MDI Newsletter - Issue 66 - Spring 2016

MDI News Update
Newsletter of Muscular Dystrophy Ireland - with updates on research,
information, fundraising, social activities and upcoming events.

Photo details (L-R): Sarah Morrissey (former Ms Ireland)
promoting the LOVEMDI Campaign with 4 year old
Aodhnait Gallagher, Tommie Thornton, aged 10 and MDI
Staff Members Sheila Murphy and Clair Kelly.
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New Biomarkers discovered for Duchenne,
Becker & Limb Girdle Muscular Dystrophy

R

esearchers from Newcastle University have
identified four new proteins that are higher in
the blood of people with DMD, BMD and
LGMD compared to levels in unaffected people. The research paper was published in the Journal of
Neuromuscular Disease and was written by Professor
Volker Straub, Professor Kate Bushby and Professor
Hanns Lochmüller.
Biomarkers are biological substances found in blood,
urine or other parts of the body that can be used as an
indicator of health or disease. They are important as they
can help to monitor the progression of the conditions as
well as help us to understand how the body responds to
treatment. They can also be used to help diagnose a
condition.
Previous studies have shown that the levels of a number
of proteins involved in muscle function and metabolism
were higher in the blood of people with muscular dystrophy. The researchers concluded that measuring the concentration of these proteins could help monitor the progression of the conditions.
The researchers used blood samples from 74 people
with Duchenne muscular dystrophy, 49 people with
LGMD type 2 and 38 people with Becker muscular dystrophy. They compared these to blood samples from 32
people without muscular dystrophy. The 4 proteins
measured were levels of skeletal troponin (sTnI), myosin
light chain 3 (Myl3), fatty acid binding protein 3 (FABP3)
and muscle-type creatine kinase (CKM). They also

looked at the levels of total blood creatine kinase
(CK) which is the standard clinical marker used to diagnose muscular dystrophy. All 4 proteins as well as the
CK levels were higher in all three types of muscular dystrophy than in the people who did not have muscular
dystrophy.
There were also differences between the different types
of muscular dystrophies with the levels being highest in
Duchenne muscular dystrophy followed by LGMD type 2
and Becker muscular dystrophy.
The levels of all 4 proteins as well as total CK were lower
in people with Duchenne muscular dystrophy who had
lost the ability to walk compared to those who could still
walk. This is because the proteins leak into the blood
stream when muscles become damaged.
This is interesting because the levels of the proteins
were also related to signs of cardiomyopathy, ability to
walk and signs of lung functions. All four proteins as well
as CK in the blood decreased with age. This could be
because muscle-mass decreases with age in muscular
dystrophies.
The next step for researchers is to focus on understanding whether one or a combination of these biomarkers is
particularly valuable for monitoring how people respond
to specific treatments or how people with different muscle-wasting conditions respond to the same treatment.

FDA request extra time to review eteplirsen

S

arepta Therapeutics announced that the U.S. Food and Drug Administration (FDA) will require additional
time to complete its review of the New Drug Application (NDA) for eteplirsen, for the treatment of Duchenne
muscular dystrophy (DMD) amenable to exon 51 skipping. In a notice received from the FDA, the Prescription Drug User Fee Act (PDUFA) date for eteplirsen has been extended to May 26, 2016. “While our primary
goal is to bring treatment to patients with Duchenne as quickly as possible, we appreciate the efforts of the FDA to
conduct a complete review of all of the data supporting our NDA and we remain committed to working closely with
them throughout the remainder of the regulatory process”, said Edward Kaye, Sarepta’s interim chief executive officer and chief medical officer.
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Tarix Orphan Granted Orphan Drug Status for
TXA127 as Potential Treatment for Congenital
Muscular Dystrophy (MDC1A)
Tarix Orphan LLC announced that
the U.S. Food and Drug Administration has granted Orphan Drug status
to the company's lead compound,
TXA127, for the treatment of laminin
-deficient congenital muscular dystrophy (LAMA2 MD or MDC1A).
TXA127 is a pharmaceutical grade
formulation of the naturally occurring
peptide Angiotensin (1--7), which
Tarix Orphan is developing for the
treatment of a number of orphan and
genetic diseases, including congenital muscular dystrophies. Orphan
status is granted by the FDA to promote the development of products
that demonstrate promise for the

treatment of rare diseases affecting
fewer than 200,000 Americans annually. Orphan drug designation entitles Tarix Orphan to a seven-year
period of marketing exclusivity in the
United States for TXA127 if it is approved by the FDA for the treatment
of congenital muscular dystrophy
(MDC1A), and enables the company
to apply for research funding, tax
credits for certain research expenses, and a waiver from the FDA's application user fee.

Orphan is developing for the treatment of a number of orphan and
genetic diseases, with an initial focus on DMD. Additional conditions
which may benefit from treatment
with TXA127 include congenital
muscular dystrophies, Marfan syndrome, and amyotrophic lateral sclerosis (ALS). TXA127 is part of the
"alternative renin angiotensin system
(RAS)" and counteracts the
"classical" RAS, which promotes
hypertension, fibrosis, hypertrophy
and inflammation.

TXA127 is a pharmaceutical grade
formulation of the naturally occurring
peptide Angiotensin (17) which Tarix

Enrolment complete
for Avexis SMA Trial

Bad news for
Taladafil Trial

Avexis announced patient enrolment has
completed for the Phase 1 clinical trial of
AVXS-101 for the treatment of spinal muscular atrophy (SMA) Type 1.

The pharmaceutical company Lilly
shared the disappointing news
that their Phase 3 study of tadalafil
in approximately 330 patients with
Duchenne muscular dystrophy
(DMD) has ceased. Unfortunately
they did not see any evidence of
efficacy for tadalafil to slow the
decline in 6 Minute Walk Distance
(6MWD) compared with placebo
over 48 weeks. The study also
included other secondary assessments of motor function, including
the North Star Ambulatory Assessment and timed function tests (10
meter walk/run, rise from floor,
and 4-stair climb), and there was
no evidence of efficacy observed

The trial has enrolled a total of 15 patients
who met enrolment criteria of diagnosis of
SMA Type 1 before six months of age, with
two copies of the SMN2 backup gene, as
determined by genetic testing.
Sean Nolan, President and Chief Executive Officer of AveXis said. “The data from
this initial trial will inform future clinical
studies in Type 1 and potentially other
types of SMA. We look forward to reviewing the data from this study over the coming year as we continue the development
of AVXS-101.”

in these endpoints either. Because
the trial provided no evidence that
once-daily tadalafil treatment has
a meaningful effect to slow disease progression compared with
placebo, the open-label extension
(OLE) phase of the study will be
stopped. Lilly wished to sincerely
thank all the families who participated in the study for their time
and commitment. While the results
of the study were not what was
hoped for, the new data from this
trial, which includes functional
measures, quality of life, laboratory findings, measures of cardiac
function, and muscle imaging data, can also be used to further advance the understanding of DMD
and inform the design of future
clinical trials.

MDI AGM & Workshops
The Annual General Meeting of Muscular Dystrophy
Ireland will take place on Saturday 7th May (venue to
be confirmed). Prior to the AGM, there will be a
number of speakers and well-being workshops.
Registration at 11:00 am. More details to follow.
For further information contact the MDI Office on:
(01) 6236414 or email: info@mdi.ie.
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Meet the New CEO of MDI
Mr John Bennett

W

e at Muscular Dystrophy
Ireland (MDI) would like to
introduce you Mr John
Bennett who was appointed as the new CEO of MDI recently and
commenced in his new role on Monday
7th March 2016. John will be responsible
for leading our organisation through its
next exciting period of growth and development. He has worked in the disability
sector for more than 20 years, both here
in Ireland and overseas: in Ireland with
University College Dublin, the Central
Remedial Clinic, and the Tipperary Centre for Independent Living; in the United
States of America with Temple University; and, most recently, in Botswana, with
IncludeDis, an organisation he founded
which provides disability consultancy
services to the public sector.
Speaking about John’s appointment,
Garry Toner, Chairman of MDI, welcomed him to MDI as he takes up the
role following the sudden and untimely
passing last September of our previous
CEO, Joe T Mooney. "John has an outstanding record of achievement both in
Ireland and abroad” said Garry. “We
look forward to him leading our organisation and to playing a key role in helping
to advance progress with other stakeholders in the significant challenges that lie ahead for people with
muscular dystrophy” he concluded.
When asked about his new role John said: "I am very much looking forward to leading the continued
growth and development of Muscular Dystrophy Ireland through its next chapter. Having had the privilege
of working with the previous CEO, Joe T Mooney, I am all too conscious of the huge void that Joe has left
behind. His determination to challenge the status quo for the rights of people with disabilities and to break
down the boundaries that too often hold our members back has been an inspiration to me.
John went on to say that "as someone who has worked in the disability area now for more than 20 years, I
am all too aware of the barriers that people with disabilities face in accessing essential services, equipment and care, in being able to pursue their education, take up a job or to live independently. I am passionate about the inclusion and equal participation of everyone in our society. Above all, I am confident
that working together with members, their families and staff, we will overcome these obstacles and that we
will prevail. There can be no other outcome."
A full and more detailed interview about John and his visions, views and plans for the growth and further
development of MDI will feature in the next edition of our newsletter. In the meantime, if you wish to contact him you can do so by calling (01) 6236414 or emailing john@mdi.ie
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Equipment Donation to Bosnia

M

any of our readers may remember an article in our
Spring edition of this newsletter in 2014 about a donation of a refurbished electric wheelchair which MDI
arranged for a young boy in Bosnia with Duchenne muscular
dystrophy.- Nemanja Dukic. This wheelchair was donated as a
result of a request which I received from my Personal Assistant,
Mihajlo Radumilo, who is also from Bosnia and who knew Nemanja and his family.

MDI offices (in one of MDI’s busses) to set sail on a 17 hour
ferry crossing from Dublin to France before embarking on a
2,000km road trek across Europe to eventually arrive at IZVOR
in the town of Srbac in Bosnia on Tuesday 23rd February to
hand over the above equipment.

Mihajlo informed us that everyone at IZVOR was extremely
happy and delighted to see him arrive with so much equipment,
In December 2015, Mihajlo asked me once again about the
most of which is very scarce in Bosnia. He spent the whole day
possibility of sourcing a second electric wheelchair, this time for assembling the equipment for them and demonstrating how
a man whom he also knew in Bosnia who had muscular dystro- everything worked. For example, none of the staff working at
phy (Spinal Muscular Atrophy). So, I approached the MDI ExIZVOR had ever seen a hoist until then so Mihajlo had to show
ecutive Committee about this request in January and they
agreed to help. Although my initial request was to just send
another wheelchair over to Bosnia after chatting with Mihajlo, I
discovered that there was an organisation close to his home
called IZVOR, or as it’s known in English, “The Association of
Parents of Children with Special Needs”, in the town of Srbac in
Bosnia which could really benefit from some practical support.
So it was suggested that if we could support them also that we
would do so. Therefore on 18th February last, MDI identified

Mihajlo demonstrating how to use the hoist
them how to use one. And as for the electric wheelchairs, he
said that most of the clients had never had one and therefore
couldn’t wait to get into them! He said that everyone at IZVOR
was extremely grateful to him for helping to get this equipment
for them and they asked him to convey their deepest gratitude
and appreciation to everyone at MDI for such a generous donation.

Equipment arriving in Bosnia

MDI is happy to be able to assist an organisation which provides similar supports and services to its community of memand arranged for the following second hand and used equipment to be sent over to Bosnia: 4 electric wheelchairs, 3 manual bers but in much more challenging circumstances. We wish
wheelchairs, 1 scooter, 2 hoists, 2 shower chairs and an electric IZVOR the very best in the work that they do and we look forbackrest
ward to hearing of positive developments in the future.
On Saturday 20th February 2016, Mihajlo, who provided his
services free for the purposes of this project, departed from the

Group photo with clients in their new wheelchair in Bosnia

Hubert McCormack
Administrator – MDI
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MDI “Home from Home”
Self Catering Apartment

uscular Dystrophy Ireland is delighted to inform you
that our “Home from Home” apartment has received
the Failte Ireland 4-Star rating for 2016. The assessment process has been rigorous and has
looked for the highest standard in self-catering facilities. Thankfully, the apartment is unique in the quality of service it has provided to all the people who visited last year and their feedback
has been extremely positive.

M

ties are second to none in
this sector. Therefore the 4star Failte Ireland rating is
very welcomed as the apartment has given many people
the opportunity to take a well
deserved accessible holiday
in the Dublin area.

The apartment continues to provide the best practice in accessible accommodation for people with disabilities and the facili-

“we will continue
to develop the
apartment by increasing the size
of the kitchen
and lobby area”
Over the coming year we will
continue to develop the
apartment by increasing the
size of the kitchen and lobby
area. The work has already
begun by contacting all the
relevant people to put this
plan in to action over the next
number of months. It is
hoped that this project will
further enhance the experiences of the individuals who
visit the "Home from Home"
in 2016.
The purpose for this apartment was just one of Joe T
Mooney's visions for people
with disabilities wishing to
find accessible accommodation in Dublin. The apartment
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aims to provide all of the necessary
facilities for anyone wishing to use it
regardless of their disabilities and
give them an experience of independent living.
It is important to understand that the
"Home from Home" apartment cannot exist independently without the
many donations it receives from the
people who use the facility over the
year.

“thank you to the
family of the late
Orlaith Humphrey's
who have fund
raised specifically
for the "Home from
Home" apartment”.
Also we would like to take this opportunity to thank the family of the
late Orlaith Humphrey's who have
fund raised specifically for the
"Home from Home" apartment.
Their thoughtful donations have
made it possible for some upgrades
to the apartment over the last few
months. You will see from the pictures that the apartment is now looking better than ever before and we
will continue to keep and improve
these standards.
For those of you who have not yet
visited the apartment (which is located above the MDI Head Office in
Chapelizod, Dublin 20), we look forward to welcoming you.
For more information or to make a
booking contact Owen on:
(01) 6236414 or email info@mdi.ie.
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The Story of Simon & his Airsoft Tank!

I

have been playing Airsoft since its legalization
here in Ireland back in 2006. I suppose at the time I
never knew this Sport was going to later define me,
shape my life and the person I would become today. Being disabled I always had trouble fitting in and
felt cast out most of my teenage life. I always wanted to
be a part of something big and when Airsoft came along
i knew this was my calling.
The team I’m with is called Na Taibhse which is Irish for
Ghosts. I have been with them since the start of all this
in 06. They have been my support and backbone from
the start. Before joining, my team captain who is now
one of my closest friends and right hand man when it
comes to the TANK, asked me to join on one condition
that i be called Tank or something cool like that, so there
the name was born, the 2.0 I added later, like a vehicle
number.

modern day army so I always made sure it looked authentic and that the guns looked intimidating. I wanted
it to look like a man in a mobile weapons machine. As if
it was being operated by a soldier or pilot. I did not want
to be recognized as an actual vehicle or machine, so
that’s why I only have it shielded a bit like the gun mount
on a Humvee so it doesn’t look silly or to vehicle like.
My hit rule I created with my team captain, because I am
the first disabled person to play Airsoft in Ireland and I
feel it’s my right to make this an official rule for me. We
named it after a mini game called Juggernaut, which is
basically taking your hits when your comfort limit has
been reached.

Before i embarked on this wicked journey I knew I was
going to need to get serious, I needed a new set of
wheels and not just any wheels. It would have to be big,
bulky, beastly and so my G50 was discovered and imported from Germanys finest wheelchair makers.
I started off with two G36’s with drum mags mounted on
both sides of my chair and gradually upgraded over the
years and my chair looked great but in the long run it
was a nuisance and just not practical in the real airsoft world. So I
settled for just two m249 para’s
mounted in front of me like the top
of a Humvee and I was now able to
get really stuck in to some intense
firefights.
Over the years I have dedicated
most my time and efforts to the
TANK. It was very important to me
that it looked realistic to what a
small mobile weapons platform
might look like in the real world. I
wanted it to look believable and
that it could be something from a

This may seem a bit unfair at the start but when you
think about the fact that I’m a huge target, no agility, taking cover is not really an option and your average player
doesn’t really expose themselves much. This rule gives
me a fighting chance and if you think about it further, 1
or 2 stray bullets won’t really do much to a Humvee but if
you give it a few bursts you will damage it but don’t let
that give you the idea that I storm in like iron man killing
everyone and ignoring hits. While I enjoy getting shot at
lol, nobody can take getting riddled with BB’s. I mostly
take direct shots to vital places, head, chest, neck I’m
hit, if not and I get a few bursts then I’m out but if I get a
wussy single shot to my shield I’m just going to laugh at
you and give you a baaaad fire response lol. I treat the
rule a little like I’m a lav or
a tougher foe on your
Playstation, so don’t expect
me to go down on the first
shot but after a few bursts
I’m gone.
Playing Airsoft has always
been a unique feeling for
me. It’s always been an
escape from my reality of
being disabled, once I roll
onto that field i am no longer a person with a disability, I’m a combatant just
like everyone else. Our

MDI News Update
Issue 66 - Spring 2016

passion is the same, our goals the
same, working as a team to win. I
receive the same respect and inclusion as everyone else. I no longer
feel different, I feel equal and that to
me is a great feeling.
I also feel that Airsoft has given me
a great strength. A will to fight for as
long as I can, to not give into illness,
living with such a condition like Duchenne muscular dystrophy can be
pretty scary sometimes. After the
loss of my brother to the same condition in 2009 I became terrified of it
but I’m grateful to have such an
amazing hobby that takes me away
from that horrible feeling. When I
strap that helmet on, grasp that trigger I feel invincible, my fear becomes my fuel, pushing me to my
edge, beyond my limits so it has
done wonders for strengthening my
mind and will power.
I have been given a great sense of

pride in the last 2 years. One of my
all-time goals was to get to a 24 hour
Milsim in the UK’s mod army city for
years. I was told ‘’no way, too dangerous’’ bla bla. People speaking for
me like my brains were made of
cheese! I had many people say I
couldn’t do it but eventually I
crossed paths with a lovely lady who
changed this and got me access, so
I geared up, went over with my team
and many other Irish folk and we
kicked some serious ass! Funnily
enough it was one of the most ac-
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cessible places I had ever been to,
so much for the great danger eh? I
fought to the best of my ability and
even though it was the coldest temperature I have ever experienced
(seriously though the gusts of wind
were excruciatingly cold). I bit down
hard and battled on through the day
and night, had an amazing experience with some truly great friends.
Being at Copehill Down was my
biggest achievement.
When I returned home, I received
some great feedback and received
so many kind comments. I was
even made an honorary member of
a big UK based team called the
Shadow Stalkers. I was really overwhelmed. It was such a happy feeling for me that you could say a small
tear had formed in the corner of my
eye lol, really small now ha!
Since then I have befriended many
and met some really great people. I

would like to think my skill on the
battlefield has increased dramatically and that I’m a worthy foe. My playing style has always been overwhelming the enemy with surprise
while laying down some serious firepower and giving a fellow troop a
chance to move or flank. I always
role with a Tank Vanguard who will
scout ahead and keep me covered
when needed. We have a unique
fighting style together that works
well. He is my extra eyes and ears
and I could not do this without him.

Through the years I have had help
from many in this great community,
such help as early gun mount prototypes, to gun modifications, without
their help and support I wouldn’t be
here today, especially my dear Father and also my mother with the
many suit modifications.
One might think after reading this
that my journey was all uphill free
from any struggle or pain but
truthfully it was not, on many occasion did I feel like giving up or
that some things are just impossible. I had to cross many bridges,
teach many minds. I will not say
this started off as a happy journey
but it certainly built a strong proud
character in the end, who eventually got what he first set out to do.
I suppose what I’m trying to say is
if you want something bad
enough in life and you believe in
it, there’s no reason why you can’t
achieve your goal. Never let anyone
dictate your faith, your limits, your
desires, you and you alone are your
own master. Never let anyone tell
you, you’re not able or good enough.
I hope you have enjoyed reading my
story as much as I have enjoyed
sharing it.

Simon Jameson
AKA –TANK

Editor’s Note:
Simon has been a member of Muscular Dystrophy Ireland since childhood and over the years he has participated in MDI Camps and Youth Clubs before serving latterly on both the MDI National Council and Executive
Committee. He stepped down from the Executive Committee a few years back to further develop his love of
Airsoft, but is still in regular contact with our organisation. Simon’s latest project is to upgrade his wheelchair which will allow him to negotiate rougher terrain and continue to excel in this extreme adventure sport.
He is currently in the process of trying to raise funds to purchase a Hexhog All-Terrain Off-Road Wheelchair.
For more information visit: https://www.gofundme.com/cqj26f4k. Good luck with the fundraising Simon and
continued success with your sport.
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The LOVEMDI Campaign – our inaugural and new
fundraising and awareness initiative, which replaced MDI’s
National Awareness Campaign this year, ran from the 8th
to 15th February 2016, coinciding with St Valentine's Day.
The LOVEMDI campaign:

• Asked our members, friends and colleagues to share
their stories and experiences (using the hastag
#LOVEMDI) by telling us “why do you #LOVEMDI?”

• Created further awareness by enabling our members to
make more people aware of the challenges faced by
people living with muscular dystrophy and their families,
and the positive impact which Muscular Dystrophy Ireland supports and services have on their lives.

• Helped to raise funds by continuing to facilitate the continued sales of the ever popular Lily O’Brien chocolates
in outlets nationwide and also encouraging members of
the public to donate €2 by simply texting 'LOVEMDI' to
50300*.
This year’s campaign also allowed us to use the opportunity of Election 2016 to make an urgent plea to political parties to commit to providing increased support to people
with muscular dystrophy, in areas such as: accessible accommodation, aids and appliances, and personal assistant
support.

Thank you to everyone who supported this year’s
campaign and if you would still like to donate, it’s
not too late! Simply Text 'LOVEMDI' to 50300* your ongoing support is always much appreciated.
*100% of your donation goes to Muscular Dystrophy
Ireland across most network operators. Some operators apply VAT which means that a minimum of €1.63
will go to Muscular Dystrophy Ireland. Service Provider: LIKECHARITY. Helpline: 076 680 5278.
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Love MDI Statements
Overleaf are just some of the statements/articles
which members contributed to the LOVEMDI Campaign, telling us why they “Love MDI”.
Thanks also to all other MDI members, colleagues
and friends who also supported this year’s campaign
by giving radio and press interviews (both locally and
nationally) and helped to create further awareness of
the condition muscular dystrophy.
And by no means least, thanks to everyone who sold
chocolates and helped to raise funds for MDI’s Respite Support Services.
If you’ve yet to return the proceeds from the sale of
chocolates, we would appreciate it if you would do so
as soon as possible.
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Katie Linh Roe (11)
from Laois.

Eoin Cully (17)
from Kildare.

"I love MDI because they help you with
your homework, bake, go on outings and
support you in the time of your need. They
also do fun things and it's not all about
work because they are there to have fun
with you. When you do fun things it's not a
drag in the mud. That's why I'd like to say
thank you to Sinead Glennon possibly the
best MDI Youth Worker ever".

Hi! My name is Eoin Cully. I
like being a member of MDI
because I get to do fun things
like going bowling with Helen
(MDI Youth Worker) and
sometimes I can beat her!!!
YEAH!!!! I also get to go to
Playstation competitions and
greyhound racing.

Claire O'Callaghan (23)
from Westmeath
Aisling Mc Elligott (18)
from Offaly.
My name is Aisling Mc Elligott. I am 18 years old. I have been with MDI for as
long as I can remember. It's been so good to have MDI just a phone call away if
there was anything I needed or needed help with something. One of the many
things I love about MDI is the many trips that we go one and all of my great
friends that I have met throughout the years and going on the youth camps with
MDI for a week away.

Hi, my name is Claire O'Callaghan, I'm 23 years old and I
have been a MDI member for
the past 16 years. I wanted to
share why MDI means so
much to me.
Besides the continuous support MDI offer myself and my
family, I will be forever grateful
to MDI for the amazing friends
I have made since becoming a
member. Throughout the
years attending youth clubs
and camps I have been lucky
enough to grow up with an
amazing group of people. It is
great to know I have such a
strong support system of people my own age who will always have my back through
the good times and the bad as
well as having such a brilliantly crazy group of friends to
have the craic with who have
become more like family.
With years full of memories,
inside jokes and camp romances behind us my life
wouldn't be the same or half
the fun without them by my
side.
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Miriam Thornton, Kildare
Dear MDI,
As today is the first day of The Love MDI campaign I
felt I had to put into words how I feel, for my 9 year old
son Tommie (Willie Wonka). MDI have made a huge
positive difference to his life .Tommie was diagnosed
with Duchenne muscular dystrophy in 2009.
Tommie has attended numerous Youth Clubs and
Workshops with MDI and he has loved every single
one of them. He attended a movie making workshop, a
Halloween workshop and a sports club all of which he
enjoyed. Next week he is looking forward to a drumming work shop and a valentines chocolate party [now
finished – see photos on page ?]. These Youth
clubs are a great way for Tommie to have fun and
meet other children living with Muscular Dystrophy
conditions and for Tommie to realise that there are
other children who live with these conditions too.
For my family, MDI have helped us by providing a
Family Support Worker for Home visits. The Family
Support Worker answers any questions we may have
and provides us with information. Since Tommie started school in September 2012, both the MDI Information Officer
and Family Support Worker have provided school visits and helped to raise awareness of the condition by providing
information about Tommie’s condition to the school staff who work with Tommie. As the condition progresses children
need increased access to Aids and Equipment. I feel that for the future Tommie and my family will be able to live a
very fulfilled life with the help of MDI by our side.
It is my hope that the MDI Campaign will raise awareness of all the Muscular Dystrophies and allow this amazing
charity to continue its vital work of helping individuals and their families live with muscular dystrophy conditions every
day.
When Tommie was diagnosed in 2009 I
was deeply upset and to be honest I felt
I would never ever be happy again but a
number of factors caused my happiness
to return, one of which was MDI. The
realisation that this charity has made a
huge difference not only to Tommie and
our family but other families nationwide,
gives me hope for the future and a realization that we are not alone.
Kind Regards
Miriam Thornton.
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Emma’s Story!
After reading this article in the Cork Echo News in recently, I just had to share it with our readers because of its encouraging, inspiring and positive content. It features 16-year-old Emma Gibson from Cork who is a member of MDI and I don’t need to say
anything else, because Emma tells her story so honestly and as it is. Congratulations and well done Emma on an excellent interview. Taken from the Echo News on 5th February 2016
For 16-year-old Emma Gibson from Cork, having muscular
dystrophy is simply a part of daily living and she is determined
not to allow it impact her typical teenage life.
A transition year student in Carrigaline Community School, she
says that Muscular Dystrophy Ireland (MDI) has been critical in
helping her develop the confidence to live a full and social life.
The youngest of three girls, Emma was formally diagnosed
with the condition at the age of four, after her mum Stephanie
fought to have her symptoms taken seriously. Her older sister
Aileen also has the condition, making Stephanie acutely aware
of the early signs.
“My sister is 13 years older so my mom recognised signs in me
from a young age. My feet would turn in when I was walking
and I was wobbly on my feet. Mom noticed the small differences because she had seen them before. She brought me to
doctors but it wasn’t until I was four that they recognised it too.”
Emma says that she has had eight surgeries to date to help
correct her legs and feet. While they help, they are not a cure,
and she expects to have more in the future. She is now awaiting a date for her ninth, hoping that she won’t need any during
the Leaving Cert cycle in school.
“In Junior Cert year I had a lot of treatment. I had to get my leg
done in the middle of the Junior Cert and then get my tonsils
out too! It was hard but the exams went well thankfully. I feel
that there is no point planning anything for 5th year because I
don’t want to risk the Leaving Cert. It’s too important to me.”

somewhere she says she would have never visited before joining MDI. “Without MDI I wouldn’t be as confident as I am.
Without them I’d be doing nothing. If I was going anywhere
with my friends from school previously, I would be worried
about the wheelchair. Before I would have stayed at home,
but now, I had the best time ever. I went on all the rides. MDI
encourage us to try things out and if you think you can’t do
them, at least you tried it out. I’m so grateful to them for what
they’ve done for me and everyone else.”
Emma says that her school have been incredibly supportive of
her also, particularly during her recovery periods post-surgery.
“The school is brilliant. They built a new extension three years
ago which has an elevator, so that’s great. “The staff are so
supportive of me. When I needed to catch up on schoolwork
after surgeries they helped me and don’t put pressure on me to
come back until I am ready and recovered.”
For now, Emma is enjoying TY before knuckling down next
year, and is looking forward to taking part in another MDI camp
over the mid-term break.
Despite her struggles, she says that she feels fortunate to be
as healthy as she is. “My disability is not that bad. “I am
blessed and grateful that I can walk a bit. I do use a wheelchair
because I can’t walk for long distances so I’d be lost without it
but other people are struggling more than me. I am grateful for
what I have”.

Emma hopes to study social care in college, saying that the
staff at MDI have inspired her to follow the same route. “I didn’t know about MDI until I was 11. They are so supportive. It’s
brilliant. With my family we don’t have a car so if we need to
go anywhere we can ask MDI for help. They are great support.
Whenever I’m free they ask me to join them at social events.
We mostly go shopping or to the cinema and they also hold
summer camps.”
Emma says that meeting other people with muscular dystrophy
is fantastic, particularly as it is such a rare condition. “It’s
good that I can talk to my sister about everything that I am going through with my disability, because she has gone through it
too so she can tell me about the surgeries that she has had. In
many situations, people don’t know anyone else with it so it’s
great that with MDI you can get to meet people from all over
Ireland. “I’ve made lifelong friends and we meet up nearly every month. Two of my best friends are from Kilkenny and
Portlaoise so it would be hard to meet up without MDI.”
The trio recently travelled to Dublin to see their favourite band
Kodaline play. Thanks to MDI, they were able to make the trip
without their parents, enjoying another typical teenage experience.
The girls stayed in MDI’s fully wheelchair accessible apartment
in Chapelizod, a fully equipped not for profit accommodation
known as the “Home from Home Apartment”. An MDI Youth
Worker also joined them on the night, as Emma says: “We
wanted to go as friends, rather than with our parents. “It was a
great night and it wasn’t uncomfortable having the MDI Youth
Worker with us, she was more like a friend.”
Emma also went to Funderland last year with the organisation,

Emma pictured here with her Mum Stephanie
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One of the final LOVEMDI Campaign statements was from MDI Member Conor Doyle from Wexford who sent us in the following: “I would like to say a big thank you to MDI for letting me go on camps and enabling me to meet up with everyone that
has the same condition as me and inviting me to their Christmas party's since I was three years old”. Around the same time as
the LOVEMDI Campaign was running, Conor had just finished writing an article about his time while doing work experience at
Summerhill Veterinary Hospital. After reading this article, I felt that I had to share it with you – given it very positive content
and demonstrating that, with the right supports and services, anything is possible. Great article Conor and well written.

Overcoming the Challenges of being a Veterinarian in a Wheelchair
By: Conor Doyle, MDI Member from Wexford
I think the biggest problem would be to find
the right practice for me. Most veterinary clinics are small and compact and would find it
hard to accommodate my needs. It would
require the right practice set-up to facilitate
my movements and working space, but I can’t
see any reason why a wheelchair of itself
would render me incapable of being a small
animal veterinarian.
Having had a brief experience of Large Animal practice by visiting a dairy farm on a callout, it has become clear to me that working in
large animal practice would be a bridge too
far!
I am Conor. I am in a wheelchair and have
just worked for a full week in a veterinary hospital. Before I came to Summerhill Veterinary
Hospital, I thought I would not be able to work
as a veterinarian but now I can see that, given the correct space and accommodation,
there is no reason why I could not achieve
If I became a veterinarian as a wheelchair-bound
user, I think my greatest difficulty would be to examine fearful or uncooperative larger-breed animals. As long as I am not working as a sole practitioner in the practice and can have a veterinary
nurse to help restrain these animals, I feel sure
that veterinary practice would not be problematic
for me.
Furthermore, as long as my examination room
was made bigger and more accessible for my
wheelchair, the examination tables are constructed to the right size and a dedicated nurse or assistant is available to me the whole time, I don’t
see why I could not perform as a small animal
veterinarian.
I may require longer appointment times to carry
out the necessary procedures and I would depend
on the practice to adjust its timetables to accommodate me.
In relation to carrying out surgical procedures, I
think I would be fine, since the techniques are
easily achieved once learnt and not too physically
demanding. It may be an advantage to have another veterinarian in the same building who can
be available in the event of an emergency.
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Some Recent Fundraising Activities Acknowledgments
Southern Region - Kerry

A big thank you to Mary O'Connor and the
staff and students of Scoil Phobail Sliabh Luachra in Rathmore, Co Kerry, who hosted a
Valentine’s Day Cake Sale in their school in
February and raised €140 for Muscular Dystrophy Ireland as part of our #LOVEMDI fundraising and awareness campaign this year. Your
support is much appreciated and once again,
thanks to all concerned for helping to raise
much needed funds and awareness for Muscular Dystrophy Ireland.

Eastern Region - Wicklow

South East Region - Kilkenny

Pictured above: (L-R) are Declan Cahill, Jonny Cahill, David Finnegan, Theresa Hatton, Eileen Gleeson, Stacie Collins & Audrey
Ward, presenting a cheque for €5,000 to Patrick Flanagan, fundraising and PR co-ordinator for Muscular Dystrophy Ireland. This
presentation brought to a close a variety of fundraising events that
have taken place over the last few months, and follow on from the
success of last year’s Flora’s Women’s Mini Marathon in which
€3,000 was raised for MDI.
We wish to thank all who supported our quiz night in The West
Wicklow House in Blessington in July, and our bag packing in
Dunne’s Stores Blessington in August. Thank you also to the many
people who sponsored the 7 mentioned above in their 10,000ft tandem skydives at Kilkenny airfield on August 21st.
MDI is an organisation close to our hearts, and as a result we endeavour to continue fundraising for the organisation over the next
coming years. The €5,000 raised, as explained by Patrick Flanagan
of MDI, will be used to further research into this progressive, degenerative disease, and will help families of those with muscular dystrophy who require urgent respite care.

Thank you also to Christina Walsh pictured
above (right) who raised money for the South
East Branch Christmas party by doing a 'run a
muck' challenge and raising €700. Christina is
from Carlow and her son Dylan is also pictured in the presentation, along with Marie
Kealy, Family Support Worker for the South
East.
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2016 marks the 10th year of the Ireland BikeFest in
Killarney and MDI’s association with this fabulous
festival. Since its conception in 2006, this event
has raised over €130,000 for Muscular Dystrophy
Ireland through the sale each year of limited edition
MDA Harley Davidson Pins and raffle tickets to win
a spectacular Sportster Harley Davidson Motorbike.
The 2016 Ireland BikeFest promises to be bigger
and better than in previous years, which can only
mean that it will be a festival that you and your family will not want to miss out on. It takes place on
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the upcoming June Bank Holiday weekend - 3rd to
6th June 2016.
As in previous years, Harley Davidson Ireland and
the Gleneagle Hotel Group have arranged for another spectacular Sportster Harley Davidson Motorbike to be raffled at this event on Sunday evening,
5th June 2016, with all proceeds going to Muscular
Dystrophy Ireland. Tickets will be available soon
from the MDI office on: (01) 6236414 or online at
www.mdi.ie. As always, we would really appreciate your support. Thank you.

Win A Harley Davidson Motorbike
The winner of the Sportster
Harley Davidson Motorbike in
2015 was, Mr. Paudie Mangan
from Killarney, Co Kerry
(pictured here on his new bike).

This year it could be you!

Tickets on sale soon!
To get your ticket(s) or for
more details call MDI on:
(01) 6236414 or visit:
www.mdi.ie
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Team MDI
Needs
Your Support
Page 17

The VHI Women's Mini Marathon will take place in Dublin on
Bank Holiday Monday, 6th June 2016
and MDI would like you to join our team!
You can now register online at www.vhiwomensminimarathon.ie or by using
the entry form in the Evening Herald every Wednesday and Saturday
As always, MDI participants will be meeting after the event (venue to be decided)
for light refreshments and a well earned rest! So, why not join us and help raise
funds for MDI's Respite Support Services.
Once you've signed up to participate in the Women's Mini Marathon on behalf of MDI, we would encourage you to set up Everyday Hero Account at:

https://womens-mini-marathon.everydayhero.com/ie/sign-in
where you can create your own Online Fundraising Page

For further information,
information sponsorship cards & T-Shirts,
please contact MDI on (01) 623 6414 or email
patrick@mdi.ie.

Your support would be very
much appreciated. Thank you.
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Photos of Some Recent Youth Activities
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Meet the New MDI Youth / Respite Worker
in the Western Region
Hi Everyone,
My name is Elaine Walsh and I am the new MDI Youth/Respite Worker
for the West. I am delighted to be part of such a great organisation and
being from Mayo myself I look forward to working with all the members
in the region. Some of you may already know me from the MDI Respite
Camps and for those who don’t I look forward to meeting you.
As part of my role as Youth Worker I will be organising home visits,
social outings and youth clubs. If there is anything I can support anyone with do not hesitate to get in touch.
Elaine Walsh
MDI Youth/Respite Worker
Tel: 086 3899286
Email: yrw-west@mdi.ie

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and upcoming events.
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#LOVEMDI Photoshoot

Photo details (L-R): Aodhnait
Gallagher, Tommie Thornton
and Sarah Morrissey promoting
the LOVEMDI Campaign

Your donation
will be much
appreciated.

Please Support
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.

