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SMA Research Update
Data from Ongoing Study of AVXS-101
in Spinal Muscular Atrophy Type 1
Presented at World Muscle Congress
AveXis, Inc., a clinical stage gene therapy company developing treatments for rare and lifethreatening neurological genetic diseases, presented data from its ongoing Phase 1/2 trial of AVXS101, the company’s initial product candidate for the
treatment of spinal muscular atrophy (SMA) Type
1, at the International Congress of the World Muscle Society in Brighton, United Kingdom.
Dr. Jerry R. Mendell, Director of the Center for
Gene Therapy at The Research Institute at Nationwide Children’s Hospital (NCH) in Columbus, Ohio
and lead investigator in the study, reported preliminary observations from the ongoing study including
survival data which indicated that none of the patients in this study have reached an “event,” which
is defined as death or until a patient requires at
least 16 hours of continuous respiratory assistance
for at least two weeks in the absence of an acute
reversible illness. Additionally, Dr. Mendell described motor function improvement observed in all
patients, as measured by The Children's Hospital
of Philadelphia Infant Test of Neuromuscular Disorders (CHOP-INTEND), a test developed to meas-

ure motor skills of patients with SMA Type 1. All
patients in this study showed improvement in
CHOP-INTEND scores, with modest improvement
in the low-dose treatment group and greater improvement in the mid-dose treatment group.
Dr. Mendell stated that AVXS-101 appears to be
generally safe and well tolerated in the patients
studied to date. Of the five Serious Adverse Events
(SAEs) reported in the presentation, three patients
developed upper respiratory infections that were
considered unrelated to study treatment and two
patients experienced an increase in liver enzymes
(one in each treatment group). The liver enzyme
elevations were without clinical manifestations and
were subsequently resolved following steroid treatment.
“These initial observations in safety, survival and
motor function are compelling and encouraging in
all patients to date in this Phase 1/2 study, suggesting that AVXS-101 appears to be a promising
treatment for patients suffering from SMA Type 1,”
said Dr. Mendell.

Muscular Dystrophy Ireland would like to take
this opportunity to wish all our readers a very

Happy Christmas and Best Wishes
for the New Year.
Thank you for all your support in the past and we look
forward to working with you all in the future.
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Isis Pharmaceuticals
announces Follow up
study for ISIS
ISIS-- SMNRx
Isis Pharmaceuticals have announced that they will be initiating a follow-up study to evaluate the
molecular patch ISIS-SMNRx for a potential treatment of spinal muscular atrophy (SMA).
The study called SHINE is an open label extension study for infants and children with SMA who
have completed the clinical trials CHERRISH and ENDEAR that take place in the USA.
All participants will receive a 12 mg dose of the ISIS-SMNRx. This will be every four months for infants who completed the ENDEAR study and every six months for children who completed the
CHERRISH study. ENDEAR and CHERRISH are phase III clinical trials evaluating the efficacy of
SMNRx in infants up to 210 days old, and children that are two to 12 years old respectively.

PTC Announces Results from Phase 3 ACT
DMD Clinical Trial of Translarna™
(Ataluren) in Patients with
Duchenne Muscular Dystrophy
the ability to walk. Participants taking Translarna
also did better compared to those who took placebo in other tests measuring muscle function, such
as ten-minute run/walk test, and going up and
down four stairs.

PTC Therapeutics, the company that developed
Transalarna for the treatment of Duchenne muscular dystrophy have announced the results of their
phase III ACT DMD clinical trial.
According to the company the results showed that
Translarna was able to slow the progression of the
condition in people with Duchenne muscular dystrophy.
Importantly, all participants who received the drug
were still able to walk over the period of the trial
while four participants who received placebo lost

Translarna received marketing authorisation from
the European Medicine Agency (EMA) in 2014 to
be used in people affected by Duchenne muscular
dystrophy caused by a nonsense mutation (seen in
approximately 13 percent of people affected by Duchenne muscular dystrophy) who are five years or
older and who can still walk.
The company intends to submit the results from the
ACT DMD study to the EMA and to complete its
rolling submission for a New Drug Application
(NDA) to the US Food and Drug Administration
(FDA) by the end of 2015.
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MDI’s Annual
TDs and Senators
Day 2015
MDI’s annual TDs and Senators Day took place in Buswells
Hotel, Dublin on Wednesday 30th September. It was a successful day with 36 politicians attending. A briefing document
was distributed to all in attendance and to all who sent apologies. The following issues were highlighted:
• Increased Personal Assistance Hours
• Increase in the provision of accessible housing for people

with disabilities
• Access to novel and newly approved treatments
• The Provision of A clinical Trial Site
• The Preservation of MDI’s funding

Following the meeting two Parliamentary Questions were
raised by Tom Fleming TD relating to future funding of MDI and
ensuring adequate funding in the budget for services for Muscular Dystrophy.

Tom Flemming TD, with Patrick Flanagan
(Fundraising & PR Coordinator, MDI)

Pearse Doherty TD, with MDI member Marie Welton
and Clair Kelly (Information Officer, MDI)

Ray Butler TD, with MDI Chairperson Garry
Toner, Magaret Goode (Family Support &
Clinic Coordinator and Glen Dalton (FWS,
North East)
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MDI Information Officer
Attends Conference in
European Parliament
MDI’s Information & Research Officer Clair Kelly
attended an advocacy seminar run by European
Federation of Neurological Alliances (EFNA) in
Brussels on the 12-14th of October. The seminar
included workshops on social media, fundraising
and advocacy, with one workshop facilitated by former Minister for Health, Mary Harney. This was followed by a meeting at the European Parliament on
the subject of Stigma in Neurological Conditions.
Ireland was well represented at this meeting as it

was chaired by Marian Harkin MEP and co-chaired
by Nessa Childers MEP with Sean Kelly MEP also
in attendance. The conference ended with the first
ever EDFNA advocacy awards, where Irish politician Gay Mitchell received an award for his work as
a policy maker in the field of epilepsy.EFNA have
also announced plans to launch an exciting new
awareness campaign in 2016 and we will keep you
posted on this!

MDI’s Information Officer Clair Kelly (right) pictured in the European Parliament with Jane Whelan
from the European Headache Alliance

Go green for MDI
Opt to receive this newsletter by email and help us to reduce printing and
postage costs. For more details on how to subscribe to receive or newsletter
by email, visit: www.mdi.ie/newsletter-by-email.html or email hubert@mdi.ie
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The 7th of September 2015 was
the second World Duchenne
Awareness Day. On this day people all over the world released
balloons to mark the occasion.
MDI also took the opportunity to
gain media coverage to ask the
government to approve the use of
Translarna, the first treatment
ever approved for DMD. There
was a great response and MDI
members Caleb Lane, Simon
Jameson and Christian Mayse
were spotted in newspapers and
on TV on the day. We were also
delighted to have a visit from Cllr
Paul Hand, who last year planted
a tree to celebrate the First World
Duchenne Awareness Day. MDI
would also like to thank Tasty
Treats in Ballyfermot who donated a beautiful cake on the day.

A healthy eating, education and
weight management programme
hosted by MDI

Start Date: 20th January 2016
In January 2016, Muscular Dystrophy Ireland will
run a basic healthy eating education and weight
management programme as appropriate to
adults with restricted mobility.
The sessions will be dietician lead, interactive
and educational and will be a maximum of 2
hours in duration; There will be monthly meetings/group sessions, with MDI providing a facility
where people can get to weigh themselves if they
so choose. The dietician will give each person
their own food plan as appropriate to them. MDI
have a ceiling hoist weighing scales, a conventional scales and a chair scales.
Dr. Kevina Cardiff, the dietician who will facilitate
the programme, specialises in Diabetes, cardiovascular problems, obesity, and weightmanagement. Kevina’s approach in all dietary
intervention focuses on empowering the partici-

pant, hence the practice slogan ‘Take control of
your health through nutrition’.
Dr. Cardiff worked on and completed her Ph.D. in
the area of neuromuscular research in the Neuromuscular Unit Hammersmith Hospital London.
She delivers talks and training on many aspects
of nutrition in many different work place settings.
Dr. Cardiff enjoys teaching and training and aims
to deliver training which is specific to the group
needs and which will involve the group throughout.
Start Date: 20th January 2016.
Venue: MDI Offices, 75 Lucan Road,
Chapelizod, Dublin
Time: 10.00am.
Places are limited to 10 people, so if you are interested in attending please contact Margaret on:
(01) 6236414 or 086 3834426.
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Joe T. Mooney
Obituary
1965 - 2015
1986. After graduating, Joe T then ran a successful mushroom business in his home town of
Carndonagh, Co Donegal for a number of years
before moving to Dublin in the early 1990's.

The morning of the 15th September 2015 is a moment in time that will forever be etched in the history of Muscular Dystrophy Ireland (MDI) as a sad
and poignant date which has regrettably marked
the end of an era for our organisation. It was on
this morning and with great sadness and shock that
we at MDI had learned of the sudden and untimely
passing of our CEO and esteemed friend and colleague, Joe T Mooney.
Joe T was appointed as CEO of Muscular Dystrophy Ireland in July 2001 and for the next fourteen
years he provided distinguished leadership and
support to members, families, colleagues and to the
organisation as a whole. Prior to his appointment
as CEO of MDI, Joe T had been involved with the
organisation for almost 20 years previously, when
he first became involved with the Donegal Branch
of MDI in the early 1980’s as a volunteer. Joe T
worked and campaigned tirelessly over the years to
support and enhance the quality of life for people
with disabilities in general and not just for people
with muscular dystrophy where he had a personal
interest, given that he had lived with this condition
since childhood.
Despite his disability, Joe T had never let his condition get in the way from achieving goals. While at
college completing a business studies course in the
early 1980's Joe T and his late brother Seamus had
designed and patented a disability transfer aid "The
Mooney Buggy", in conjunction with the Institute of
Industrial Research and Standards (now Enterprise
Ireland). The Mooney Buggy was subsequently
bought by a UK manufacturer for development in

As mentioned, Joe T had a personal connection
with muscular dystrophy and this also extended to
his immediate family as his brother Seamus and
sister Dymphna (who both sadly passed away in
1989 and 2005 respectively) also grew up with
muscular dystrophy and despite many obstacles
both had qualified and worked as accountants. Joe
T too grew up in Carndonagh and although he lived
in Dublin since the early 1990’s, he had always referred to Donegal as his home. He had very strong
family values and regularly traveled to Carndonagh
to visit his mother Mai, his brother and sisters and
extended family. His father Benny died in 2008,
yet despite all this heartache, Joe T continued to
strive to improve the quality of life for people with
disabilities across the board.
As CEO of MDI, Joe T focused a lot of his energies
in developing unique services for the organisation
and gave his time way beyond the call of duty.
Since July 2001, he had been the main driving
force in bringing MDI to a new chapter in the history
of the organisation, with the planning, development
and opening of a unique and brand new resource
centre of excellence and respite facility for people
with neuromuscular conditions in Ireland. Joe T
insisted on playing a full "hands-on" approach from
day one in the development of this new facility and
throughout the actual construction of this premises
in Chapelizod he was on the building site most
days, even on the coldest days of Winter 2010,
Joe T scrutinising the new build plans with the MDI builder
and architect while on site in December 2010.
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overseeing, insisting and ar- Below: One of Joe T’s legacies - the now permanent
guing with architects and home of MDI and indent: Joe T accepting the keys of
builders to ensure that the the new MDI premises in April 2011, a proud day for
Joe T and all at MDI - the beginning of a new era.
highest level of accessibility
would be achieved for all disabilities, and the proof can
now be seen in the fabulous
premises which became the
new and permanent Head
Office for Muscular Dystrophy
Ireland in April 2011. This
new space is now also Ireland`s first National Resource
Centre for Neuromuscular
Conditions and in addition, it
incorporates a fully independent and wheelchair accessible “Home from Home” selfcatering apartment facility
which is available for short
term stays for people with a
physical or sensory disability.
Joe T's work within the disability sector extended way beyond his employment with MDI. Up to his untimely passing, he was actively involved as a volunteer at community level with a number of local organisations, some of which he was a founding member of. He had been actively involved with the Centre for
Independent Living since its conception in 1992 and had sat on various boards (on a voluntary basis) over
the years. He was also the first manager of "Vantastic" a wheelchair accessible transport service which
was established in 1994 and he held this position until 1996, when he became manager of the then newly
formed "Independent Living Community Service" - a joint company between Centre for Independent Living
and Rehab. Here he remained as manager until 2001 before becoming CEO
of MDI.
Despite his work commitments, Joe T
still found time on a voluntary capacity
to set up the Lucan Disability Action
Group (LDAG) in October 2000 to help
address the needs of people with disabilities in the Lucan area where he had
lived for the past 17 years. Services
provided by LDAG include transport,
advocacy and Personal Assistants /
Note Takers for students with a disability in third level education. This organisation has grown from strength to
strength over the years and Joe T
Joe T welcoming An Taoiseach Enda Kenny and Minister
served here as Chairperson since its
Frances Fitzgerald to MDI House in February 2013.
foundation. He was also a founding
member and Chairperson of West Dublin Disability Services (WDDS), another disability services organisation which is also based in Lucan. WDDS is a Community Employment Scheme which trains participants to become fully qualified Care and Personal Assistants for people with disabilities.
Joe T was also a board member of the Disability Federation of Ireland since 2001 and in 2014 he was reelected for a further three years to serve on this Board, where he actively engaged in influencing policy
and best practice within the disability sector.
Through his work and involvement with organisations such as the above and as a result of his foresight
for the progression and development of disability services, I believe that it can be stated without question
that Joe T was also responsible for the creation of at least 50 plus jobs within the disability sector. Such a
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vision would have had a great influence on the
lives of many individuals from beyond the disability
community through the creation of such employment opportunities.
This foresight therefore
demonstrates just how much of an impact Joe T’s
vision will have had on the lives of everyone whom
he worked with.
Disability issues always remained high on Joe T’s
agenda and because he understood that people
with disabilities may need assistance at any time,
day or night, he insisted on being available 24/7 to
MDI’s membership (and beyond) and his mobile
phone was therefore never switched off.
The news of Joe T’s passing came as a devastating shock to me and to our fellow colleagues,
peers and friends. He was not only the CEO of
MDI. He was a colleague, a mentor, a peer, a disability activist, a gentleman and a true friend to
many within our organisation. He was also an exceptional individual with a real and unique positive
vision for change, a tireless campaigner for disability rights, and a man of real hands on action who
would always strive to help to improve the quality

Note from Aisling
(Joe T’s wife)
On behalf of myself, Joe T’s
mother Mai, his brother Paschal,
his sister’s Anna, Judy, Marie
and extended family, I would like
to thank all the members young
and old of MDI and the staff (past
and present) who have been so
kind and giving with their support
to us. The tributes at the MDI
office, both before Joe’s funeral
and at the special evening afterwards has made this very hard

of life for anyone who was fortunate enough to
have met him through his work with MDI and beyond.
Joe T’s legacy will undoubtedly extend beyond his
devoted and tireless work for the members of Muscular Dystrophy Ireland. For many years, he was
a leading representative and advocate pushing
boundaries, and challenging the status quo for the
rights of people with disabilities in Ireland. That
lasting impact will be felt right across the country
for a very long time to come.
On behalf of Muscular Dystrophy Ireland, its community and staff, I would like to express my deepest sympathy to Joe T’s family - his wife Aisling, his
mother Mai, his sisters Anna, Judy and Marie, his
brother Pascal and to his relatives and many
friends.
Ar dheis Dé go raibh a anam.

time a little easier for us all.
Sincere thanks to everyone who
attended Joe T’s wake and funeral mass, with a special mention
to those who travelled long distances, telephoned, sent Mass
cards, letters of sympathy and
made donations to MDI (at the
time of printing this newsletter,
donations amounted to: €3,080).
The Holy Sacrifice of the Mass
will be offered for your intentions.
And on a personal note from me:
I can nearly guess what Joe T
would say now. I can nearly hear

Joe T, Aisling and Hubert pictured in St Peter’s Square,
Vatican City, Rome on 7th September 2015.

Hubert McCormack
Administrator – MDI,
Colleague & Close Friend
him say “carry on the good work
for the members”. The members
were always his focus and the
happiness of people / staff was
always his concern. He’d welcome his successor and say that
everyone has their gift, their
stamp and input to bring the best
out of an organisation like MDI
I hope to play my part by helping
with any future fundraising activities in as much as I can. Thinking of you all. Sincerely,
Aisling McCann Mooney
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Drivers &
Passengers with
Disabilities
Fuel Grant
As you are probably aware, a repayment of the excise duty on fuel has been a long−standing feature of
the Drivers and Passengers with Disabilities Tax Relief Scheme. This repayment was made 12 months in
arrears on application to the Revenue Commissioners' Central Repayments Office (CRO) Monaghan.
The repayment of excise duty on fuel has been replaced by an equivalent Fuel Grant, and, from January
2016, you will be eligible to claim for fuel you used for the period from 1st January 2015 to 31st December 2015. The same claim and payment structure will be in place for subsequent years. We provide some
more detail below on the reason the Fuel Grant is being introduced, how you will claim it and how it will be
paid to you.

Why is a Fuel Grant being introduced?
ln April 2013, the Court of Justice of the European Union ruled that the repayment of excise duty on the
fuel element of the Scheme was incompatible with the EU Energy Tax Directive. As a result of this decision, the repayment of excise duty on fuel was officially discontinued as of 31st December 2014.
The Minister for Finance decided to introduce a Fuel Grant, effective from 1st January 2015, to ensure that
no beneficiary of the Scheme lost out as a result of the Court's decision. The Department of Finance will
pay the Fuel Grant.

What are the rates of the Fuel Grant?
The Fuel Grant will be paid at the same rate as the current rates for repayment of excise duty on fuel, and
the same annual maximum will apply. This means that the rate for petrol will be €0.59 per litre, the rate
for diesel will be €0.48 per litre and the rate for liquefied petroleum gas will be €0.10 per litre. The annual
maximum that a driver or passenger may claim will be 2,730 litres and the annual maximum that an organisation may claim will be 4,100 litres per vehicle.

How will I apply for the Fuel Grant?
The Fuel Grant can be applied for online from the 1st January 2016, using Revenue's new online service
myAccount on the Revenue website. This will make the claim process easier as claims can be submitted
and processed immediately. Please register as soon as possible online. All you need is your PPS number, mobile or landline number, e−mail address and home address.
If you do not have internet access you can contact the Revenue Commissioners, Forms & Leaflets Section on 1890 306 706 (Monday to Friday) and request a paper form.

How will the Fuel Grant be paid?
The Fuel Grant will be paid directly into your bank account by electronic fund transfer (EFT). You will be
asked to provide the details of the bank or other financial institution account into which you wish your Fuel
Grant to be paid (the IBAN and BIC codes) as part of the application form. The IBAN and BIC codes can
be found on the top right hand side of your bank statement.
When you complete and submit the application form online for the Fuel Grant it will be processed by the
Central Repayments Office, Monaghan and will be paid to your bank account by the Department of Finance.

What if I still want to claim for fuel I used before 2015?
If you wish to claim for fuel used up to 31st December 2014 you may still claim the excise repayment.
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Please use the Form DD3 - Claim for Repayment of Excise Duty on Fuel Used in Motor Vehicles for
the Transport of Drivers & Passengers with Disabilities which is available from the Revenue Commissioners website, or by contacting the Revenue Commissioners, Forms & Leaflets Section on 1890 306
706 (Monday to Friday). Send the completed form to:
Central Repayment Office, Revenue Commissioners, M:TEK II Building, Armagh Road, Monaghan.

What should I do next?
Please claim for any unpaid fuel used up to 31st
December 2014 as outlined above.
Please log onto myAccount located on Revenue
website.

For further information contact:
Office of the Revenue Commissioners
M: TEK II Building, Armagh Road, Monaghan
Tel:+353 (0)47 62100 Locall:1890 606061
Homepage: http://www.revenue.ie
Email: cromon@revenue.ie

New MDI Storage Facility and Access Ramp to
the Home from Home Apartment Now Completed
The new MDI storage facility and access ramp to
the Home from Home apartment has now finally
reached its completion. The ramp will provide an
additional access entrance to the apartment and the
large storage unit will provide a clean secure area
for MDI to store our aids and appliances. We all
have come across occasions when we have been
unable to get a hoist or a wheelchair at short notice. The day when our wheelchair or hoist brakes

down can cause us considerable inconvenience and
seriously disrupts our daily routine. Our new storage
facility will house many of the items which will try to
alleviate this as well as the problem of waiting for a
piece of equipment that usually takes months to secure. This was just one great example of the caring
and understanding man that Joe T was when it
came to trying to find solutions to many of the issues which affect our members.

New MDI Storage Facility, which houses various pieces of aids and appliances
that is available for short term loan to our members. For more information
about this service and the Home from Home apartment please contact Owen
Collumb, Facilities Coordinator, Muscular Dystrophy Ireland on (01) 6236414
or email owen.collumb@mdi.ie.
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Recent National & Regional Fundraising Events
MDI National Draw & Greyhound Race Night Raises over €6,000
MDI’s Annual Greyhound Race Night and National Draw took place on Saturday October 17 and raised
over €6,000 for MDI’s respite services and research programmes. Thanks to everyone who helped contribute to the Race Night’s success, especially the sponsors of our Races, National Draw Prizes & Raffle
Prizes, as well as everyone who sold purchased tickets and joined us for what was a very enjoyable evening. The winners of the National Draw were as follows:
First Prize:
A leisure break for 2 in the Nuremore Hotel Co
Monaghan - The Dowling family Co Carlow
Second Prize:
A meal for 2 at Sabor Brazil Kate Power, Dublin
Third Prize:
A 2 night stay in City North Hotel Co Meath Anne O'Loughlin, Dublin
Forth Prize:
One nights B&B in any of the Talbot Hotels Gina Harte, Dublin
Fifth Prize:
One night B&B in the Station Hotel
Letterkenny - Damien Corcoran, Dublin
Sixth Prize:
2 VIP tickets for a soccer international in the
Aviva Stadium - Joanne O'Connor, Dublin
Congratulations to all of the lucky winners and again, thanks to everyone who bought tickets.

Recent Regional Events
MDI is proud to have a fantastic level of fundraising support from both our members and friends, and there
are numerous fundraising events and drives consistently taking place across Ireland. This support is invaluable to MDI to help deliver services and raise awareness. We would like to highlight some of the support
that we have received over the past few weeks.
•

Bohermeen Cycling Club raised over €2,500 for MDI during their Charity Cycle event in
August. A special thanks to the Cosgrave family from Co. Meath who are MDI members and members of the Bohermeen cycling club

•

A Charity Sky Dive event took place in Co. Kilkenny, organised by Eileen Gleeson with SkyDive Ireland and friends raised €5,000 for MDI in August

•

A fundraising drive and coffee morning raised €2,500 for MDI during August and September, thanks to Margaret Keenan and the community of Ardee in Co. Louth

•

The annual Trim Golf Classic for MDI took place on September 17 and raised almost
€7,000. A big thank you to the Winters family and the people of Trim, Co. Meath, especially Niall
Winters and Paul Butler, for organising and supporting the hugely successful event.

MDI Christmas Cards Now on Sale
MDI’s Christmas card collection for 2015 is now on sale, which features six
high quality Christmas cards sold in packs of 12 (2 of each design) for only
€6.00 per pack (plus postage). Actual card size is 150mm x 150mm).
These cards are printed in Ireland and are available now from the MDI office
or online at: www.mdi.ie. All proceeds from the sale of these card will go to
Muscular Dystrophy Ireland.
For more details contact Patrick on: (01) 6236414.
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Dust off your running shoes and join 100’s of Santa’s for a day of fun and
Christmas banter all in aid of 2 great charities, Action Ireland Trust and
Muscular Dystrophy Ireland.
Run, walk or crawl your way through this fun 5km challenge. This Santa
fun run is great value fun for all the family. It is the perfect opportunity for
you, your family, your friends and your work colleagues get out there and
be active this Christmas.
Grab your running shoes, collect your Santa suit and most importantly
your Christmas Spirit. Join us in Crover House Hotel, Mount Nugent, Co. Cavan for a great day out.
Cost: €20 for adults, €15 for students, €10 for Children under 12 and €50 for 2 adults and 2 children under 12. Registration: Online available soon. On the Day: 10.30am to 11.30am at Crover House Hotel.
Registration online guarantees you will receive a Santa suit on the day. There will be a limited amount of
Santa suits available for those who register on the day, so get registering online!

W

e would like to thank all of
our members, families and
friends who supported
Muscular Dystrophy Ireland’s fundraising efforts in 2015. We
have been truly overwhelmed by
amount of generosity and goodwill offered by individuals and communities
around the country, who supported MDI
organised events, or organised and coordinated their own fundraisers, choosing MDI as their benefactor.

As of October 2015, MDI has raised
over €80,000 for the continued provision of our respite services and medical
research, and we hope that with your
continued support we can enjoy an
equally, if not more, successful 2016.
Wishing you a very Merry Christmas
and a Happy and Peaceful New Year.
Patrick Flanagan,
Fundraising & PR Coordinator
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Meet the new MDI Regional Staff
Youth Respite Worker - Western Region
My name is Amanda Gurren and I am the new Youth Respite Worker in
the West, covering Roscommon, Mayo and Galway. I began working for
MDI in March this year as a Personal Assistant and on the 1st September last I began working as Youth Respite Worker. I am delighted and
honoured to be a part of MDI. I have met many members from my area
at this stage and I have had a very busy couple of weeks celebrating the
mid-term and Halloween with some of them. I am excited about my new
role within MDI and I look forward meeting you all again in the future.
Should you need to contact me, my details are below.
Best wishes,
Amanda Gurren, Youth Respite Worker
Tel: 086 3899286 - Email: yrw-west@mdi.ie

Youth Respite Worker - South East Region
Hello! My name is Ciara Hennessy and I am the new Youth Respite
Worker for the South East area (Carlow, Kilkenny, Wexford, Waterford
and South Tipperary). I have been working with MDI for just over five
years now as both a personal assistant and Youth Respite Worker. Some
of you may already know me from various youth clubs and respite camps.
I am very honoured to be representing MDI in the South East community
and I look forward to meeting you all over the coming months. I look forward to organising various youth activities for younger members such as
bowling, cinema trips, day trips etc. The Chocolate Garden of Ireland and
a Halloween Party are just some recent activities which were organised
and some photos of these are in this newsletter. Please feel free to contact me at any time should you require my support. Best wishes,
Ciara Hennessy, Youth Respite Worker
Tel: 086 0465173 - ciara.hennessy@mdi.ie

Family Support Worker - Southern Region
Hi all, My name is Norma O’Sullivan and I have been recently appointment as the new Family Support Worker for the Southern Region. It has been a great few weeks becoming part of the MDI
team. I’ve really enjoyed meeting you all. I hope that as the new
FSW for this Region, I can be of some assistance to you and your
families and support to you in the future. I would like to take this
opportunity to thank you all for the warm welcome to the team! I
look forward to meeting you all at the Christmas Party in December.
Regards,
Norma O’Sullivan, Family Support Worker
Tel: 086 3899266 - southern_region@mdi.ie
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My Summer Voluntary Work with MDI
My name is Aisling Mc Elligott. I am an 18 years old fifth year student in Tullamore College. During the
summer I had the privilege of volunteering in MDI every Tuesday and Friday. While there I got the opportunity to work with all of the amazing staff in the various offices. I was given many different assignments,
some of which included: helping Sheila file receipts, helping Eoin sort out evaluation forms for the MDI
Home from Home Apartment, arranging a table quiz with Eva for a camp in Galway and working on the
reception for a day or two. I also got to do a lot of other nice things while there also.
This is one of the best
summers that I have had.
Being there also helped
me to prepare for when I
am out facing the big bad
world when I’m older.
I would like to take this
opportunity to thank all of
the staff at MDI for a
great summer. Hopefully
I’ll be back next summer.
Aisling Mc Elligott
Aisling (centre) pictured with
staff rom the MDI office on
her last day in work. Thanks
for all your hard work.

Dates for your Diary

MDI Respite Camps 2016
Over 18 year olds

Under 18 year olds

Holiday 1 - (26+ Adults):
Mon 18th to Sat 23rd April 2016
Places available: 12

Holiday 1 - (11 – 14 year olds):
Mon 8th to Sat 13th August 2016
Places available: 12

Holiday 2 - (Over 50 year olds):
Mon 23rd to Sat 28th May 2016
Places available: 12

Holiday 2 - (15 – 17 year olds):
Mon 27th June to Sat 2nd July 2016
Places available: 12

Holiday 3 - (18 – 25 year olds):
Mon 25th to Sat 30th July 2016
Places available: 12
Holiday 4 - (18 – 25 year olds):
Mon 29th Aug to Sat 3rd Sept 2016
Places available: 12

All camps will take place in Clarrenbridge,
Co Galway. Expression of Interest Forms
will be sent out to all members early in the
new year. For more information please
contact your local Family Support / Youth
Respite Worker or phone Kate Steele, MDI
Respite Coordinator on (01) 6236414.
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n Saturday the 24th of October, members of the Galway Speeders Power
Football team and MDI came together
for a “Try it out Day” with Donal Byrne
from the Association of Irish Power Football. There
was a wonderful turn out on the day and everyone
had a great experience. The event started off with a
little get to know each other session before the drills
started. For some members, this was the first time
they had tried power soccer, for others it was a
great chance to get back into a sport they obviously
love. Unfortunately in the past there hadn’t been
enough interest in power soccer to make a power
soccer team but judging by the turn out at this

O

MDI News Update
Issue 65 - Winter 2015

event, there will certainly be enough members to
make a team. When the three-a-side games began,
it was obvious some of the members had a hidden
talent in power football. It will be interesting to see
how this progresses in the western region.
If there are any members in the western region or
indeed nationwide who would like to find out more
or get involved in the sport of Power Football contact your local MDI Family Support or Youth Respite
Worker. Alternatively, you can contact Donal Byrne
(Secretary), Association of Irish Powerchair Football, Telephone: 087 4117911, Email:
donal.byrne@chesire.ie or visit their website:
www.aipf.ie.

Pictured above is Donal Byrne from the AIPF surrounded by members of the Galway Speeders and MDI and below,
MDI members Eoin Keily, Ian Connolly, Grace O’Malley and one of our youngest members, Cillian Mearns, aged 3.
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Pictured right is MDI member Claire O’Callaghan from
Athlone, Co Westmeath on her recent Graduation Day in
Athlone Institute of Technology. Her father Pat sent us in
this photograph and asked us if we would include it in our
next newsletter. One proud Dad, eh? On behalf of Muscular
Dystrophy Ireland, we would like to congratulation Claire on
this great achievement and wish her well for the future.

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

Please Support

Your donation will be
much appreciated.

Text MDI to 50300
to donate €2.00

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:
60460
Directors: Garry Toner, Derek Farrell, Helen McDonnell, Florence Dougall, Grace Greene,
Ephraim Purcell.

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.

