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MDI members,
Thomas Winters (Meath),
Josh Dillon (Dublin) and Sean
Donogher (Offaly) being entertained
by An Garda Síochána prior to the full
team receiving their international caps for
the Irish Power Soccer Team at the Aviva
Stadium on Wednesday 5th March 2014.
Congrats on a great achievement guys
from all at Muscular Dystrophy Ireland.

MDI member
Kevin Gannon
(left) from Dublin
pictured after
receiving his
Ireland Cap for
the Irish Power
Soccer Team.
Right: The team
lined up in “the
tunnel” prior to
receiving their
caps at half time
at the Ireland v
Serbia match at
the Aviva Stadium on 5th
March.
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Research News
Modifier gene found in FSH
muscular dystrophy

L

ast year, a team of researchers identified mutations in a gene called
SMCHD1 which can cause FSH type 2
– a rare form of the condition affecting around
5% of people with FSH.
Researchers have now discovered that the
same gene may affect the severity of FSH
type 1 – the most common form of the condition caused by a deletion in the DNA on chromosome 4. This deletion allows muscle cells
to produce a protein called DUX4 which is not
normally made in adult muscle cells. DUX4 is
a transcription factor – a molecular switch –
which can turn other genes on and off and this
eventually leads to the death of muscle cells.
Although scientists believe that the size of the
deletion on chromosome 4 is linked to the severity of the condition, variation in disease severity is seen in people with similar deletions.
This suggests other factors may play a role
and researchers have shown that SMCHD1
can play a role as a modifier gene.
Modifier genes are those which may not cause
a condition but can affect the severity of the

symptoms. Mutations in SMCHD1 are also
thought to allow DUX4 protein to be produced.
This is the same pathway which deletions on
chromosome 4 activate, and since both mutations affect the same biological pathway, it is
possible their effects may be additive, something researchers are now investigating further.

What does this mean for members?
The discovery of a modifier gene may help researchers and clinicians to help families to understand the risk of passing the condition on to
their children. It may also allow families to consider the option of using new technology when
planning to have children. Knowing the genetic
diagnosis allows clinicians to gather more precise information on how the condition might
progress so affected families can plan for the
future and gain access to appropriate care.
For more information you can go to the Muscular
Dystrophy
Campaign’s
website
www.muscular-dystrophy.org from where this
information has been sourced.

MDI Supporting Research
Muscular Dystrophy Ireland will be supporting a new research project in 2014 in collaboration with University College Cork (Dr Dervla O Malley, Prof Ken D. O’Halloran and Ms
Jennifer Manning).
The aim of the research is: “To determine if changes in inflammatory status in respiratory
muscles contribute to loss of respiratory muscle function in mdx mice”
We look forward to working with the researchers over the coming year.
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Research News
Ataluren not given conditional approval for
Duchenne muscular dystrophy

A

taluren is an oral drug that has
been developed to overcome a specific change in the DNA called
a nonsense mutation. This is when
a single letter of the DNA is changed which
places a "stop signal" in the middle of the
gene. Ataluren encourages the cell to ignore
this stop signal and read all the genetic information.
About 10-15% of boys with Duchenne muscular dystrophy have this type of mutation. In
very rare cases, nonsense mutations occurring in certain positions in the dystrophin gene
can also cause the milder symptoms of Becker
muscular dystrophy.
In January the European Medicines Agency
(EMA) refused an application for conditional
approval of “ataluren” for the treatment of Duchenne muscular dystrophy. Had a conditional
license been granted to developer, PTC Therapeutics, ataluren would have been the first
ever drug used to treat the underlying genetic
cause of Duchenne muscular dystrophy in
children and young people affected, outside of
a clinical trial.

The company presented to the regulators data
from pre-clinical testing as well as the results
of a large phase 2 clinical trial which included
174 boys with Duchenne muscular dystrophy.
However, the regulators were not convinced
that the results of the clinical trial were sufficiently robust to allow conditional approval of
potential treatment at the current time.
Conditional approval would have meant that
ataluren was placed on the market for one
year, with provision for yearly renewal. The
company would have monitored the safety and
effectiveness of the treatment whilst committing to provide additional study data - for example the results of the phase III trial PTC has
already started - to confirm the results.
PTC has announced that the refusal of a conditional approval by the EMA will not affect the
ongoing clinical trials of ataluren, which the
company will need to complete in order to apply for full approval of ataluren in the future.
For more information you can go to the Muscular
Dystrophy
Campaign’s
website
www.muscular-dystrophy.org from where this
information has been sourced.

Trinity Occupational Therapy (OT) Students visit MDI
On Monday 4th February MDI hosted a group of first year Trinity OT students at our Head
Office. Over 30 students and their tutor, Joan Brangan, were warmly welcomed by Joe T
Mooney (CEO, MDI) and he explained why their role in their future career is essential for
many of MDIs members.
Mairead Gallagher (Information Officer) then gave a presentation on muscular dystrophy
and MDI, followed by a tour of the MDI “Home from Home” apartment by Barry Buckley
(HR / Development Officer). The students and their tutor were incredibly impressed by the
accessibility of, and the equipment in the apartment.
MDI are delighted to be forming links with third level colleges, and we look forward to
more visits like this.
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Grapevine Computer Access
Made In Ireland by

Grapevine Assisve Technology
Grapevine Computer Access is a soware applicaon that helps people with physical disabilies to gain
full access to a Windows™ computer, laptop or tablet - without needing to use a standard keyboard or
mouse. It was developed in Ireland by a Computer Programmer and a Speech and Language Therapist
who have used their knowledge and experience to develop a high-quality, easy-to-use computer access
applicaon.

On-Screen Keyboard and Mouse Control.
Shortcuts for everything from web browsing to Word™ document creaon.
Choice of input methods (scanning with 1-2 bu-ons or alternave poinng device).
Available to try out in MDI’s Informaon Display Library, Chapelizod, Dublin 20.
FREE for OTs, SLTs and professionals – Contact us – we’d love to hear from you!
Workshops and training events available (see website).

Visit www.grapevineat.ie to watch demo videos.
Download today and start your Free 30-Day Trial.
Grapevine User Tes monial
“It was becoming impossible to use my computer’s keyboard….My ﬁngers were weak and even with a wrist
rest the edge of my hand kept hi<ng the space bar.
Grapevine Computer Access was the soluon! Though
I'm not very 'technology literate', I've found Grapevine
easy-to-use.…I ﬁnd the predicve facility brilliant when
typing.

...”I love the new keyboard! The predicted sentences are cool
and I love the right click opon for the mouse – makes life much
easier!”…
Hubert McCormack, MDI.
(Editor of this newsle+er)

I would strongly recommend anyone who is having a
problem with their hands to try out Grapevine and I'm
sure they will be as delighted as I am.”
Audrey Baker, MDI Member, Dublin.

Grapevine Assisve Technology
271 Beechdale, Dunboyne, Co. Meath.
Email: info@grapevineat.ie
Phone: 01 8251 554 or 086 3916 732

MDI News Update - Issue 59 - Spring 2014

Page 5

MDI are now offering Manual Handling
& Safe People Moving Training
The aim of the course is to provide learners with the
knowledge and skills required for safe people moving.
Course Content:
•
•
•
•
•
•
•

Anatomy
Legislation
Risk Assessment
Principles of safe lifting
Principles of Safe People moving
Safe People moving Techniques
Use of hoists & other transferring equipment
On completion of the course learners will receive
an MDI People Moving certificate valid for 3 years.
Course cost: €55 which includes your certificate,
valid for 3 years
(image of sample certificate on the left).

For more information please contact the MDI
office on (01) 6236414 / info@mdi.ie

Courses for Family Carers
Late in 2013 MDI ran their first in-house Manual Handling and People
Moving course in Chapelizod, both for MDI staff and for external participants. The courses have proved to be very popular.
MDI would now like to invite family carers to attend our training courses.
We plan to focus on the principles of safe moving, so that you can then
adapt your own techniques at home to suit yourself and your family member, whilst still looking after the safety of your own back.
The course usually runs over one full day 9.30-4.30pm, though we would
be happy to provide it in two shorter sessions if this suited better.

Equipment
FOR SALE
• Brand new and unused,
Aidapt Shower Seat (wall
mounted model with arm
rests)
• Minivator Bath Lift
(second hand but in perfect condition - rarely
used).
Prices negotiable.

A certificate (valid for 3 years) will be issued to all successful participants. For further details or to
view, phone (01) 269 3186

If you would be interested in attending this course, please call the MDI
office on (01) 6236414, or email info@mdi.ie
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Below is a good positive article which, when I read it I thought, I must share this with our readers. It features
Danielle Sheyput, a 35 year old model with Spinal Muscular Atrophy. I believe that this demonstrates that,
with the right supports and attitude, anything can be achieved! Hubert McCormack, Editor.

Meet the first
first--ever New York fashion week
model to work the runway in a wheelchair!

W

hen Danielle Sheypuk rolled down the runway at designer Carrie
Hammer’s debut in February 2014, she became the first-ever
model in a wheelchair to be featured at New York Fashion Week.
Hammer’s show, which featured role models instead of runway
models, has since received global attention, putting Sheypuk and Hammer at
the centre of a debate about the fashion industry’s unrealistic beauty standards. And that’s exactly where they want to be.
Dr Danielle Sheypuk, 35, made her debut in the Carrie Hammer Fashion
Show, wearing a black sweater and newspaper-printed skirt from the
label’s Autumn collection.
Carrie Hammer - a designer who specialises in custom pieces – said she
‘made the decision to cast role models not runway models.’ She added: ‘It
is so important to me that women have a positive body image and are
empowered in their work and their life. My line makes dresses to fit
women. We don't make dresses that women need to fit into.’

Danielle, a Brooklyn-based psychologist admitted that the fashion
industry ‘was a hard nut to crack,’ but believes progress is being
made slowly. ‘It's just time to include people with disabilities. It's
2014,’ she said. ‘People with disabilities are an untapped consumer market in
terms of fashion. We read the magazines, shop in
stores, but nothing is ever pitched to us.’
Danielle was born with spinal muscular atrophy, and
has been in a wheelchair since the age of two. She enjoys going out to Manhattan hotspots and encourages
fellow people with disabilities to do the same. ‘Get out
there and date and keep dating. That’s how these negative stereotypes will start to break down,’ she says.
Danielle’s runway debut is just the latest move by the
fashion industry to bring disabled models into the fold.
To find out more about Danielle, visit: http://
daniellesheypuk.com/

MDI Fashion Show
Spring into fashion, as summer is just around the corner!
MDI is organising a Fashion Show on Sunday the 4th May in the Radisson Hotel Athlone. All funds raised
will go towards MDI’s Respite Support Services. Please support! Plenty of prizes to be won on the night.
Tickets only €10. For more details contact Amy or Maureen on (01) 6236414 or email: maureen@mdi.ie
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Brackenstown Adult Scene of Education
(B.A.S.E)

Claire Crosbie from
Swords (pictured
here with Joe
Mooney at a previous MDI fundraiser
organised by
B.A.S.E.

MDI member Claire Crosbie from Swords is a member of the Brackenstown Adult Scene of Education
(B.A.S.E) Committee.
Claire and her colleagues at B.A.S.E have previously organised a number of
fundraising events for MDI, and once again we would like to express our thanks to everyone at B.A.S.E for
supporting the work of Muscular Dystrophy Ireland. Claire has sent us in some information about B.A.S.E
and has asked us if we would include it in our newsletter, so, here goes Claire!

History of B.A.S.E.

The Future

B.A.S.E was started in 1987 with the idea of bringing
together the adults of the area in a congenial, friendly
and supportive atmosphere. With this is in mind they
started adult education classes. The BASE Resource
Centre was opened in January 1998. BASE now delivers up to 20 classes per term, ranging from computers
to creative writing, and art to flower arranging. In 1995
Fingal Counselling Service was established where qualified counsellors see clients on a voluntary basis. The
service also incorporates a training centre for new
counsellors. Fingal Counselling Service in conjunction
with Fingal Leader Partnership is also in the process of
setting up Fingal Bereaved by Suicide Support Group
which will consist of trained volunteers visiting homes of
the bereaved offering support and access to the relevant services in the local and wider community.
The building is also used by other parish groups such
as football clubs and residents associations.

B.A.S.E have achieved a great deal but must continue
to look forward in order to grow and develop new strategies. BASE need to take a fresh look at ways to serve
the adults in the community. It hopes to introduce some
services in the near future for the elderly to tackle isolation and loneliness for those who are house bound. The
recession brings its own problems for many and we
need to plan and develop services that will help people
cope with this new situation.
Please feel free to call into B.A.S.E or phone them at 01
8902593 to discuss any classes which may be of interest to you. Staff are available from 9am to 1pm to offer
any support or information required.
For further details on the classes available at B.A.S.E
please check out the website www.base-swords.ie or
email basewords@live.ie for a brochure.

MDI would like to thank Mentalist Robert Williams for performing at a fundraising/awareness show for Muscular Dystrophy Ireland (MDI) on Friday 14th
February 2014 in the West County Hotel, Dublin.
Robert, who gave of his time for free, performed a one hour long show,
which contained extremely entertaining mind reading predictions, which
completely amazed those present, as was confirmed later by most of the
audience. Despite a poor attendance, the night proved to be very entertaining and one which we hope to host again in the future.
Thanks Robert for helping to raise awareness for Muscular Dystrophy Ireland and for a truly amazing show! We would also like to thank Mariusz Potyralski for capturing some of this show on video - type “Robert Williams The
Mentalist” in Youtube to view the video.

Mentalist Robert Williams with
MDI member Aisling McElligott
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Upcoming Fundraising Events

MDI’s 7th Annual Lough Derg Charity Cycle
Saturday 22nd March 2014

This 70 mile round trip cycle will start and finish at: Two Mile Gate, Killaloe, Co Clare.
Starting at 9am sharp! Refreshments and food will be provided along the route.

Registration Fee: €48.50 per person.
You can take part by either paying the registration fee yourself or by getting
an MDI sponsorship card to raise funds (along with the registration fee).
For further information or sponsorship cards contact Amy Bramley on:
(01) 6236414 / 086 8185352 or email amy@mdi.ie

The 8th Ireland Bike Fest (an international motorcycle festival) in
Killarney, Co Kerry is a free open air biker event which will take
place from the 30th May to 2nd June 2014. For more details
visit: www.irelandbikefest.com

Win a Harley Davidson
Tickets only €5.00
On Sale Now

As in previous years, Ireland Bike Fest have arranged for a fabulous Harley Davidson motorbike to be raffled with all proceeds going to Muscular Dystrophy Ireland
(MDI) . Tickets are now on sale and the winner will be announced on Sunday the 1st June in the Bike Village at the Gleneagle Hotel, Killarney.
Be in with a chance to win this super Harley.... buy your tickets now for just €5 each or a book of 5 tickets
for €20. On sale now from MDI, The Gleneagle Hotel, and online at: www.mdi.ie. For further details
please email amy@mdi.ie or phone (01) 6236414.
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Runners Wanted!

The Flora Women's Mini Marathon will take place in Dublin
on Bank Holiday Monday, 2nd June 2014 and MDI would like
you to join our team!
MDI is looking for ladies to support us by participating in this years Marathon. You
can register online at florawomensminimarathon.ie OR by using the entry form in
the Evening Herald every Wednesday and Saturday.
This year, MDI participants will be meeting in the Dandelion Bar on Stephens Green
Dublin 2 (beside Stephen’s Green Shopping Centre) after the event for light refreshments! So, why not join us and help raise funds for MDI's Respite Support Services.
For further information,
information, sponsorship cards and T-Shirts, please contact Amy
Bramley at (01) 623 6414 or email amy@mdi.ie.

We would really appreciate your support.
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Rahoon Newcastle Hurling Club

Charity Cycle Raises
€3,300 for MDI

M

any thanks to the Rahoon Newcastle Hurling Club who, for the
second year running, took part in
a Charity Cycle on behalf of MDI.
Peter Keane & Ronan Kelly & all the cyclists
who took part raised over €3,300. This much
welcome funding will go towards the crucial
respite support services for members living in
Galway. Thanks again lads & ladies - maybe
this year a High Nelly cycle!!!

Presentation by Barry Buckley to
Zero Project Conference in Vienna.
Zero Project is an organisation based in Austria whose
mission is to work for a world with zero barriers. Worldwide, the Zero Project finds and shares models that improve the daily lives and legal rights of all persons with
disabilities. The focus of the year 2014 is accessibility.
Based on this topic, MDI submitted an application to Zero Project to promote our “Home from Home” Apartment.
As a result of this application, MDI was one of 14 projects selected from a list of 134 entrants who were invited to make a presentation on MDI and the “Home from
Home” Apartment at an international conference in Vienna, Austria on the 27th & 28th of February 2014. Barry
Buckley, (HR & Development Coordinator) attended this
conference on behalf of MDI.
The World Future Council and the European Foundation
Centre joined forces in conjunction with The United Na-

tions and the European Union to convene this international conference in Vienna, Austria. The aim of the conference was to raise awareness about innovative solutions from around the world that advance accessibility for
persons with disabilities and to strengthen the commitment of all stakeholders to promote, protect and advance the rights of persons with disabilities, and to improve their daily lives.
MDI’s attendance at this conference created a great opportunity to raise awareness of the work of MDI while
also showcasing the unique position our “Home from
Home” Apartment holds in the promotion of accessibility
and independence in a non-clinical setting.
A full report on this conference will be printed in the next
issue of this newsletter.

MDI “Home from Home” Self Catering Apartment
The ‘Home from Home’ Self Catering Apartment located above the
MDI offices in Chapelizod, Dublin 20 is a self-contained fully wheelchair accessible apartment which is available for short term stays for
people with a physical or sensory disability. This four star approved
self-catering apartment consists of 3 fully wheelchair accessible
bedrooms, a kitchen and a lounge area. Free Wi-Fi is available
throughout the apartment.
On arrival at the apartment you will find a handbook giving you details about how to access the Wi-Fi, how to use equipment within the
apartment and other necessary information to help you to make the
most of your stay.
The kitchen is equipped with an adjustable motorised worktop which enables the work surface height to be adapted
to a suitable level for all users, and contains all modern appliances. It is fully stocked with cooking utensils, crockery
and cutlery. Milk, sugar, tea, coffee, salt & pepper are also provided.
To book your stay in the MDI “Home from Home” Apartment please phone the MDI Head office on: +353 1 6236414
(during office hours, 9am-5pm) or email: reception@mdi.ie. For further information visit: http://www.mdi.ie/homefrom-home.html.
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MDI Respite Services
Each year, MDI organises Respite Holidays and social events (youth clubs, outings etc.) for our members. These events are open to members from 11 years
old and upwards. Activities vary, from sporting activities such as archery, fishing, swimming; to sight-seeing tours, visits to museums, shopping and social
nights out (to the dogs, shows, cinema etc).

Both Nursing & PA/Carer Volunteers Required.

Volunteer Today
To assist with MDI Camps, Youth Clubs, Social Outings, etc.

Have Fun - Gain great experience.
Photos taken at previous MDI Holidays and Youth Clubs, which
give an indication of just how enjoyable these events are.

MDI Camps are residential and take place from April to August. For exact dates,
visit: www.mdi.ie. We are looking for:
•
•
•
•

Male and Female volunteers (minimum age 18 years)
Enthusiasm, caring nature and sense of fun is a must
Experience not essential, full training provided
Accommodation and food will be provided on camps.

MDI conducts a strict screening process
for all potential applicants.
For more information visit:
www.mdi.ie/volunteering-for-services.html
or phone: (01) 6236414

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and details of some upcoming events.
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Images from recent MDI Youth Activities

Brian young, using a flight simulator at Atlantic
AirVenture in Co. Clare.

The Annual
General
Meeting of
Muscular
Dystrophy
Ireland will
take place on
Saturday 26th
April 2014 at
the MDI Head
Offices, in
Chapelizod,
Dublin 20.
More details
will follow in
due course.
We hope to see
you then.

Members at Atlantic AirVenture in Co. Clare.

Jenny O’Connor at a
“make up” day in Cork

National MDI Youth Club, Abbeyleix

Irish Power Soccer Team at Aviva Stadium, after receiving their international caps for Ireland.
Nine of the 12 team members are also members of Muscular Dystrophy Ireland!

Company registered name: Muscular Dystrophy Society of Ireland Ltd.
Company registered office: MDI House, 75 Lucan Road, Chapelizod, Dublin 20
Country of registration:
Ireland
Charity No:
60460
Directors: Helen McDonnell, Garry Toner, Jimmy Murray, Florence Dougall, Ephraim Purcell,
Kathy LeBrasse, Simon Jameson.

To Contact Us:
Phone: 01 6236414
Fax: 01 6208663
Email: info@mdi.ie Website: www.mdi.ie
Email (for newsletter): newsletter@mdi.ie Editor: Hubert McCormack

MDI QR Code
Scan the image on the left with an
iPhone or an Android mobile
phone using any QR code reader to
also access the MDI website.

