested guest speakers would be:
1= 1%Preference 2= 2" Preference 3= 3 Preference

D Research D Aids & Appliances D Transport

D Other (please specify):

We would be grateful if you could return this sheet to us with suggestions before: Friday 10" June
2005. Please return to:

Aileen O’Mahony, Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7.

We would appreciate your input into helping us to make this day as enjoyable and informative as
possible. Thank you.

MDI News Update Page- 9
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Membership subscriptions for 2005 are now overdue. If you haven®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 - Member ship Application Form

Name: Date:
Address:

Telephone Numbers:

Home: Mobile; Work:

Email Address;

Please tick whichever of the following applies to you:

Person with MD ] Family M ember ship ]
Friend of M DI
Annual Subscription Rates
Per son with MD 15.00
Family M ember ship 20.00
Friend of M DI 15.00

If you would like to make a donation additional to the member ship fee, please indicate the
amount here

To enable usto update our recordswe would appreciateit 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 order s should be made payable to Muscular Dystrophy Ireland.
It isalso 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 thisform and return it, with the relevant member ship fee (see above) to:
Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7
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