MDI Newsletter - Issue 56 - Summer 2013

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

Muscular Dystrophy Ireland, 75 Lucan Road, Chapelizod, Dublin 20.
Tel: (01) 6236414 Fax: (01) 6208663 Email: info@mdi.ie Web: www.mdi.ie

Inside
this
issue:

Congratulations to the “Fingal Flyers” Power Soccer Team who won
the Association of Irish Power Football (AIPF) Shield in May 2013.
The team consists of MDI members Kevin Gannon, Darren Shortall,
Josh Dillon and Lee Fitzsimons, pictured here with their coaches.

Research
Reports:
AGM Research
Session Reports
Pages: 2 - 4
Research
News:
Pages: 5 - 7
Yoga &
Wellness:
Page: 8 - 9
Dail Visit:
Pages 10
ICE Contact:
Pages 11
Airsoft:
Page: 12
Fundraising
News:
Pages 13 - 18
Awareness
Competition
Page: 19

And lots
more!

Killarney Mayor Sean O'Grady with volunteers from MDI pictured at the Ireland Bikefest in
Killarney. Included in the picture from MDI are: Nora Murphy, Emer McElligott, Brendan
McElligott, John Nolan, Aisling McElligott, Elaine McDonnell, Marie McNally/Wilson, Bernadette Loughrey, Hubert McCormack and Joe Mooney. Also included are Patrick
O'Donoghue, The Gleneagle Group and Breffni Ingerton, Chairperson, Ireland Bikefest.
More details on page 15.
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Research News
Prior to our AGM on Saturday 27th April last, MDI hosted a Research and Information Session to provide
updates to members on some of the research projects which MDI are currently funding. This session also
included a presentation by Dr. Caoimhin Mac Giolla Phadraig, from Project SMILE Ireland. Summaries of
all presentations are outlined below.

MDI AGM Research Session Reports
Saturday 27th April 2013

Mr. Steven Carberry
NUI Maynooth
Establishment of a protein biomarker signature
for x-linked muscular dystrophy: Identification
of novel integral muscle proteins by mass
spectrometry-based proteomics
Mr. Carberry is working on Prof. Kay Ohlendieck’s
team on this project which is in its second of three
years.
The main aim of our research proposal is the establishment of a biomarker signature of muscular
dystrophy, focusing especially on minor and membrane-associated proteins. In the long-term, the
biochemical and cell biological characterization of
disease-specific biomarkers of muscular dystrophy
will be helpful for improving diagnostic, prognostic
and therapeutic approaches, as outlined in the following review article: Ohlendieck K: Proteomic
identification of biomarkers of skeletal muscle disorders. Biomarkers in Medicine. 2013 Feb;7
(1):169-86.
During the second year of our project, we focus on
developing a new method to deplete abundant soluble proteins from muscle homogenates in order
to isolate a fraction with minor and hydrophobic
proteins. Differences between control and dystrophic specimens will be determined by mass
spectrometry. This is an ongoing project and we
will report on its findings in our 2nd Year report in
September 2013.
During the first year of our MDI-funded research
project, we have successfully carried out an initial
comparative proteomic profiling study of crude
dystrophic muscle samples (which has been published in 2 manuscripts: Carberry S, Zweyer M,
Swandulla D, Ohlendieck K.Proteomics reveals
drastic increase of extracellular matrix proteins collagen and dermatopontin in the aged mdx diaphragm model of Duchenne muscular dystrophy.

International Journal of Molecular Medicine. 2012
Aug;30(2):229-34; Carberry S, Zweyer M, Swandulla D, Ohlendieck K. Profiling of age-related
changes in the tibialis anterior muscle proteome of
the mdx mouse model of dystrophinopathy. Journal of Biomedicine and Biotechnology. 2012;2012:
691641). Our biochemical analysis showed a drastic increase of extracellular matrix proteins, namely
collagen and dermatopontin, in the aged mdx diaphragm model of Duchenne muscular dystrophy.
Changes in the diaphragm proteome from aged
mdx mice suggested elevated levels of fibrosis, an
intensified stress response and an increase in cytoskeletal elements possibly compensating the
lack of dystrophin. These proteomic findings agree
with the idea of more extensively perturbed protein
expression levels in dystrophin-deficient diaphragm fibres as compared to other mdx muscle
systems. The approximately 6-fold increase of collagen and dermatopontin in senescent mdx diaphragm muscle are important proteomic findings
and reflect the dystrophic status of this muscle
type. The dramatic increase of collagen in mdx
diaphragm was clearly confirmed by immunoblot
analysis, verifying the findings from the mass
spectrometric investigation. Although it is clearly
established that collagen levels increase in the
skeletal muscle extracellular matrix during the natural aging process, the dystrophic phenotype
shows an exacerbated age-related accumulation
of the collagen alpha-chain.
Collagen is the main protein component of connective tissue and is especially enriched in the endomysium of skeletal muscles. Increased collagen
protein levels agree with previously reported greater amounts of collagen mRNA in the mdx diaphragm and support the idea of severe fibrosis in
the mdx diaphragm. The non-collagenous extracellular matrix protein dermatopontin is involved in
cell-matrix interactions and matrix assembly. Its
greater abundance in mdx diaphragm is probably
due to increased demands for collagen matrix or-
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ganization within dystrophic muscle tissues. The
analysis of the dystrophic hind limb muscle tibialis
anterior during aging has shown increased levels
for interesting new biomarker candidates such as
carbonic anhydrase, aldolase, while the expressions of pyruvate kinase, myosin, tropomyosin,
and the small heat shock protein Hsp27 were
found to be reduced in aged muscle. Thus, segmental necrosis in dystrophic tibialis anterior muscle appears to trigger age-related protein perturbations due to dystrophin deficiency. The identification of novel indicators of progressive muscular
dystrophy might be useful for the establishment of
a muscle subtype-specific biomarker signature of
dystrophinopathy.

Dr. Dervla O’Malley
University College Cork
Does stress and inflammation contribute to exacerbation of symptoms in Duchenne Muscular
Dystrophy?
Dr. O’Malley is a Lecturer and Principal Investigator in the Dept. of Physiology in UCC where she is
the supervisor for Ms. Jennifer Manning who has
spoken at past AGMs about her research. Leading
on from Ms. Manning’s results so far, Dr. O’Malley
has been awarded funding from MDI for one year
for this project which began in 2013.
Duchenne muscular dystrophy (DMD) is a fatal xlinked disorder resulting
from the absence or malfunction of a structural
protein called dystrophin,
which provides strength
and stability to dynamic
cells such as muscle fibres. Absence of dystrophin is associated with
muscle fibre degeneration, chronic inflammation, loss of function and
severe disability. Deterioration of respiratory muscles in DMD is particularly devastating with estimates of up to 90% of
patients dying from acute
respiratory failure. Even
though DMD is primarily
characterised by degeneration of skeletal mus-
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cle, dystrophin is also absent from smooth muscle
fibres which make up the visceral organs of the
body including the gastrointestinal tract. Bloating,
constipation and also more severe complications
such as acute gastric dilation and intestinal pseudo-obstruction have also been reported in DMD
patients.
The mdx mouse is a genetic model of the human
DMD condition. We have previously determined
that chronic treatment with a tricyclic antidepressant, amitriptyline alleviates symptoms of
depression and reduces inflammatory markers
such as interleukin (IL)-6 in mdx mice. This inflammatory messenger molecule is important in muscle
growth and regeneration although a recent paper
indicate that it may not be the sole contributor to
muscle inflammation and loss of function in mdx
mice. However, interaction between IL-6 and the
stress hormone, corticotropin-releasing factor
(CRF) may reveal more about the mechanism underlying inflammation in this mouse model. Indeed,
in mdx mice, CRF2 agonists have been shown to
reduce inflammation and prevent deterioration of
muscle function, which is consistent with the proposed role of CRFR2 in dampening the stress response.
We have previously noted crosstalk between CRF
and IL-6 in relation to low-grade inflammation in
another model of a functional bowel disorder (23),

how-

Research Speakers (l-r): Mr. Steven Carberry, Dr.
Jeremy Rhodes, Dr. Dervla O’Malley, Dr. Stela Lefter
and Dr. Caoimhin Mac Giolla Phadraig.
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ever it is as yet unknown if interaction between
CRF activation and IL-6 signalling contributes to
DMD pathophysiology. In preliminary studies we
have found that gut transit and diaphragm function
are deficient in mdx mice. In an intervention study
we aim to investigate if function in either of these
systems or indeed in skeletal muscle function can
be improved by treating the mice with a monocloncal IL-6 receptor antibody and/or a CRF2 agonist. If effective, these studies may reveal important new therapeutic strategies in the treatment
of DMD.

Dr. Jeremy Rhodes
University of East Anglia
An investigation into the role of doublestranded RNA pattern recognition receptors in
myotonic dystrophy
Dr. Rhodes is a Lecturer / Senior Research Associate in the University of East Anglia and has been
awarded research funding from MDI for two years
for this project which started in 2013.
When viruses infect our bodies they produce specific chemicals, which when detected trigger a protective response against the infection. The faulty
gene that causes Myotonic Dystrophy (DM) produces a similar type of chemical to that which is
produced by viruses. We have recently discovered
that some of the same changes that happen during a virus infection may also happen in people
with DM. Our new results show that DM cells may
activate anti-virus defences because they themselves are producing a molecule which mimics
virus infection. As part of the defence response,
which is ultimately intended to stop the spread of a
virus infection, cell growth slows down and cell
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death increases. Similar effects can be seen in
DM cells and could explain the chronic physical
deterioration seen in people with DM. We believe
that the inappropriate activation of anti-virus defences in people with DM could explain many of
their symptoms. To study how the anti-virus defences start in DM cells we have made in our laboratory specially engineered cells in which we
can control the DM gene with a chemical switch.
We will use these special cells to find out: (1)
Which specific anti-virus defences are activated
when the DM gene is first switched on; and (2)
What links these events to the symptoms of DM. It
is my conviction that our new hypothesis will prove
to have an important impact in the DM research
field and may ultimately lead to a change in our
understanding of the underlying mechanism of this
complex disease. This study will, for the first time,
give us a valuable opportunity to obtain a detailed
knowledge of the role played by anti-virus defences in DM and will help us identify new drug targets
in the quest for more effective therapies.

Dr. Stela Lefter
Neuromuscular Research Fellow
A Population-Based Epidemiologic Study of
Adult Neuromuscular Disease in the Republic
of Ireland
Dr. Lefter is currently in the second and final year
of a study with Prof. Orla Hardiman in Beaumont
Hospital and Dr. Aisling Ryan in Cork University
Hospital. This study is taking place because there
have been no previous Irish population-based
studies of adult neuromuscular diseases (NMD)
and no registries on neuromuscular conditions in
Ireland. The study has 3 aims:
• To find out how many adult patients there are
with different NMD in Ireland
• Registers will be generated for Neuromuscular conditions
• To generate specific care
programmes for patients with
adult NMD
MDI recommends that all eligible people take part in this
study. To be eligible you
must be an adult (over 18
years of age) living in Ireland
for over 5 years and have a
specified neuropathy, muscle
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disease or neuromuscular transmission disorder.
Further information about the specific inclusion and
exclusion criteria is available on the MDI website
(www.mdi.ie).
Dr. Lefter has been identifying potential participants
from a range of sources, by contacting specialists
including neurologists, neurophysiologists, neuropathologists, respiratory and cardiac specialists,
GPs and attending muscle clinics in Dublin and
Cork. She has also informed members of MDI and
the Myasthenia Gravis Association. Recruitment of
participants is still ongoing but at present, 1871
people have agreed to take part.
The success of this study depends on the cooperation of people with neuromuscular conditions and
doctors in order to ensure that we get an accurate
view of how many people have these conditions in
Ireland and how many people require services and
supports. More information about the study and
how to participate is available from Dr. Lefter at the
Dept. of Neurology, Cork University Hospital; telephone 086 0245886; email stela.lefter@hse.ie

Dr. Caoimhin Mac Giolla Phadraig
Project SMILE Ireland
Project SMILE is an action research project designed to improve oral health services for people
with disabilities in Ireland. The lead researchers are
Prof. June Nunn and Dr. Mac Giolla Phadraig from
Dublin Dental Hospital and Trinity College Dublin
but there are also researchers from Trinity, Univer-
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sity College Dublin and the HSE Dental Services
on the management committee. A Delphi Panel is
in operation to feed into the project which is a
group of experts composed of people with disabilities, advocates, disability service providers and
dental service providers. MDI CEO Joe Mooney
participates on this panel. To date, the group has
discussed what dental services in Ireland should be
like:
• Be safe for patients
• Enable people with disabilities, for example by
maintaining the ability to eat and be comfortable
• Patient centred
• Lead to quality oral health outcomes
• Allow people to access services early in life
• Emergency access should be available for people in pain
• Physically accessible
• Responsive to the individual needs of the person
• Oriented towards prevention
• Allow appropriate care based on individual need
Now that there is an understanding of what dental
services should be like, the next step is to determine how to realise this. The project will run for 6
years in total with the aim of initiating, designing,
implementing, evaluating and establishing evidence
based Oral Health Service Models (OHSM) of oral
healthcare for people with disabilities in Ireland.
More information is available at
www.projectsmileireland.com or by emailing info@projectsmileireland.com

Sarepta Therapeutics Update
arepta Therapeutics, the
company behind the development of eteplirsen,
the exon skipping drug
being developed as a potential
therapy for Duchenne muscular
dystrophy, has published some
updates which are very positive.
First of all, there was some good
news from the phase 2 clinical
trial. Six boys have been receiving
eteplirsen for 74 weeks, and the
distance they have been able to
walk in the 6 minute test has remained stable. We have to remember that this is a very small
trial with only 6 boys in it, but it is
good news. The company have

S

now committed to a larger phase with the FDA, the Food and Drug
3 trial which they hope will start in Administration in the USA, to try
early 2014.
to get accelerated approval for
eteplirsen. The FDA is seeking
Sarepta has also signed a conmore information and Sarepta
tract with Prof. Steve Wilton in
would still have to continue with
Australia, who will be very familiar the clinical trials process, but if
to many members of MDI. This
successful the drug could be marmeans that they will be expanding keted while these trials take place.
the number of molecular patches In Europe, Sarepta would need to
to target more exons on the dys- work with the EMA, the European
trophin gene. This is very imMedicines Agency, to see if there
portant, as we would like as many could be any form of accelerated
people as possible to benefit from approval. This is not happening
this technology if it is proven to be yet so we will have to wait and
successful.
see what develops.
Karen Pickering
Sarepta is also working closely
Information Officer
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Spinal Muscular Atrophy
Research Update
Research to develop therapies for SMA is progressing and the diagram below shows that there
are now 15 new drug programmes underway. This includes 3 drugs which are now in clinical trials:
• Trophos with Olesoxime currently in Phase II/III clinical trials.
• Isis Pharmaceuticals and Biogen Idec with Antisense oligonucleotides in Phase II clinical trials.
• Pfizer with Quinazoline currently in Phase I clinical trials.
Unfortunately as we know, there are no guarantees that these products will be successful and
get to market. Over the last decade, 6 drugs being investigated for SMA failed. However, researchers learn from these failures and it means that future trial development is better informed.
The good news is that there is so much work going on and we look forward to hearing about the
progress of these potential therapies.
The chart below shows drug development as it stands for Spinal Muscular Atrophy. It has ben produced
by “Families for SMA” in the USA. For further information visit: www.fsma.org/Researh
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Save The Date!
Cross Border
Research & Information
Sharing Conference
A Joint Cross Border Research & Information Sharing Conference hosted by

Muscular Dystrophy Ireland and
Muscular Dystrophy Campaign of Northern Ireland
will take place on

Saturday 21st September 2013
at the City North Hotel
Gormanston, Co. Meath.
The purpose of this All Ireland Conference is to share research and information news and to develop closer links between both MDI and our Northern Ireland counterparts.
Planning for this unique event has just recently commenced and it is hoped to have keynote speakers in
the areas of research and information.
So why not keep this date free as this promises to be a significant event towards the end of the MDI calendar for 2013 and we hope that it will mark the beginning of new and exciting links and cross border initiatives between MDI and MDC Northern Ireland. More details will be sent out to members in due course.

Neuromuscular Clinic Appointments

D

ue to the on-going cuts and restructuring of all clinics within the Health Services Executive
(HSE), many of MDI members are finding it increasingly difficult to get appointments for the
various adult and children’s Neuromuscular Clinics (such as the Beaumont and Temple Street
clinics). Prof. Orla Hardiman (for example) is aware of the difficulties in Beaumont Hospital and
is working to resolve the issues relating to the Beaumont Clinics.

MDI would like to stress the importance of members keeping clinic appointments in order to avoid being
moved to the end of queues and therefore having to endure long waiting lists. If members are having difficulties in attending, or for some reason cannot attend any of a Neuromuscular Clinic, we would ask them
to either get in touch with their respective clinic directly or contact MDI’s Margaret Goode, Family Support
and Clinic Coordinator on 086 3834426 or email her at margaret@mdi.ie. Margaret can help to assist MDI
members in securing an appointment for a neuromuscular clinic in Dublin, but if members do not keep
such appointments, or advise of their non-attendance, this can seriously affect MDI in assisting with arranging future appointments for members. We would therefore encourage all MDI members to only cancel appointments in extreme emergencies only.
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YOGA Classes for people with Neuromuscular Conditions
By Redmond O'Hanlon

M

y name is Redmond O’Hanlon and over the
past 8 weeks I have been attending a Yoga
class organised by Muscular Dystrophy Ireland which takes place at MDI House in
Chapelizod, Dublin 20. The session’s lasts for ninety
minutes each Wednesday morning. The course has been
extended for a further 8 weeks and will run until early
August.
When I thought about Yoga in the past, I imagined being
seated or prostrated on the floor, doing incredible contortionist exercises like stretching one or both legs up behind my neck… I had visions of very challenging procedures for people in a state of total fitness! Little did I
realise that, in fact, yoga exercises can be carried out
most effectively on a daily basis by physically challenged
people, including wheelchair users such as myself.
In my experience, by far the worst enemy for people with
ataxia is facing down and successfully combating stress,
which is exactly what this form of Yoga sets out to do.
I was delighted to join this particular Yoga course, The
Instructor is Cormac Lennon of the Satyananda Yoga
Centre for Stress Management. Cormac is very affable
and charming, and immediately put us all in a state of
relaxation before we commenced our first class. He had
previously given a Yoga class to a friend of mine, who
highly recommended it. He has also been interviewed in
depth about his work by the Herald Newspaper.

arms out fully above my head. Instead, Cormac showed
me how to hold my forehead in my hands, and then extend my elbows outwards. In order to improve circulation in your upper arms, we were encouraged to slap
ourselves on the shoulders. Once again, I was unable
to reach far enough to complete this manoeuvre, so my
instructor kindly beat me up himself! After each ninety
minute session, there was coffee, tea and biscuits provided very kindly by Muscular Dystrophy Ireland.

“Overall, I found that Yoga is a
totally relaxing method of reducing stress, and even performing
these basic gentle exercises,
posed a challenge for me to stay
awake, so clearly, it works!”
Overall, I found that Yoga is a totally relaxing method of
reducing stress, and even performing these basic gentle
exercises, mainly involving the breathing techniques,
posed a challenge for me to stay awake, so clearly, it
works! I learned that the word ‘Yoga’ is nothing to be
afraid of, and in fact is very beneficial to all those who
have any form of neuromuscular condition.

The use of meditation is very useful for Yoga. All of the
students were encouraged to keep our eyes closed most
of the time. We were then easily able to visualise travelling slowly while breathing slowly throughout our bodies
A lot of emphasis was placed on learning to breathe
from our toes all the way to the tip of our heads. There
properly, and we were taught the various techniques rewas a total blissful ignorance of what the person beside
quired to inhale and exhale fully and slowly through the
nose. We were shown that the upper chest area is total- you was doing. There was a wonderful atmosphere in the
room and nobody had any complexes about making loud
ly different to the diaphragm, so we were trained to use
noises while exhaling. The whole experience was conduthe upper chest muscles, as opposed to the diaphragm,
cive to being your own person fully at every moment and
in a separate lesson.
there was never any feelings of being better than any
I learned that the head weighs over a stone and how im- other individual as everybody in the room had their own
health demons of varying degrees to face and practicing
portant it is to stretch and use the muscles of your neck
Yoga went a long way towards eliminating stress in our
and shoulders. You must practise turning your head,
everyday lives.
nodding from side to side, and up and down.
Other exercises included moving the arms, slapping the
I would urge Muscular Dystrophy Ireland members to
shoulders, and stretching your arms above your head,
while simultaneously concentrating on slow, deep breath- contact head office for information on this Yoga class on
(01) 6236414. I think everyone would find it helpful.
ing. It is very important to inhale and exhale fully at the
right time.
All participants in the Yoga class were given a CD free of
charge featuring our instructor, Cormac Lennon. It lasted
At all times, we were told that it was only necessary to
carry out the exercises which you yourself felt able to do, 38 minutes. I found it very useful to play it just after I hit
the sack. This is because the CD helps you relax and
so there was never any pressure to make yourself unsleep deeply afterwards. Initially, it was difficult to stay
comfortable, and no physical pain or distress was involved. For those of us who were struggling with a par- awake for all of the CD, but after using it frequently, one
can overcome this problem. If anyone is interested in
ticular movement, we were given alternative exercises
taking part in these classes in the future you can do so
which could achieve the same result. I myself suffer
by contacting MDI.
from rheumatoid arthritis so I am unable to stretch my
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On Wednesday 22nd May a Wellness Day was held in
the Clayton Hotel in Galway for members with neurological conditions and their carers. The day was organised
by organisations affiliated to the NAI, including MDI, MS
Society, Chronic Pain Ireland, Epilepsy Ireland, Rehab
Care, Acquired Brain Injury Ireland, and Parkinson’s
Association amongst others. The day coincided with the
European Month of the Brain. It was the first Wellness
day to be held in Galway and the event was funded by
Novartis. The day was designed to promote wellbeing.
The event was opened by Mayor Councillor Terry O’Flaherty who spoke strongly on the need for members to
lobby their politicians in response to better neurology
and disability services.
Andy McGovern who has been living with motor neuron
disease for over 30 years spoke emotively about how he
has coped living with his condition. He is an inspirational
speaker and has written two books on his experience.
The audience were enthralled by his speech. Members
then broke off into workshop groups including Neuroscience by researchers in NUI, Galway, Physiotherapy
Pacing and Cognitive function by Rehab Care.
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ments in the Neuroscience workshops; though none were brave
enough to give a sample of saliva
for research purposes (can’t say I
blame them!). I have great memories of MDI members, Jacinta
Hutton, Nicola Walsh and Fiona
Casey in the Laughter workshop
“Galway Bunny Races” where
soft toys inside workmen’s boots were raced using a
stick with string. The women were so competitive; Nicola
almost knocked herself out with the stick! Great sports,
ladies.
Feedback received from alternative practitioners there
on the day has been very positive. One comment states,
“Absolutely loved being involved yesterday with a great
day and so many people doing such valuable work”.
Another comment states, “Many people use natural therapies to support their way of managing stress, anxiety
and depression, and managing overall health. This commitment to bringing the concept of whole health into the
mainstream medical world is rare and should be lauded
and supported. This is pioneering work and I am deeply
inspired by it”.
Let’s hope we get a chance to do it again here in Galway. Many thanks to all who worked so hard to make it
a success and thanks again to all the members from all
the organisations who attended.
Lisa Fenwick
Family Support Worker
Muscular Dystrophy Ireland

After lunch members had a choice of going to a short
talk on the benefits of
yoga with Dave CunningMDI Members pictured at the Wellness Day
ham from the Yoga Shala
or a talk on alternative
medicine & cognition by
Dr Bhatti. Three more
workshops took place
after lunch including a
Laughter workshop, Music therapy and Stress
management.
There
were a number of alternative health practitioners available during the
day for members to find
out more about holistic
therapies.
Eight MDI members who
were on respite camp in
Clarenbridge went along
to the Wellness day
amongst another 3 MDI
members. Some of the
members had fun with
the interactive experi-
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Ministers Meet with MDI
Following a request made by Joe Mooney (CEO, MDI) to
An Taoiseach Mr Enda Kenny at the official opening of
MDI House earlier in the year, a meeting was held with
Frances Fitzgerald (Minister for Children and Youth Affairs) and Ms Kathleen Lynch (Minister for Disability,
Equality, Mental Health and Older People Disability) on
Tuesday 7th May.
In attendance from MDI were Joe Mooney (MDI, CEO),
Mairead Gallagher (Respite Coordinator-Maternity Cover), Elaine McDonnell (Chairperson, MDI & Parent of
member), Ann O Brien (Parent of member) and Patrick

Flannagan (Member). Discussed at the meeting was

• the lack of youth services in the south east and north
west regions

• the issue of the exemption of VRT and VAT on vehicles, and hence the rising cost of transport
• continued funding for the post of Human Resources &
Development Coordinator
• Mobility Allowance, Disability Allowance & Property
Tax concerns
• Personal Assistant requirements of members

Pictured at the Dail are (l-r): Ann O’Brien, Joe Mooney, Mairead Gallagher,
Elaine McDonnell and Patrick Flannagan.
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In Case of Emergency (ICE) Details
In case of emergency
(ICE) is a program that enables first responders,
such as emergency services (paramedics or An
Garda Síochána) or hospital personnel, to contact
the next of kin of the owner of a mobile phone to
obtain important medical
or support information (the
phone must be unlocked and working). The phone
entry (or entries) should supplement or complement
written (such as wallet, bracelet, or necklace) information or indicators. The programme was conceived
in the mid-2000s and it encourages people to enter
emergency contacts in their mobile phone address
book under the name "ICE". Alternatively, a person
can list multiple emergency contacts as "ICE1",
"ICE2", etc. The popularity of the program has
spread across Europe and Australia, and it has started to grow into North America.

Your ICE Contact should include
the follow information:
Important information which should
be included with your ICE Contacts
for first responders and hospital staff
to use in case of an emergency involving you:
+ A list of people to call -- can call directly from the app
+ Insurance information or medical
card details
+ Doctor names and numbers
+ Allergies
+ Medical Conditions (eg, Type of
muscular dystrophy)
+ Medications
+ Any special instructions or other
information you wish to provide.
(list specific problematic concerns
- e.g: do not give general anaesthetic)

It is also recommended however, that one
carries contact information and relevant medical information in writing inside one's wallet, and not rely on ICE contacts as a primary
means of identification.
Many smartphone models have dedicated ICE contact information
functionality either built into the OS or available as apps. Saving
duplicate phone numbers on a phone without dedicated ICE functionality may cause the ICE and regular contacts to be combined,
or cause the caller ID to fail for incoming calls from a close friend
or relative.

How to add an ICE contact to your mobile
phone
For a simple way to add ICE (In Case of Emergency) contacts to
your mobile phone, visit the App Store or Play Store on your iPhone or Android and search for “ICE In Case of Emergency Contacts” and you can download these apps for free. If you don’t
have a Smart phone, you can also add your ICE contacts to your
address book under “ICE.” For an example on how to add an ICE contact to your address book,
visit his link: http://www.wikihow.com/Add-ICE-to-Your-Cell-Phone
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Simon’s “Airsoft” Badge of Honnor
Earlier this year MDI member Simon Jameson travelled to the UK to participate in an Airsoft
adventure weekend after which he was awarded with a highly sought after badge of honour.
Simon has been a huge enthusiast and full on participant in this adventure sport for many years
and upon his return he posted the following article on his Facebook page. I have always been
a believer of living life to the full, regardless of one’s disability and after reading Simon’s article I
was really impressed with how he had demonstrated that with the right attitudes and supports
available, anyone can turn disability into ability. I’ve been campaigning for similar all my life
and Simon’s words just prove that disability shouldn’t matter. Because of its extremely positive
nature in promoting access for all, I asked Simon if I could include his Facebook post in our
next newsletter as I thought would inspire and help encourage fellow members to live life to the
full and he kindly agreed. Thanks Simon!

Simon’s Facebook Post
I’m quite proud to have
received this badge, its
meaning to me, marks
change, I’ve earned this
for going to the UK to a
military training city for
an airsoft weekend. This
has been a goal of mine
for some years now. I
wanted the chance to
prove to myself and to
others that I could fight as good as any able bodied
person.
For years I was denied access to these grounds by
various organisations, many people told me for
years, it was too dangerous for me and that I would
be a safety risk to myself and others, that I would be
a burden and spoil the fun for others and something's are not for everyone. But I was lucky to come
across a lady, who saw this was not right and convinced the higher ranks to give me my chance, and
so of to the UK I went and I fought hard.
I'm extremely proud to say that I have proven to
these people that they were so wrong and so ignorant. Mark my words, my name is Simon Jameson I

have
Duchenne Muscular Dystrophy,
this
makes
me
the weakest
of the weak.
But with the
right tools I
have
become
the
strongest of
the strong.
Hear me when I say this...nobody and I mean NOBODY has the right to decide your faith, your limits,
your desires, you and you alone are your own master. Never let anyone tell you, you're not able or
you’re not good enough.
This is a message to everyone connected to this
sport, no matter how extreme. AIRSOFT IS FOR
EVERYONE OR NO ONE.....and I will stand by this
on my Island!
Simon Jameson
(also known as: “TANK 2.0”).

About Aersoft
Aersoft is a sport or recreational activity in
which participants eliminate opponents by
hitting each other with spherical nonmetallic pellets launched via replica firearms. Gameplay varies in style and composition but often range from short-term skirmishes, organized scenarios, field, military
simulations, or historical re-enactments.
Combat situations on the battlefield often
involve the use of common military tactics
to achieve objectives set in each game. Participants typically emulate the tactical
equipment and accessories used by modern
military and police organisations.
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Mobility Equipment
Hire Direct
The Mobility Equipment Direct enables you to hire mobility equipment you require for delivery to your holiday
destination in the UK or abroad. You can book and pay
online on the secure company website for guaranteed
delivery to your hotel, apartment or villa on the date that
you need it. Equipment will be at the your chosen accommodation for arrival.
Mobility Equipment Hire Direct provides wheelchairs,
hoists, mobility scooters, commodes, bath lifts, shower
chairs, walkers, standing electric hoists, profiling beds,
standing aids and more.

Destinations covered: Caribbean, Cyprus, Disneyland Egypt, Florida, France, Fuerteventura, Gran Canaria, Greece, Ibiza, Israel, Italy, Lanzarote, Majorca, Malta, Paris, Portugal, Spain, Tenerife, Turkey, USA and
many more destinations.

What do we offer:
Mobility Equipment Hire Direct aims to take the stress
out of sourcing mobility equipment for a holiday, trip, a
short stay away from home or an event you may be attending.

Features of the service:
Whichever country you're going to … For more information phone: 0800 644 6062 or email or visit
www.mobilityequipmenthiredirect.com
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The 2013 MDI Benefit
Greyhound Race Night
will take place this year in

Shelbourne Park
Greyhound Stadium
Dublin
on

Saturday 19th October
Tickets will be €10 per person and
will include entry for the national
draw.
All support on the night would be
greatly appreciated and money
raised will be used to fund
MDI Respite Support Services.
We hope you can make it.

Make me an offer for MDI!
Hi. My name is Diane O'Donohoe and I've
been a member of Muscular Dystrophy
Ireland since 2007. I started painting after
my diagnosis.
I would like to raise funds for MDI and I
have decided to auction one of my paintings, so why not "Make me an offer" on
this painting of Ardgillan Castle. Closing
date for "Make me an offer" is 7th July
2013. Fund will go directly to MDI.
To place your bid visit www.mdi.ie or text
it to 086 4003623. Thank you for your
support.
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Recent Fundraising Activities
Lough Derg Cycle Raises over
€1,500 for MDI

Muscular Dystrophy Ireland (MDI) would like to
thank all the participants in the 6th MDI Lough
Derg Cycle Challenge in Co Clare which took
place on Saturday the 27th April . The event
raised the tremendous amount of €1,551 which
will help fund MDI Respite Support Services.

MDI would also like to thank the following
sponsors: Glaxo Smith Kline for donating the
Lucozade, Dunne Stores and Tesco for sponsoring food. Thank you again to everyone who
participated and helped out at this event. Your
on-going support is much appreciated.

Trim Golf Classic for MDI
A Golf Classic will take place in Trim Golf Club, Co Meath on Saturday 14th
September with all proceeds going to Muscular Dystrophy Ireland.
To submit a team, or for further information please contact Niall Winters at
086 1003307or Amy Bramley at (01) 6236414
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Ladies Mini Marathon
Thank you to everyone who ran in the Ladies Mini Marathon for MDI. Pictured below are some
of the participants prior to the event and afterwards with some members at a reception hosted
by MDI at Café En Sein on Dawson Street. We would ask all participants to return their sponsorship cards and funds raised as soon as possible (if you haven’t done so already). Many
thanks for your continued support.
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Ireland Bike Fest Raises
over €13,400 for MDI
Since 2006, The Gleneagle Hotel
in Killarney, Co Kerry have been
supporting Muscular Dystrophy
Ireland with our awareness and
fundraising activities. Each year
they have organised for a Harley
Davidson Motorbike to be raffled
at their annual "Ireland Bike Fest"
in Killarney.
The 2013 Bike Fest, took place

from the 31st May to the 2nd
June and raised €13,490 for MDI.
MDI would like to thank the staff
and management of the Gleneagle Hotel in Killarney for once
again organising, hosting and
sponsoring this
fantastic event.

Thanks also to everyone who
sold and bought tickets and
helped to raise this huge amount
of money for Muscular Dystrophy
Ireland.

Harley Davidson Raffle

Draw Results
The draw for the Harley Davidson Motorbike
took place on Sunday 2nd June 2013 and the
results were:
1st Prize:
Winner:
2nd Prize:
Winner:
3rd Prize:
Winner:

Harley Davidson Motorbike
Cian Cronin from
Thurles, Co Tipperary
Two nights for 2 at the
Brehon Hotel, Killarney
Fiona Carroll from
Killarney, Co Kerry
Leather Jacket
Margaret Roche from
Clonmel, Co Tipperary

Many thanks to our friends at DUBCO Credit Union
for the very generous and substantial donation of
€1000. This money will be used to fund respite support services MDI provide to 646 members nationwide. Many thanks again to DUBCO for their continued support.
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“Thank You” to Scoil an Spioraid Naoimh,
Roxboro, Co. Limerick

In November 2012, Brid Murray (MDI member from Limerick) sent us in a note about her son Darragh who had
recently started secondary school and she wished to
thank Darragh’s former primary school for all their support over the years. Unfortunately, the newsletter had
already gone to print when we had received this article
and then I omitted to include this in the last issue. Apologies for forgetting this Brid, but as they say, “better late
than never.”

Before he left Scoil an Spioraid
Naoimh, Darragh’s family decided that they would like to make a
presentation to the school to
thank them for all the years of
raising awareness and funds for
MDI through incredible chocolate
sales each February! The school
raised nearly €6,000 for MDI
through the sale of chocolates
(and some candles) over this
period. This was due to the
amazing support received from
the pupils, staff and the parents. A presentation of a glass
plaque was made to the school
and was received by the Principal, Mr. Donat Leahy. MDI also
presented smaller glass pieces
to the school secretary Geraldine
Kelly and the school caretaker
Denis Ryan. Brid said that she couldn’t have done it
without them – they were instrumental in the whole process, as was Darragh’s SNA Geraldine Walsh. They
were all fantastic, says Brid. She also thanked Josephine O’Grady and Steph Apsel of MDI locally and Amy
Bramley (MDI’s PR/Fundraising Coordinator) who assisted her in getting more chocolates when the school ran
out, which often happened. It’s a great team effort all
round, concluded Brid.

Brid wanted to thank the staff and pupils from Scoil an
Spioraid Naoimh, Roxboro, Co. Limerick (where Darragh
attended primary school) for all their support to both her
and Darragh over the years and for their generosity in
supporting MDI’s chocolate sales throughout this period.

On behalf of Muscular Dystrophy Ireland, we would like
to take this opportunity to thank Brid, Daragh, the staff
and pupils of Scoil an Spioraid Naoimh, Roxboro, Co.
Limerick for all their support over the years. It is very
much appreciated.

Darragh and fellow pupils from Scoil an Spioraid Naoimh

Muscular Dystrophy Ireland is one of the
508 charities that have signed up to be
part of the "The One Percent Difference"
Campaign.

This is a new way of giving that
enables everyone to give.
The idea is simple; we all give the same one percent. Check out the new TV advert campaign that was launched on 19th
June in Dublin and will be on TV and national radio for the foreseeable future.
Visit http://bit.ly/11y13py to view the advert online.
Also visit http://www.onepercentdifference.ie and Tweet #1DIFF
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Thank You

MDI would like to thank these young students who gave
up their time to help MDI and Aisling Murphy (MDI member) to raise funds for the MDI Awareness Day in February 2013 in Dundalk Co Louth.
Photo Details: Top left: Transition Year Students at St Marys
College Dundalk who sold chocolates on the streets of Dundalk
on
the 7th February and raised €900
Top right: Zoe Reid, Clodagh Shine and Aoife Purton at St Oliver
Plunkett National School Blackrock Co Louth who sold chocolates in the school on Tuesday, Wednesday the 12th &
13th February 2013
Bottom right: Katie Murphy and Lara Lucchesi sold chocolates on Saturday the 10th February 2013 outside the
“Centre” in Blackrock, Co Louth along with Emma Jane Reid and Clodagh McCabe

Donation
from
Donegal
Association
Dublin

Thank you to the Donegal Association in Dublin who recently
handed over a cheque for €1,200 to the Muscular Dystrophy
Ireland (MDI). The money was raised at the Donegal Person
of the Year event. Your support is much appreciated.
Pictured at the cheque presentation were (from right to left):
Martin McGettigan (President, Donegal Association), Sorcha Ní
Dhomhnaill (chairperson), Joe T Mooney, CEO of MDI, Aisling
(Joe’s wife) and Peter Coyle, formerly a Fingal County Councillor.
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Photos from May MDI Respite Camp, Galway

On camp in Galway were MDI Members Des Mooney & PA
Adrian Grogan ( top left) and Jacinta Hutton (right) pictured
trying out some bird handling at an Eagle and Hawk Show,
which was one of the many camp activities enjoyed by all.

MDI Awareness Product Competition
As you are aware Muscular Dystrophy Ireland
have been running National Awareness and Fundraising Campaigns for over thirty years now. The
sale of chocolates and candles has featured as one
of the main activities in recent years. Over the last
twelve years this initiative has proved to be a great
source for raising both funds and awareness for
muscular dystrophy. However, we are now hoping
to develop a new commodity, product and/or idea
to help revitalise this campaign and give it a new
lease of life.
We are inviting members and friends of MDI to put
their creative and thinking caps on and to come up
with a unique and new product and/or initiative
which MDI could use as the main feature for future
National Awareness Campaigns. We are looking
for a practical, unique and a viable product or idea
which would become a recognised symbol or ser-

vice for future MDI National Awareness and Fundraising Campaigns.
We are offering a brand new, top of the range
smart phone to the person whose product or idea is
considered by the MDI Executive Committee to be
the most practical suggestion and proves to be a
viable and workable idea. Simply put, we are looking for something which is not too expensive to
mass produce, which people will buy, and that
would help to raise funds and awareness for Muscular Dystrophy Ireland. If your idea is chosen, you
win the phone! So, get your thinking caps on and
send in your submissions or ideas to:

MDI Awareness Competition
MDI, 75 Lucan Road, Chapelizod, Dublin 20
Closing date for entries: 30th August 2013

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and details of some upcoming events.
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Below: MDI Member Elaine McDonagh (aged 6)
pictured with PA Ciara Hennessy at an MDI
craft day held in the Cork Office, where young
members made cards, jewellery holders, jewellery and decorated cup-cakes. And 11 year
old Jenifer O'Connor (left) with PA Elaine Murphy at the same event.

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

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

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

