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Richard Lodge (CEO, MDI) and Hubert McCormack
(Administrator, MDI) pictured at a photo shoot to
promote the MDI National Draw to win a Harley
Davidson motorbike. More details on page 12.
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An Update from the CEO
Mr. Richard Lodge
Hello everybody and welcome to the latest edition of
the MDI Newsletter, now the second while I have
been with MDI.
It’s been a busy few months for me while I get to understand how the organization works and I have
started getting out to meet some of the members.
In the middle of May, MDI held its AGM and combined the business of the AGM with a very interesting
and varied programme. We also launched the MDI
2016 Annual Report, which I would recommend to
you. At the end of this session I gave a brief presentation on my initial impressions and what I see as the
priorities going forward. I am happy to briefly share
some of this with you here.
MDI has been through a very turbulent time over the
past 18 months and Joe’s passing left a huge void. I
am very conscious that I am now, effectively, the fifth
CEO in a little over 18 months. The entire organisation has been through a period of huge uncertainty at
a time the whole Charity sector has also gone
through a very turbulent time. But MDI is still here
and continues to work very effectively.
The potentially destructive impact of what MDI has
been through could have ended MDI as you know it,
but it didn’t. I believe the membership owes a huge
debt of gratitude to your Executive and Council for
weathering that storm and in particular to your Chair.
There was a problem, your Executive dealt with it,
positively and decisively.

First impressions
• MDI is a successful organisation
• It is financially sound and built on a sound

basis
• It has significant fundraising potential
• It has an increasing membership
• It is well on the way to being compliant with

new regulations
• It delivers a very good high quality service
• There are some issues which need addressing.

Priorities for 2017
• Ensure adequate resources and training for
•
•
•
•
•
•
•

staff
Replace Transport Fleet
Establish a Muscular Dystrophy Registry
Lay the foundations for a Youth Forum
Improve communications
Increase fundraising
Carry out the Governance Review
Complete the five year Strategic Plan involving
a staff survey and a member’s survey.

The full presentation will provide context for the
above priorities.
I will continue to meet with as many of you as
possible and look forward to working with you on
the Five Year Strategic Plan.
We will arrange to have the Annual Report 2016,
The Directors Report 2016 and my presentation
put up on the MDI Website, www.mdi.ie
Thank you
Richard
Richard Lodge
Chief Executive Officer
Muscular Dystrophy Ireland,
75 Lucan Road, Chapelizod,
Dublin, D20 DR77
Telephone: (01) 6236414 / 6236415
Fax: (01) 6208663
Mobile: 086 1779166
Website: www.mdi.ie
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Encouraging Times for
Neuromuscular Research
Research into neuromuscular conditions is moving at a
pace never seen before. There are a range of potential
treatments at varying stages of development and researchers are working towards finding many combinations of potential therapies.
The following is a review of just some of the research
currently taking place into various neuromuscular conditions.

Duchenne Muscular Dystrophy and Becker
Muscular Dystrophy
Muscular Dystrophy Ireland are continuing to lobby and
campaign for access to Translarna for the small number
of boys in Ireland with nonsense mutation DMD. This
has included meetings with politicians, the HSE and
other umbrella groups and contact with the media and
the families directly involved. In January 2017, the HSE
informed PTC therapeutics that they were not minded to
reimburse for the drug and gave the company 28 days
to respond with further information. MDI are awaiting a
response from the HSE Drugs Committee for a final decision.
The need to find a range of treatment options has become apparent in the vast range of pipeline drugs in development at present.
Exon skipping is a treatment designed to ‘skip’ exon 53
of the dystrophin gene to permit production of a shortened, partially functional form of dystrophin protein. One
such project is the SkipNMD project which is an international project with involvement from industry, academics
and patient organisations. It was originally funded by a
European Union (EU) grant that allowed the completion
of the first phase of Sarepta’s phase I/II clinical trial
called ‘4053-101’. This EU grant ended in April 2016,
after which Sarepta Therapeutics stepped in to fund and
conduct an extension phase to the trial. The extension
phase will continue until October 2019.
The aim of the SKIP-NMD project is to develop a potential treatment for Duchenne muscular dystrophy by designing and testing a novel investigational drug developed by Sarepta Therapeutics to restore dystrophin
production in people living with Duchenne who are
amenable to exon 53 skipping.
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Utrophin Modulation Utrophin is a protein similar to
dystrophin. It is present in everyone – including individuals with Duchenne muscular dystrophy – but at very low
levels. Scientists have shown that increasing the level of
utrophin protein can compensate for the loss of dystrophin in a mouse model of Duchenne muscular dystrophy. Summit Therapeutics have announced that they
are likely to finish recruitment for its PhaseOut DMD in
the second quarter of 2017.
PhaseOut DMD is a phase 2 trial testing the safety and
effectiveness of Summit’s lead utrophin modulator,
ezutromid, in boys with Duchenne muscular dystrophy.
Initial results from this trial are expected during the first
quarter of 2018.
A potential treatment that is further away is the concept of genome editing. Exonics Therapeutics is focussed on developing CRISPR/Cas9 technology, which
uses particular ‘molecular scissors’ to cut out and correct
the faulty part of the dystrophin gene. This approach
could potentially benefit up to 80 percent of people with
Duchenne muscular dystrophy. It has previously been
demonstrated that this approach works in mouse models
with Duchenne muscular dystrophy by increasing the
amount of dystrophin protein in the heart and muscles of
the mice, leading to an improvement in muscle function.
Although the results are encouraging, the overall safety
of the technique needs to be improved before it can be
tested in people.
Genome editing, is not to be confused with Gene
therapy, which is the Treatment of a disease by introducing a new gene into a cell. The technique of gene
therapy often uses a virus to transfer the new gene.
Sarepta Therapeutics, previously involved in exon skipping technology are embarking on two new gene therapy projects The first is micro dystrophin gene therapy,
which aims to increase the amount of dystrophin protein
in people with Duchenne muscular dystrophy by introducing a smaller version of the dystrophin gene. The
second study is developing Galgt2 gene therapy. According to previous research in animal models, the
Galgt2 gene can increase the production of proteins that
are functionally similar to dystrophin. These proteins
could compensate for the lack of dystrophin in people
with Duchenne muscular dystrophy.
Other treatment options for DMD include the treatment
of symptoms. For example, researchers have found that
it could be beneficial for people with Duchenne and
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Becker muscular dystrophy to be treated with ACE inhibitors before heart weakness is detected.
ACE inhibitors are drugs that widen the blood vessels,
making it easier for the heart to pump blood around the
body. The findings suggest that the progression of heart
fibrosis (scarring) was much slower in participants who
received ACE inhibitor therapy compared to those who
did not.
Respiratory function is also an important factor for boys
and men with DMD the drug Raxone (idebenone) from
Santhera has been shown to help to preserve respiratory function. Santhera have recently submitted an application to the European Medicines Agency for approval,
but the licence will only be granted for those not taking
steroids.

Spinal Muscular Atrophy
On 21st April, the Committee for Medicinal Products for
Human Use (CHMP) announced that it has recommended Biogen be granted a license for nusinersen as a
treatment for SMA. Spinraza is the brand name for the
drug, nusinersen. This approval is for a broad licence,
meaning that Spinraza will used for children and adults
with SMA types 1-3.
The European Commission will now review the CHMP’s
recommendation. This process will take about 3 months.
If and when the European Commission grants Biogen a
license, it will be up to the HSE to decide whether to
fund the drug in Ireland.
Children with SMA type 1 have been eligible to receive
the drug on compassionate use through an expanded
access programme.
Following on from the approval of Nusinersen, AveXis
has released results from its phase 1 trial testing gene
therapy in 15 children with SMA type 1. The results are
very promising with all participants reached 13.6 months
of age ‘event-free’, meaning none required permanent
ventilation and there were no deaths. The gene therapy
was found to be safe and well tolerated. It also improved
participants’ motor function, with the majority reaching
milestones that would not normally be achieved by children with SMA type 1, for example sitting unassisted.
Two participants are even able to walk independently.
Avexis has plans for a European trial later in 2017.

Limb Girdle Muscular Dystrophy
Resolaris, a drug for the treatment of all types of LGMD
has been granted Orphan Drug Designation by EMA.
This status will speed up its development and hopefully
help get it to patients quicker.
Resolaris is a protein that aims to reduce inflammation
by altering the body’s immune response.
aTyr Pharma recently reported the results of its phase I/
II trial testing Resolaris in people with LGMD 2B. The
drug was found to be safe and also improved the muscle function of seven out of nine participants after 14
weeks of treatment.

Myasthenia Gravis
A similar naming drug Solaris, is also in development for
a rare form of Myasthenia Gravis. Alexion Pharmaceuticals has applied to the EMA for a licence to market eculizumab (Soliris) as a treatment for refractory generalised myasthenia gravis. A rare form of the condition, that
does not respond to conventional immunosuppressive
therapy.

Facioscapulohumeral (FSH) MD
Eculizamab is an antibody that blocks part of the body’s
immune response. It was tested in people with refractory
generalised myasthenia gravis as part of a phase 3
study called REGAIN. Some clinical improvements were
reported, but the results of this study were not statistically significant. Alexion then extended the study for another three years, to confirm if eculizamab is effective in the
long-term. The EMA has started its review of this treatment. Eculizamab may also have potential to treat people with FSHD.
Research into FSHD has come up with another drug
called apabetalone. This drug is able to switch off the
DUX4 gene. which is inappropriately switched on in people with FSHD and produces DUX4 protein in their muscles. Switching off the DUX4 gene stops DUX4 protein
being produced and could potentially reduce inflammation and muscle wasting. The testing of apabetalone is
in relatively early stages.

Inclusion Body Myositis (IBM)
Promising results from a phase 1 trial for sporadic inclusion body myositis (IBM) have also been published. The
trial tested the safety of a follistatin gene therapy.
Follistatin is a protein that occurs naturally which blocks
myostatin, another protein that limits muscle growth and
stops our muscles from becoming too big. Blocking myostatin allows the muscles grow and become stronger,
which could potentially be beneficial for people with
muscle-wasting conditions such as IBM.

Charcot Marie Tooth CMT)
Acceleron Pharmceuticals has also recently announced
plans for a phase 2 trial testing ACE-083 in people with
Charcot Marie Tooth disease (CMT). ACE-083 works by
binding and blocking the activity of a group of proteins
that negatively regulate muscle growth. Blocking these
proteins could increase muscle mass and improve muscle strength.
As mentioned, research into neuromuscular conditions
is moving towards exciting times, with more drugs in
development than ever before. There are more treatments that have not been touched on in this article.
However, it is important to be aware that treatment development is a long and extensive process. There are
many challenges involved in taking a treatment for the
laboratory and translating it into a medicine that people
can use and that is reimbursed by the Health Service.
We at MDI have seen the difficulties in trying to get access to treatment such as Translarna, a challenge that
we are still yet to overcome in Ireland.
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Update from the Government about when
Medical Cards will be issued to all children in
receipt of the Domiciliary Care Allowance.
In the last issue of our newsletter, we reported about the Minister for Health Simon Harris’s announcement to make medical
cards available for all children in receipt of the Domiciliary Care
Allowance. Well, there has been further progress on this matter
- the Government has announced that the Bill to provide children with disabilities with medical cards has been published.
The final step in the process is getting the legislation passed by
members of the Oireachtas.
When making the announcement, the Minister for Health Simon Harris said he looks forward to working with all sides of
the Oireachtas “to pass this legislation as quickly as possible”.
Meanwhile, Minister for State with Responsibility for Disability
Finian McGrath said: “This is a good day and I particularly want
to acknowledge and thank all the people with disabilities, their
parents and families, voluntary groups and organisations who
have campaigned on this issue over many years. This is your
day.”
The latest figures show that the initiative will benefit nearly
9,800 children who are not currently eligible for a medical card.

How the new DCA
medical card will
work:
For a child in receipt of DCA but
who currently does not have a medical
card, the parent or guardian will register
for the scheme either online or through
a paper-based form.

•

For a child who is currently eligible
for a medical card (under discretion or
otherwise) and is confirmed to be in
receipt of DCA, the HSE will automatically issue them a medical card.

•
According to the Department of Health’s announcement, the
HSE has been working to produce both a paper-based and an
online registration system which is going live on 1st May,
with parents being able to use their new medical cards
from 1st June 2017.

For a child who is currently eligible
for a GP Visit Card (under discretion or
otherwise), this card will automatically
be upgraded to a full medical card.

•
The Department of Health advise for parents is to please register as soon as possible after the online registration system
goes live on 1st May.

For more information contact Clair Kelly on (01) 6236414 or email info@mdi.ie

MDI 2016 Annual Report and
Directors Report 2016
The 2016 MD Annual Report and Directors Report which were presented at the MDI Annual General Meeting on 13th May can now be
download from the MDI website at the address below:
www.mdi.ie/mdi-annual-reports-and-audited-accounts.html
If you would like a hard copy posted out to you please contact MDI
Head Office on (01) 6236414 or email info@mdi.ie
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MDI AGM 2017
On Saturday the 13th of May,
MDI’s Annual General Meeting
took place in the Gibson Hotel,
Dublin. There were over 60 people in attendance on the day,
with the business of the AGM
starting at 11am.
The main business of the AGM
was to present and approve the
Director’s Report and to present
and approve the financial accounts for 2016. Ray Hunt was
re-elected as External Auditor
for MDI. A motion was discussed and passed to review the governance structure of MDI. MDI CEO, Richard Lodge, then thanked our outgoing chairperson,
Mr Garry Toner for his three years of service to MDI.
The voting for the officers and members of the MDI National Executive was
overseen and verified by the External Auditor.
The new appointments for the MDI National Executive and the MDI National
Council are in the table on the opposite page.
Following the AGM, a superb lunch was served in the Coda Restaurant made
famous for the filming of RTE’s First Dates.
The busy afternoon programme began with two simultaneous workshops.
Dr Jennifer Wilson O’Raghallaigh, Principal Psychologist in Beaumont Hospital
presented a workshop on self-care and self-management and coping. Jennifer
gave an overview of the impact of stress and depression on people coping with
a muscular dystrophy, before teaching members some relaxation techniques.
In the second workshop, Norvil McClurg and James Gardner explored the topic
of independent living solutions. Norvil’s son, who had Duchenne Muscular Dystrophy, set up the company Care Management Services, of which he was CEO
and employed Norvil. Along with James, a young man living with DMD, Norvil
conducted a workshop on independent living. The workshop was interactive
and very well attended and very well received.
After the two workshops, attendees came together again for a talk from Noelle
Daly, the Co-founder of Mobility Mojo, a new venture, which has been likened
to trip advisor for accessibility. Noelle gave us a great review of the website and
how it works. The website allows people with disabilities to rate hotels, restaurants, pubs and tourist attractions for accessibility and also to find accessible
locations nearby. Member’s concluded that it will be a very useful and interesting resource.
Keeping with the theme of technology, Dr Etain Quigley from the ARCH centre
for connected health in UCD gave us an overview of connected health. Dr
Quigley highlighted a number of ways in which connected and e-health could
be used to improve care to patients and enhance independent living. This included a review of existing ‘wearable technology’ and a glimpse into the future.
The final address was given by our CEO Richard Lodge, who shared with us
his first impressions of MDI, his vision for MDI over the next 12 months and how
we will address the challenges ahead.
Richard thanked all of the speakers and the staff for organising the day. Feedback from all members was very positive, a great day was had by all and we
are already looking forward to next year.
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Review of Governance
At the AGM there was a motion proposed by the Chairperson and passed by
the members to carry out a review of the Governance structure of MDI.
Governance means the way in which the organization manages itself and the
ways in which it demonstrates and assures compliance and accountability
throughout the organisation.
We need to bring the governance structure of MDI in line with best practice
and ensure compliance with:
• The commencement of the Companies Act 2014
• The commencement of the Charities Act 2009
• The Code of best Practice for Good Governance of Community, Voluntary and Charitable Organisations in Ireland (The CVC Code)
• The Charity Regulators standards
This will involve reviewing the Memorandum & Articles. This is the legal document that describes the way MDI is managed and run.
MDI is a member lead organization and there are no plans to alter this. The
proposal involves creating a single legally accountable body (probably called
the ‘Board of MDI’) which incorporates the existing Branches. As part of this
We need to review the role and status of the branches as the branches are
key to the future of MDI and the link with the membership.
Compliance with the CVC Code is mandatory and we can’t change the law,
but, we can work to find a way to ensure we make it as easy as possible for
the Branches to continue to operate and be compliant. We can also work together to ensure that funding raised in a given location for a specific purpose
is ring fenced for that purpose and we can ensure that the Branches are the
way forward.
The review also provides us with the opportunity to address any other issues
or anomalies. For instance;
• Should people be allowed to be members of MDI and hold officer positions who don’t actually have the condition themselves or have an immediate family member with the condition?
• Should members who are not at the AGM in person be allowed to vote
for MDI officers?
• When should the membership fee be set and be paid by?
• Should there be a Youth Representative on the MDI Board?
The review will be carried out with full input from the National Council and recommendations for revised Memorandum & Articles will be sent out to all members for consideration prior to a Special General Meeting which is provisionally
planned for early September.
We will arrange to have the current Memorandum and Articles put up on the
on the MDI Website, www.mdi.ie.
Please forward any suggestions for amendments to ceo@mdi.ie or to
info@mdi.ie and we will ensure they are confidentially included in the review.

MDI Executive & National Council Members 2017
Chairperson: Elaine McDonnell
Vice-Chairperson: Grace Greene

Secretary: Hazel Bridcut
Treasurer: Ephraim Purcell

Board Members: Maureen Brennan, John Roche, Garry Toner
Council Members: Breda Brennan, Deirdre Dooley, Derek Farrell,
Eileen Mayse and Robert Vaughan.
Branch Chairpersons are also members of the National Council.
Terry Dullaghan (North East), Madeline O'Neill (Midlands), Linda McDonald
(South East), Sharon Roulston (North West) and Oliver McHale (West).
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Recent Local Fundraising Events / Acknowledgments

Race Around Ireland Participants
Raise Over €4,500.00 for MDI

Pictured here with Jimmy Murray (left) and
Hubert McCormack (seated) from MDI are
members of Over The Hill Cycling Club in
Cork, Pat O'Callaghan (also MDI Driver),
Declan Brady and Sean O'Flynn who
along with other members of the club,
raised over €4,500 for MDI in the Race
Around Ireland event last August. The
cheque presentation took place on 5th
March in the Silver Springs Hotel in Cork.
Thanks to everyone concerned for all your
support and well done on a great achievement. Your fundraising efforts and energy is much very appreciated by all
at MDI.

Race Night Fundraiser Raises €4,100
for Muscular Dystrophy Ireland and Brú Columbanus
On Saturday 4th March last a Race
Night took place at the Clayton Silver
Springs Hotel, Cork, with all proceeds raised being divided between
Muscular Dystrophy Ireland and Brú
Columbanus. The event was organised by MDI member Catherine
Twomey from Cork. The event
proved to be a great success and
raised a total of €4,100.00 which,
when shared means that €2,050.00
was raised for MDI.
Congratulations on a fabulous
achievement Catherine and on a job
well done. Thanks a million to you
and all your fellow organisers for
hosting a great night and for making
myself and Jimmy (Murray) from MDI
head office in Dublin so welcome.
We had a great night and will be
back!!
Hubert McCormack
Administrator - MDI

Ciara Aherne, Hubert McCormack, Catherine Twomey
and Jimmy Murray pictured at the Race Night in Cork.
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Bake Sale Raises over €1,400 for MDI

On the 1st March last, the students and teachers from Comeragh College, Carrick-on-Suir, Co. Tipperary presented
a cheque for over €1,400 to Marie Kealy (MDI Family Support Worker for the South East Region), the proceeds from
a “Bake Sale” which they organised to raise funds for Muscular Dystrophy Ireland. Marie, pictured above (centre
right) accepting the cheque on behalf of MDI, also gave a presentation on the day to the students and teachers about
the work of MDI and the services which we provide. On behalf of MDI, we would like to take this opportunity in
thanking everyone concerned in their work and support in helping to raise such a fabulous amount of money for Muscular Dystrophy Ireland. Your support is very much appreciated by all at MDI.

5k Fun Run in Co Louth
Raises €3,390 for MDI

Thank you to MDI member Sharon Baldwin from Monaghan who sent
us in this photo of a cheque presentation to MDI in March of €3,390
which was the proceeds raised from a 5K Family Fun Run in Co Louth,
that she and fellow members and friends from the North East Region
helped to organise. All funds raised from this event will be used to
fund respite and support services for members living in the north east.
In the picture from left to right are: Jude McGuinness, Patrick Cummiskey, Yvonne Fox, Sharon Baldwin, Kurt Baldwin & James Murphy. Congrats and well done again from all at MDI. Your ongoing
fundraising efforts and support is very much appreciated by all at MDI.

A unique event which we believe was Ireland’s First Traditional Music 5km & 10km
Trad Festival & Fun Run took place on Saturday 23rd April last in Ashbourne, Co
Meath. This event, organised by MDI
member Sean Smith from Ashbourne
helped to raise funds for Muscular Dystrophy Ireland for research into Fascioscapulohumeral Muscular Dystrophy
(FSHMD). The 5km and 10km road races
took place on Sunday April 23rd and incorporated musical performances at points
along the route by many traditional and folk
musicians. At the start of Trad Dash at the
Ashbourne GAA grounds and leading out
the participants was TD Regina Doherty
and the Ashbourne Historical Society. An
excellent day was had by all with over 250
people taking part and excellent traditional
Irish music played throughout the day to
entertain the racers. Well done to Sean
Smith and all the organizers on such a
unique and fabulous event and helping to
raise funds and awareness for Muscular
Dystrophy Ireland.
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St Patrick’s Day Parade, Blessington
Raises €3,000 for MDI
On 17th March last, MDI was invited to participate in the St Patricks Day Parade in Blessington as part of a fundraising initiative to
raise funds for two charities, K.A.R.E. (a local charity which provides day services for adults with intellectual disabilities ) and Muscular Dystrophy Ireland. The fundraising elements to this event
involved supermarket bag packs leading up to St Patrick’s Day and
a bucket collection on the day of this parade. Amy Bramley, Fundraising/PR Coordinator with MDI, drove one of the MDI busses at
the parade and some members attended, despite the bad weather.
On Friday 7thApril last, the proceeds
from this initiative were presented to
MDI at an appreciation event held in
Blessington for all those involved in
the parade. MDI received the tremendous amount of €3000 on the night.
Thanks to Eoin Robbins, MDI Youth
Respite Worker, who attended the appreciation night and invited a member
of MDI (Kevin Gannon from Dublin) to
accept the cheque on our behalf. It is
always very powerful when members
get involved in activities relating to
fundraising and attending events like
this, when and where possible, so thanks a million for this Kevin.
MDI would also like to thank all from the Blessington St Patrick’s Day Parade Organising Committee for
their hard work and efforts in organising this event. The parade was the first in Blessington and was well
supported, with lots of fun entertainment and music afterwards. MDI’s presence in the parade , with one of
our busses as a float and the bucket collection, proved to be a great fundraising and awareness exercise,
so thanks again to all concerned for a great day and much appreciated.
Kevin Gannon (centre) pictured here with members from
the St Patrick’s Day Parade Organising Committee
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St Patrick’s Night Charity Whist
Drive Raises €783 for MDI
On St Patrick’s Night, Friday 17th
March 2017, Granard Community
Centre in Longford hosted a Charity
Whist Drive to raise funds for Muscular Dystrophy Ireland (MDI). This
was the second time in as many
years in which Granard Community
Centre held a Whist Drive for MDI.
The event was organised at the request of my Auntie Anne, (101 year
old Anne Byrne) from Ardagh, Co
Longford who is a regular whist card player and
who requested that all funds raised from this
event to go towards support services for adults
with muscular dystrophy because of my connection with the organisation. As many of you will
know, I am originally from Longford and I have
been working for the organisation for over 27
years. I attended the Whist Drive on the night
and spoke about the work of Muscular Dystrophy Ireland and the importance that events like

this make from both an awareness and fundraising perspective. I also thanked everyone for attending and buying tickets, and for playing their
part in helping to raise the fabulous amount of
€783.00 for MDI. After the event, my Auntie
Anne (who will be 102 in July) told me that she
was delighted to be able to continue to help
raise funds for MDI and said that she hopes to
arrange for another Whist Drive to be held again
next year, to mark her 103rd birthday.
On behalf of Muscular
Dystrophy Ireland, I
would like to thank:
Martin Clyne & Seamus Colye (from Granard Community Centre)
for agreeing to organise and host this event,
my cousins Gerard
Leavy and Una Byrnes
(from Ardagh) for their
support, and my Aunt
Anne for requesting
that the proceeds go to
MDI. Your support is
very much appreciated
by me and everyone at
MDI. Many thanks.
Hubert McCormack
Administrator / MDI
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Tickets €5.00
(or book of 5 for €20). Available from MDI (see
www.mdi.ie) or at the MDI Tent at Ireland
BikeFest in Killarney (from 3rd - 5th June)

Draw Takes Place

Sunday 4th June
All proceeds to Muscular Dystrophy Ireland

T

he Ireland Bike Fest is a
free open air biker event
which takes place annually
on the June Bank Holiday weekend in the grounds of the Gleneagle Hotel, Killarney, Co Kerry.
For more details visit:
www.irelandbikefest.com
Muscular Dystrophy Ireland (MDI)
has been associated with the Ireland Bike Fest since its conception in 2006, which has raised
over €130,000 since then for
MDI’s Respite Support Services
through the sale of tickets to win
a Harley Davidson.
MDI are delighted to have been
associated with this event for the
past 11 years and we would like to
express our sincere gratitude to
the staff and management of Ireland BikFest, the Gleneagle Hotel,
and Harley Davidson Dublin for all
their continued support over the
years. Long may it continue!

MDI News Update
Issue 70 - Summer 2017

Page
13

The VHI Women's Mini Marathon will take place
in Dublin on Bank Holiday Monday, 5th June 2017
and MDI would like you to join our team!
Muscular Dystrophy Ireland (MDI) is looking for ladies to participate in
the VHI Women's Mini Marathon to help us to raise funds for
MDI's Respite Support Services.
For more information, sponsorship cards & T-Shirts, contact:
Amy or Patrick at (01) 623 6414 or email fundraising@mdi.ie

Your support would be much appreciated
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Annual Carrigallen
10k Race / Walk

Saturday 1st July 2017
Starting: 1pm at Carrigallen GAA Park, Leitrim

Registration fee is €10 per person
All proceeds raised will be donated to MDI
To register please contact:
Katherine Lyons at: 089 4529351
Email: kathy.m.lyons@hotmail.com
For further information visit our Facebook page at:
www.facebook.com/Carrigallen10kRaceRunForMdi

All support is much appreciated
In memory of Martin Naughton (R.I.P)
Former MDI Chairman & Board Member,
Disability Activist and lifelong friend and
supporter of MDI for nearly 40 years.
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Collectors wanted to
volunteer and help at

TESCO Stores Nationwide
For further details please contact Amy or
Patrick on (01) 6236414 or email info@mdi.ie

We would really appreciate
your support. Thank you.

Newsletter of Muscular Dystrophy Ireland - with updates on research, information, fundraising,
social activities and upcoming events.
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Good Luck Team Ireland
Aoife McNichol
Laois

Emer O’Sullivan
Laois

Naglis Montvilas
Dublin

Neil Sheehan
Offaly

Patrick Flanagan
Kerry

Sean Donogher
Offaly

Thomas Donogher
Offaly

Thomas Winters
Meath

MDI would like to wish the very best of luck to the Irish Powerchair Football team who will be participating in the
FIPFA World Cup in Florida, USA, in July. The eight Team Ireland players (pictured above) who will represent
their country at the World Cup are all MDI members and MDI is delighted to have been able to play a role in supporting their efforts, having supported a team fundraiser in conjunction with Microsoft Ireland, and contributed
half of the players registration costs for the tournament.
The players, their coaches and families, are a tremendous example of what can be achieved when individuals
are assisted to realise their full potential and MDI will be proud to continue to support Irish powerchair football.
Congratulations and good luck to all of the above players!
The 2017 FIPFA World Cup will be shown live online from July 5th-9th. You can follow the action online at
www.livestream.com/powersoccershop/2017FIPFAWorldCup

A quick way to donate to MDI

Text MDI to 50300
to donate €2.00
Your donation will be much appreciated.

100% OF TEXT COST
GOES TO MUSCULAR
DYSTROPHY IRELAND
(MDI) across most network providers. Some
providers apply VAT
which means a minimum
of €1.63 cent will go to
MDI. Service Provider
LIKE CHARITY.
Helpline: 01 4433890

Company registered name: Muscular Dystrophy Society of Ireland Ltd.
Company registered office: MDI House, 75 Lucan Road, Chapelizod, Dublin D20 DR77
Country of registration:
Ireland
Charity No:
20012038
Directors: Helen McDonnell, Grace Greene, Hazel Bridcut, Ephraim Purcell, Maureen Brennan,
John Roche, Garry Toner.

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.

