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MD Research
and Information News Updates

Positive Preliminary results
for CMT Trial
Acceleron Pharmaceuticals has
announced preliminary results
from its ongoing phase 2 trial testing ACE-083 in adults with
Charcot-Marie-Tooth disease
(CMT). ACE-083 is a drug that
inhibits a family of proteins that
negatively regulate muscle
growth (including myostatin).
This trial aims to build muscle
mass and improve muscle
strength in the tibialis anterior – a
muscle in the lower leg. This
muscle is responsible for lifting
the front of the foot when you
take a step. Weakness in this

muscle can lead to foot drop and
increase the risk of falls, which
are a common problem for people with CMT.
Accerelon has released safety
and efficacy data from Part 1 of
the study. Overall the drug was
generally well tolerated and no
serious adverse events occurred.
Magnetic Resonance Imaging
(MRI) was used to quantify the
volume of the tibialis anterior muscle. This was carried out
before treatment (the baseline)
and three weeks after the last

injection of ACE-083. Results
showed that ACE-083 increased
the volume of the tibialis anterior muscle by up to 14%. A small
reduction in the amount of fat in
the muscle was also noted.
While these results are promising, we don’t yet know what effect ACE-083 has on muscle
strength and function. This will be
investigated in Part 2 of the
study, which is due to start in the
third quarter of 2018. Preliminary
results from Part 2 are expected
by the end of 2019.

Muscular Dystrophy Ireland have had contact from a group who
would like to hear from the Irish population of people with Myotonic Dystrophy. The Our Voices, Our Lives, project aims to raise
awareness of how many people live with Myotonic Dystrophy
Worldwide and to share their stories. For more details visit:
https://www.dm-voices.com/
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Spotlight on Nusinersen
(Spinraza) for SMA
Spinraza, developed by Biogen is the first and only
treatment for SMA, and has already proven to be
highly effective for many people who have access
the drug.
Clinical trials have shown significant improvement
in children’s motor function; for the first time, children with SMA Type 1 are able to crawl and some
even walk. Families of children who have received
the drug often report noticeable improvements from
the start of treatment.
The drug also has promise for children and adults
with the other types of SMA; motor function for children with SMA Type 2 and 3 was significantly improved in trials.
While the drug was highly effective in most treated
children, there were some who did not respond to
the treatment. Some patients may also be too weak
to receive treatment.
Currently, children in Ireland with Type 1 SMA are
receiving access to Spinraza, via an Expanded Ac-

cess Programme, however the EAP is now closed
to new entrants.
On the 14th of August 2018, the National Institute
for Health and Care Excellence (NICE) announced
that they did not recommend Spinraza for reimbursement by the NHS in the UK.
In May, the Scottish Medicines Consortium (SMC),
the Scottish equivalent of NICE, approved Spinraza
for use on the NHS for children with SMA Type 1,
replacing the EAP.
Children and adults with SMA Type 2, 3 and 4 do
not currently have access to the treatment on the
NHS in the UK.
Spinraza is available in 20 European countries for
children and some adults with all types of SMA. Negotiations are under way in other countries. More
widely, Spinraza was approved in the United States
in December 2016, and since then has gained additional approvals in South Korea, Canada, Japan,
Brazil and Australia.

Here in Ireland Biogen are continuing to negotiate with the HSE for reimbursement. Following an
initial decision not to recommend Spinraza at the given costs in late 2017, producer Biogen provided the Commercial Pricing Unit (CPU) of the HSE with a significant pricing proposal which
would allow for funding to be made available for this transformational treatment.
Earlier this summer, the Minister for Health announced that Ireland would join Belgium, Netherlands, Luxembourg and Austria in the BeNeLuxA initiative to secure affordable and timely availability to new medicines for Irish patients. As of Septmeber 1st, Spinraza is will be available in all
BeNeLuxA initiative countries apart from Ireland.
On the 9th of August, MDI held a meeting for families who are interested in campaigning for
Spinraza. Anyone who is interested in getting involved in the campaign can contact info@mdi.ie
and we will provide you with more information.
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he National Advocacy Service for People
with Disabilities provides an independent, confidential and free, representative
advocacy service that works exclusively
for the person using the service and adheres to
the highest professional standards.

T

for the delivery of an advocacy service for people
with disabilities across their region, to one National Service under a National Advocacy Service
Board. The National Advocacy Service is provided through four regions and a National Office
which is based in Dublin.

NAS works to ensure that when life decisions are
made, due consideration is given to the will and
preference of people with disabilities and that
their rights are safeguarded.

How to contact the National
Advocacy Service for People with Disabilities

NAS operates on the principle that people with
disabilities:
• make decisions about their lives
• are listened to and consulted by their fami-

lies and those who provide their services
• access the supports they need to enable

them to live their life and enjoy meaningful
participation in family, work and leisure
• enjoy the benefits of participation in and
contribution to their local communities
NAS has a particular remit for people with disabilities who are isolated from their community and
services, have communication differences, are
inappropriately accommodated, live in residential
services, attend day services and have limited
informal or natural supports.
The National Advocacy Service for People with
Disabilities has recently moved from five Citizens
Information Services, who have had responsibility

Pictured Right:
Mr Tom Walsh from Citizens information
Centre, one of the three speakers who
gave a presentation at the conference in
Portlaoise.

National Advocacy Service for People
with Disabilities,
National Office,
C/O Citizens Information Board
George's Quay House
43 Townsend Street
Dublin 2
D02 VK65
Telephone: 0761 07 3000
Email: info@advocacy.ie
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MDI Annual General Meeting and Conference
On Saturday the 23rd of June, MDI held our annual general meeting in the Midlands Park Hotel, Portlaoise.
The morning began with the business of the day, the AGM itself. The Annual Report and Audited Accounts for year
ending 2017 were presented to the meeting. There were no matters arising. Both reports (and previous years reports) can be viewed on the MDI website - see: www.mdi.ie/mdi-annual-reports-and-audited-accounts.html. The
elected Board of Directors for the current year
were follows:
Chairperson: Tom Nolan
Vice Chairperson: John Roche
Secretary: Hazel Bridcut
Treasurer: Ephraim Purcell
Board Members: Grace Greene, Garry Toner,
Anne Horan
After the business of the AGM, our first guest
speaker, Mr Tom Walsh from Citizens information
gave us a very informative talk on the Citizens
information Board and the various free services
they provide. This was a very interactive session,
with Members offering lots of good advice to each
other in relation to entitlements and services.
After lunch, our Information Officer gave an update on MDI’s Research Fund in 2017. This included updates on the
projects funded directly and co-funded with other organisations. The next steps agreed by the committee will be the
development of a new Neuromuscular Registry which will be of benefit to all members.
Finally, Caroline Gardner from Quality Matters spoke to members about MDI’s strategic plan process and introduced
a survey for members to complete.
Thank you to all members who attended the AGM and to our speakers on the day.
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PTC ‘Strive for DMD’ Award Winners
Muscular Dystrophy Ireland was honoured to be announced
as one of the recipients of the PTC Therapeutics ‘Strive for
DMD’ Award 2018. The award, which places special emphasis on supporting people with Duchenne Muscular Dystrophy, seeks to provide monetary awards to patient advocacy
organizations committed to developing unique and collaborative programs that will make meaningful contributions to
the rare disease community by increasing awareness, diagnosis, education or fostering development of future advocates.
The award of $30,000 (USD) will fund an Independence and Engagement Project.
The Independence & Engagement project seeks to support the personal development of young MDI members with Duchenne through engagement, empowerment and encouragement. Members will first be invited to participate in workshops that help to develop confidence, assertiveness, self-esteem and personal
effectiveness. Six workshops will take place around the country to ensure the opportunity is available to as
many members as possible.
Following the workshops, members will be asked to share their learnings and identify opportunities or activities they may wish to pursue as a result of the experience. They will then be invited to work together to
develop their own Independence & Engagement activities, and to create and deliver activity projects that
are based on their personal interests, and reflect the values of independent living and social engagement.
MDI hopes to engage at least 50 members in the workshops, and approximately 30 members in subsequent activity projects. The project will begin in Spring 2019 and more details of the project will be available soon.

Hidden in a cupboard under the sink for
over a quarter of a century lay a collection
of essays long forgotten. Enter the world
of a precocious teenager growing up in
1980s rural Ireland.
These stories illuminate the incredible
mind of Gearóid P. Mannion who had
Spinal Mucsular Atrophy.
This funny, heartfelt, warm collection of
essays written when he was a teenager
has been edited and compiled by Karen
and Sinéad Mannion.
The book will be launched at the Clifden Arts Festival on Sunday 23rd of
September at 3pm in the Station House
Theatre. All proceeds of this book go
to Muscular Dystrophy Ireland.
For more information visit:
www.clifdenartsfestival.ie
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From all at

In recent weeks, after several years of dedicated
service to our organisation, three members of staff
have handed in their notice with MDI to further better their careers. We would like to thank Amy
Bramley, Clair Kelly and Eoin Robbins all the best in

their respective new career paths and on behalf of
Muscular Dystrophy Ireland, we would like to thank
Amy, Clair and Eoin for all their hard work with MDI
over the years and we wish them well in the future.

Farewell Note from Amy

Farewell Note from Clair

I would like to thank all the members and staff at MDI for
their support, encouragement and experiences l had over
the last decade. I started with MDI when the office was on
North Brunswick street back in 2007 and l loved my job,
the opportunities, challenges involved and the career it
mapped out for me. I will miss working with Hubert and
the crew in Chapelizod and all the members l worked with
on various fundraising events across the country. I grew
up practically with MDI and wish the charity every success. I am really excited about the next chapter in my life
and starting with Pieta House in a new role for me as the
Brand and Communications Executive. Best Wishes, Amy

I just wanted to take this opportunity to say
goodbye, as I will be leaving MDI to take up
a new position in Patient Advocacy and
Government Affairs at the end of August.
While I am excited about this new opportunity, I am obviously very sad to be leaving
after over 4 years as Information and Research Officer. It has been an absolute
pleasure working with so many of you and I
only hope that I have been able to help with
disseminating information and advocating
on your behalf.
MDI’s Research Fund
has been diversified
greatly over the last
four years and we
have funded projects
nationally and internationally, which we
hope will be of significance for members in
the future.
Best Wishes.
Clair
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Remembrance Day
On Friday 20th July last, Muscular Dystrophy Ireland (MDI)
hosted a “Remembrance Day” event at our premises in
Chapelizod, Dublin. The purpose of this event was to unveil
two plaques – one to honour and remember MDI’s former
Chief Executive Officer (CEO), Joe T Mooney, who passed
away in September 2015 and the other to remember all members and friends of MDI who have passed before us.
The audience on the day consisted of MDI Staff and Board
Members, along with the family and friends of five members of
MDI who passed away in recent times and who were significant players in the initial development, growth and expansion
of MDI. These members were: Joe T Mooney, Florence
Dougall, Martin Naughton, Judy Windle and Ursula Hagerty.
The programme for the day started at around 3.30pm, when
invited guests began to arrive prior to the arrival of the Lord
Mayor of Dublin Cllr: Nial Ring and the current Miss Ireland
Lauren McDonagh, who were the main guest speakers on the
day.
A light mist and a humid atmosphere descended amongst everyone present and brought with it a warm and sometimes an
emotional presence as members friends and families gathered
and shared memories and stories, prior to proceedings.
Lauren McDonagh was the first of our guest speakers to arrive
on the day. Lauren, who is the current Miss Ireland, has a personal connection with MDI as her brother Darren had Duchenne muscular dystrophy and sadly passed away in 2008.
Our event coordinator for the day, Owen Collumb, introduced
Lauren to everyone present, many of whom she knew already
because of her involvement some months earlier in helping
MDI to promote our awareness campaign last February.
At 4.00pm, the Lord Mayor of Dublin Cllr: Nial Ring arrived
and was greeted by MDI’s CEO, Elaine McDonnell. Elaine
spent the next while introducing the Lord Mayor to everyone
present before proceedings began. She then officially welcomed everyone before inviting Hubert McCormack (me!) to
officiate for the unveiling of the first plaque in memory of Joe T.
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I commented on my friendship with Joe T of almost 30 years
and referred to his outstanding achievements before introducing his wife Aisling who spoke on behalf of the Mooney family,
most of whom were present. Aisling thanked MDI for acknowledging the work of Joe T and indeed, for its value in seeing the
need to have a permanent memorial to honour all members of
MDI, whom she referred to as one big family who liked to party!
Elaine then introduced the Lord Mayor who firstly picked up on
Aisling’s comment about “parties” and invited everyone present
to the Mansion House in the coming months to celebrate our
achievements and to prove to him that we did indeed know
how to party! And on a more serious note, he commented on
Joe T’s many achievements, with particular reference to our
fabulous office space and Home from Home Apartment, which
is undoubtedly one of Joe T’s lasting legacies. The Lord
Mayor then invited Joe T’s wife Aisling to assist him with the
unveiling of the plaque to honour Joe T and then posed for
photographs with Joe’s family.
Everyone then congregated to the back garden for the unveiling of a second plaque to remember all passed members of
MDI. Prior to the unveiling of this plaque our CEO Elaine invited me to once again lead off with proceedings. I spoke of the
significance of MDI having this space of remembrance, which
was primarily funded by donations in memory of Florence
Dougall, whose family were present. I commented on how
elegant this fountain and feature looked and expressed what I
believed would have been Joe T’s and Florence’s sentiments
and their nod of approval.
As this space is in memory of all passed members of MDI, I
also felt it necessary to mention three other former members
who passed away in recent times who were equally as instrumental in helping to bring MDI to where we are today. They
were: Martin Naughton, Judy Windle and Usula Hagerty, who
were all represented on the day by members from their respective families. Martin, Judy and Ursula (whom I knew) had
served at every level within MDI for most of their lifetime and
they were all equally passionate for the growth of MDI, and disability rights in general.
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Elaine then invited the current Miss Ireland, Lauren
McDonagh to say a few words. Lauren spoke about
her brother Darren and of her childhood memories
of MDI and attending youth clubs and camps. She
expressed her delight at being here today and the
significance of what it meant to her and her family to
have such a memorial space in memory of passed
members.

but yet sometimes an emotional way.
For me personally, this day was about remembering, reflecting, acknowledging and celebrating. It
was about being proud of what MDI has achieved
over the last 46 years (since our foundation in 1972)
and ensuring that all which we have achieved will
continue to grow and expand. I believe that we
owe this to the vision and to the memory of our
members and friends who have gone before us.
And I am confident that everyone present on the
day felt likewise.

Before Elaine invited the Lord Mayor to once again
unveil the second plaque, she called for a minutes
silence in memory of all passed members of
MDI……… She then invited Florence’s sister Jaqui
Finally, I would like to thank everyone at MDI for reand the Lord Mayor to unveil the plaque in memory
alising the need to arrange this Remembrance Day
of all members and after which there were photo
and for making it so special. It meant a lot to me
opportunities for members with the Lord Mayor.
and indeed to everyone present.
Once all official proceedings were over, light reHubert McCormack
freshments and finger food was served and everyAdministrator – MDI
one had an opportunity to mingle, share stories and
(and lifelong member)
remember members no longer with us in a happy,

Remembering Passed Members
Sadly, since the last issue of this newsletter, we at MDI have been notified
of the passing of the following members. We remember: Ross Fitzgerald
(Limerick),
(Limerick), Jennifer Forde (Cork),
(Cork), Leona Cuddy (Laois),
(Laois), Ronan Kelly (Meath),
(Meath),
Audrey Baker (Dublin),
(Dublin), Deirdre Clerkin, (Dublin) Robert Quinn (Leitrim) and
Josh Dillon (Dublin).
(Dublin). We would like to extend our deepest sympathies to
the families and friends of the above members and indeed to all bereaved
members of MDI. We would also like to remind you that MDI will always be
here for you should you require any support or information in the future.
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The Disabled Drivers MotorShow will take place of Friday 28th & Saturday 29th September 2018 at the RDS, Ballsbridge, Dublin 4.

Admission is FREE.
This event provides the perfect opportunity to discover everything you
need to know about motoring with limited mobility. You, your family and
friends will be able to view a wide range of cars, wheelchair accessible
vehicles, mobility scooters and walking aids, the latest adaptations and
the various associated products and services available to people with
limited mobility.

For further information please visit www.ddmotorshow.ie
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Fundraising News / Updates
Good Luck Lauren!
We at MDI would like to take this opportunity to
thank Lauren McDonagh for all her promotional
work with MDI for the past year. Lauren is the current Miss Ireland and is stepping down from this
role in September as her reigning year has come to
an end. MDI would like to wish Lauren all the best
for a promising future. A really beautiful young lady
inside and out. Many thanks Lauren from all the
team at MDI

Fireman Chris Raises
a Hot €700 for MDI
Thank you to Cork Fireman Chris Price who ran the
Killarney half-marathon in August with a twist! Chris
ran the course in his full fireman kit and raised over
€700 for Muscular Dystrophy Ireland’s respite support services. Well done Chris and thank you from all
the team at MDI.

Mizen Head to
Malin Head
Cycle by Staff
from Arup Ireland for MDI

Thank you to the 14 cyclists from the company “Arup”
who cycled from Mizen Head to Malin Head from the
26th July to the 29th July for Muscular Dystrophy Ireland and raised the tremendous amount €6,600 with
support from Arup.

On route, the group stayed at the following places: Ballyhoura
Hostel, Kilfinane, Limerick. Esker Riada Apartments in Athlone
ad the Belmore Court Motel in Enniskillen.
The group of cyclists would particularly like to thank the owners of Ballyhoura Hostel as they were extremely friendly and
hospitable to the group. Also a big thank you to Cox’s Steakhouse in Dromod, as they not only provided a great a lunch,
they also donated it to MDI
Another special thank you for the three drivers during the trip,
who helped the cyclists with the route, punctures and repairs.
They gave up their free time for driving the length of the country at a very slow pace! The group of cyclists covered most of
their expenses
Well done to you all for achieving an amazing feat of cycling
the length of Ireland and donating your time and money to
Muscular Dystrophy Ireland
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Fundraising News / Updates
Harley Davidson
Raffle Results 2018
First Prize:
Harley Davidson Street 750
Winner:
R. Mizenko (Rusty), Killarney, Kerry
Second Prize:
Weekend in the Brehon Hotel, Killarney
Winner:
Mileaj Cuden, Rathmore, Kerry
Third Prize:
€200 Harley Davidson Voucher
Winner:
Rory Fay, Miltown Malbay, Clare
The 2018 rally of the now well established "Ireland Bike
Fest" took place from 1st to the 3rd June 2018 and was a roaring
success! The total raised at the 2018 event as €8,917.85
(net). Thank you to everyone who bought and sold tickets and
helped to make this event a great success. Here’s to next year!

Photo details:
Winner of the Harley : "Rusty" Mizenko (on his
new bike) with 2nd prize winner Mileaj Cuden
(left), Elaine McDonnell CEO, MDI, Breffini
Ingerton, Bikefest Chairperson, (right) and
Harley Davidson Reps.

BIG WORLD CUP QUIZ 2018
July 16th was the date for the FIFA World Cup Final, and also
MDI’s Big World Cup Quiz Fundraiser.
The quiz took place at the AVIVA Stadium and was followed by
the World Cup Final live on the big screen in the President’s
Suite.
A big thank you to our friends at the Irish Quiz Organisation,
AVIVA Ireland, AVIVA Stadium, MD Stephen Bradley and all our
prize sponsors for helping to put together such a memorable
event. Thank you and congratulations as well to our teams and
everyone who supported MDI on the day.

LETS GET QUIZZICLE!
The Big Ireland Quiz will once again be taking place in late 2018/
early 2019 with plans for 10 Regional table quiz events and a National final event with a Grand Prize of €1,000! Last year William
Keane and his teammates from Co. Kerry were victorious and
took home the title, but there were plenty more winners with cash
prizes and raffle prizes to be won at every quiz event.
If you would like to get involved, contact MDI for details of where
your nearest quiz will take place. We are also looking for 2-3 volunteers to assist MDI staff coordinate each local quiz, and to help
encourage participants and local sponsorship for the events.
To find out more, or to get involved, contact patrick@mdi.ie or 086 8185352
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HAVE A MINCE PIE FOR MDI
Christmas is just a few short weeks away… just kidding! But MDI
Christmas Coffee Mornings will be back in 2018 and are a great
way to bring together neighbours, friends, colleagues and class
mates during the festive season.
To organise your own Christmas Coffee Morning, whether it’s at
home, work, school, or in the community, MDI will send you a
hosting pack for your event and follow up with any additional
supports you need to make your event a success. Then put on
the kettle, put some Christmas goodies on the table and enjoy
the festivities all the while raising funds and awareness for MDI.
To order your Christmas Coffee Morning pack, or for more information, contact patrick@mdi.ie or 086 8185352

CHRISTMAS CARDS 2018
MDI Christmas Cards will be
on sale in the coming weeks.
Look out for updates on
Facebook and www.mdi.ie
You can pre-order your
Christmas cards by calling
(01) 623 6414 or
email patrick@mdi.ie
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Youth / Respite Activities
MDI Teenagers
Camp, Galway
Monday 25th to Saturday 30th June 2018
Written by: Kirsten Broderick (Student
Placement CIT) and assisted by Dominik
Karas (Cork Member)
Dominik and I met for the first time on Monday
25th June on a bus on the way to summer
camp in Kilcuan in Galway. This camp was
Dominik's fourth camp and it was my first.
Once we were introduced, they couldn't shut us
up and the fun began…
I met loads of new friends, Dominik got to see
some old friends and meet some new people
too. On Tuesday we went shopping and explored and on Wednesday it was our mission to
catch a fish. Dominik was really happy with our
fishing trip as it was his first time to catch a fish.
We had a nice picnic afterwards and Dominik
soaked us all with water! Thursday was a
“cooking and crafts day” and we all made pizza
and our own funky tie-dye T-shirts. We spent
the evening playing games, which included a
very controversial table quiz! Then, for rest of
the evening we all just chatted.
Friday was a busy day. We had a ginormous
water fight with some rogue staff ambushing
us! We called a truce to eat scores and then
after a quick costume change, we headed to
the dog track.
We had a great week on camp and made lots
of new friends. We would like to thank all the
MDI staff and members who made it such a
fantastic week. We’re already looking forward
to next year!
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Film making
summer camp
facilitated by
Cork Young
Film Makers
7th to 11th August 2018

A

n amazing week of fun, games, imagination, creativity and friendship took
place in August at a film making summer camp for young MDI members.
The event which took in Cork, comprised of young
MDI members who were kept very busy filming,
directing, doing make-up, editing, as well as com-

ing up with a plot for a film. There were killer
clowns, princesses, soldiers, ghosts, security
guards, and umpa-lumpas... as well as a chocolate
factory and lots & lots of chocolate!!!!
The film will be shown at a special premier screening in the coming weeks and we hope to post it on
the MDI website and social media sites also. Definitely something to watch out for!
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Images from Recent Youth Activities
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To donate to MDI by text message
at anytime you can

Text MDI to 50300
to donate €2.00
We would really appreciated your support.
100% OF TEXT COST GOES TO MUSCULAR DYSTROPHY IRELAND
(MDI) across most network providers. Some providers apply VAT
which means a minimum of €1.63 cent will go to MDI.
Service Provider LIKE CHARITY. Helpline: 01 4433890
Company registered name: Muscular Dystrophy Society of Ireland Ltd.
Company registered office: MDI House, 75 Lucan Road, Chapelizod, Dublin D20 DR77
Country of registration:
Ireland
Charity No:
20012038
Directors: Tom Nolan, John Roche, Hazel Bridcut, Ephraim Purcell, Grace Green, Garry Toner, Anne Horan.

To Contact Us:
Phone: 01 6236414
Fax: 01 6208663
Email: info@mdi.ie Website: www.mdi.ie
Email (for newsletter): newsletters@mdi.ie Design / 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.

