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Newsletter of Muscular Dystrophy Ireland - with updates on research,
information, fundraising, social activities and upcoming events.
MDI Members and Youth Workers pictured
on Wednesday 23rd August at a trip to the
Áras an Uachtaráin in the Phoenix Park,
Dublin, one of many trips arranged by MDI
for members during the summer months.
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A note from the CEO, Mr. Richard Lodge
Some of these proceeds
were specifically earWelcome to the autumn edition of our Newsletter.
marked for research, but
Following on from the AGM in May and the resolu- the majority of the funds
tion to review and amend the MDI Articles and
raised go towards respite
Memorandum of Association, we are working hard
care, summer camps and
to ensure that the revised constitution, as amended other member services.
by both the National Council and the National Exec- Without this generosity we
utive, has been formally approved by the Revenue would not be able to delivCommission and separately by the Charities Regu- er the services we do.
lator. We will then be in a position to circulate it to
I will shortly be writing to you all with a view to upall members to review the new constitution prior to
the EGM. The date of the EGM is dependent on the dating our membership database. Part of this exercise is driven by the requirements of the new Gensuccessful approval by the Revenue Commission
and by the Charities Regulator. The revised consti- eral Data Protection Regulations (GDPR) and the
tution and corresponding paperwork will be sent out way they apply to charities. Basically we are not
to all members shortly as soon as we are in a posi- allowed to contact members or donors by e-mail,
text or mobile phone unless they have given us pertion to confirm the date and venue, which is exmission to do so in writing. So we will be asking
pected to be in Dublin.
members how they would like to be communicated
Also at the EGM we will be giving some details of
with and at the same time updating member’s dethe member’s engagement process we are planning tails including e-mails addresses and mobile numas part of the Strategic Review.
bers. So the next edition or your newsletter could
Please note that it will not now be possible to hold
be e-mailed to you (if that’s how you’d like it).
the EGM on 7th October as was previously exWe have been able to replace some staff who have
pected.
moved on to work in other charities and there is a
On Thursday 28th September MDI are holding their summary of the new appointments in this edition of
TDs and Senators Day in Buswells Hotel, Dublin
the Newsletter. If the two current campaigns are
(opposite the Dail). I would encourage any memsuccessful, we will hopefully have a full complement
bers who are able to attend this event. Following
of staff for the first time in over a year.
our presentation to the Oireachtas, Joint Health
committee, we have picked up a few more TD and
I am still working my way around the country so if I
Senator Supporters and this would be a good
haven’t got to your area yet, then I will do soon and I
chance to meet them.
look forward to meeting those members that I haven’t managed to get to yet.
I also want to thank the organisers and supporters
of some of our recent fundraising events. In particu- Thank you.
lar; the Harley Raffle at BikeFest in Killarney in
Richard.
June, which raised a total of €23,500, the Tesco colRichard Lodge
lection Day which raised almost €10,000. Also,
Chief Executive Officer
there are numerous other fundraising events includTel: (01) 6236414 / 6236415
ing; the VHI Mini Marathon, Carrigallen Run, Cork
Mobile: 086 1779166
Race Night and Sandra’s Motorcycle Run.
Email: ceo@mdi.ie

Hi Everyone,

Following on from the AGM in May and the resolution
to amend the MDI Articles and Memorandum of
Association, we will be holding an EGM to approve the
new constitution in the coming months.

Date and Venue to be Announced
The revised constitution and corresponding paperwork will be sent out to all members in advance.
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Nusinersen receives marketing
approval from the EMA for the
treatment of SMA
Nusinersen, also known as Spinraza, is a disease-modifying therapy for the treatment of SMA,
manufactured by pharmaceutical company Biogen. In Biogen’s clinical trials in individuals who
had, or were likely to develop, childhood-onset SMA Types 1, 2 or 3, some individuals treated
with nusinersen showed improvement, including:
♦ achieving physical milestones which they would not have reached without treatment
♦ maintaining physical milestones which they would not have done without treatment
♦ surviving longer than expected considering the typical course of their condition

There have been no clinical trials with people with adult onset SMA Type 4.
On 1st June 2017, SpinrazaTM was approved by the European Commission “for the treatment of
5q spinal muscular atrophy”. This is the first treatment ever for SMA to reach this stage.
Currently, Nusinersen is only potentially available in Ireland to children with SMA Type 1 via an
Expanded Access Programme (EAP) on “compassionate use”.

What happens Next?
In order to achieve wider access of this treatment, Biogen are required to submit an application to
the National Centre for Pharmacoeconomics (NCPE) who will assess the cost effectiveness of
Nusinersen. This is likely to take a number of months. The NCPE will then make a recommendation to the HSE on whether Nusinersen should be funded.
In the meantime, MDI will be submitting a patient interest group submission to the NCPE for consideration during their assessment. If any families would like to contribute to this submission,
please contact Clair Kelly, Information and Research Officer on (01) 623 6414 or at clair@mdi.ie
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Meet the MDI Funded Researchers

M

uscular Dystrophy Ireland has
worked hard to develop a long
tradition of funding research in
search of better treatment options for neuromuscular conditions. Over the
past 3 years this has been developed further
and we have been working on a number of
collaborations to make most effective use of
the MDI research fund. In total, over half a Million Euro has been directed towards research
in Ireland and Internationally.

Prof Thomas Walther
University College Cork

This figure includes €419,959 paid directly
from MDI’s research fund since 2002 and a
further €124,775 in external grants from the
Health Research Board and the Irish Research
Council.
We would now like to introduce you to some of
our researchers and we invited them to share
their research.

In 2016, MDI pledged €15,000 in funds towards Prof Thomas
Walther, UCC’s research project entitled:
“Angiotensin-(1-7) and its analogues for the treatment of
Duchenne Muscular Dystrophy: Mechanisms and Development of new treatment strategies”

What does the research aim to do?
Angiotensin-(1-7) is a small protein which is produced in the body.
Studies have shown that angiotensin-(1-7) has a range of biological activities in the heart, kidneys, and muscles. In the context of
Duchenne Muscular Dystrophy, research has shown that angiotensin-(1-7) can reduce fibrosis and improve muscle strength in
mice with a DMD like phenotype. It has been suggested that this
molecule exerts its functions by binding to a receptor called Mas.
However, we identified a second receptor for angiotensin-(1-7)
named MrgD. The receptor mediating the beneficial effects of angiotensin-(1-7) in muscle cells is not known, but it is important to
determine as it may serve as a new target for the treatment of
muscular dystrophies.

Why is this research important?
We believe that the beneficial effects of angiotensin-(1-7) seen in the rather mild preclinical DMD
model are at least in part attributed to increased proliferation of muscle satellite cells. These stem
cells have an important role in processes associated with muscle recovery and may have important applications in potential therapies for muscular dystrophies.
Thus, we proposed that the beneficial effects of angiotensin-(1-7) will affect such muscle stem
cells, by either stimulating the Mas- or MrgD-receptor, or both.

How will this research benefit people with Muscular Dystrophy?
Our research, supported by MDI, identified angiotensin-(1-7) to activate these muscle stem cells.
Performing pharmacological and genetic approaches, we also successfully identified the receptor
responsible for these beneficial properties of the molecule.
Our data highlights the potential of angiotensin-(1-7) to be affective in clinical trials with DMD patients, hopefully contributing to the development of a new treatment strategy, which might also
help patients with other forms of muscular dystrophies.
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Professor Volker
Straub and his
Newcastle University team at Newcastle
University are
funded by MDI via
the Collagen VI
Alliance. This Alliance is a collaboration between
Muscular Dystrophy Ireland, Muscular Dystrophy
UK, Cure CMD
(USA), AFM Telethon (France),
Swiss Foundation
for Research on
Muscle Disease
(FSRMM), with an
aim to fund research for Collagen VI deficiencies, including Ullrich and Bethlem’s Myopathy.

Prof Volker Straub

This project aims to develop important research tools that will support clinical trials for
collagen VI-related conditions. These include:
♦ An improved and expanded registry
for people living with collagen VIrelated conditions worldwide.
Registries are databases that contain information about individuals affected by a particular condition. With permission, researchers and
companies can access this information and
identify patients that could take part in a study
or clinical trial. As collagen VI-related conditions are very rare, recruitment for trials can be
extremely challenging. This project will help to
address this by improving European recruitment to the existing North American registry
and expanding the registry to collect clinically
verified information for collagen VI-related conditions.
♦ Outcome measures.
To carry out a clinical trial, researchers need to
understand how conditions progress and have
measures to monitor this progression. These
measures are referred to as outcome
measures, and are necessary to determine
whether a drug or intervention is having an effect on a patient. This facilitate the development of imaging techniques such as Magnetic
Resonance Imaging (MRI) as outcome
measures for monitoring collagen VI-related
conditions by finding a solution to collect and
store MRI data with corresponding clinical information.

♦ Bio-banking.

A bio-bank is a collection of biological (usually
patient) samples for use in research. This project will help to increase bio-banking by asking
patients on the new global registry to donate
blood and skin samples. These will be stored
at the Newcastle Neuromuscular Biobank and
will be accessible to international researchers
investigating collagen VI-related conditions.

Why is this research important?
Although new treatments are being developed
for collagen VI-related conditions, the translational environment to get these from the lab to
patients is currently weak. This project will help
to address this by developing resources that
are important for research and clinical trials.
How will the outcomes of this research benefit
people with collagen VI-related conditions?
This project will help to accelerate translational
research and clinical trials for people with collagen VI-related conditions. Establishing a global
registry will make it easier for companies to
conduct trials in Europe and beyond, and could
potentially increase the number of clinical trials
taking place in the UK and other European
countries. Facilitating the validation of MRI as
an outcome measure could also have great
value for patients as it is non-invasive and may
reduce the need for muscle biopsies in future
research and clinical practice.

How might this research impact on
other neuromuscular conditions?
This project will facilitate the validation of MRI
as an accurate method for examining muscle
health. This knowledge could potentially be
transferable to other neuromuscular conditions. This project will also attempt to integrate
an existing patient faced registry with additional
databases containing clinically verified data.
This model for registry development could be
applied to registries for other neuromuscular
conditions.
This project is funded as part of the Collagen VI Alliance
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P

rofessor Ohlendieck was first funded by MDI in 2002 and
over the past 15 years he and his team have been performing interesting research into biomarkers for Duchenne
Muscular Dystrophy.

Prof Ohlendieck has supervised a number of PhD students who
have completed their studies in neuromuscular biology and have
been present at previous AGM’s over the years. Currently, the
team in Maynooth University have two projects funded by MDI,
one of which is funded via the Health Research Board, Joint finding scheme.
One of Prof Ohlendieck’s projects is a three year project entitled:
‘Biochemical evaluation of the tissue damage-related matricellular protein Periostin as a novel diagnostic, prognostic
and therapy monitoring biomarker of dystrophinopathy’.
This project is in its final year and is still on-going.

What are the main aims of this project?
The main aim of this research proposal is to establish a disease-specific protein biomarker signature of X-linked muscular dystrophy. It focuses especially on the newly discovered matricellular
protein periostin. Through the detailed analysis of this protein “periostin” and related biomarkers
of X-linked muscular dystrophy, the team aim to decisively improve diagnostic procedures and
therapeutic strategies to counteract skeletal muscle wasting in Duchenne muscular dystrophy.

What progress has been made on the project so far?
Building on the findings from our initial analysis of the matricellular protein periostin and its associated components in dystrophic skeletal muscles, the detailed proteomic and biochemical characterization of periostin in cardiac muscle was carried out by mass spectrometry.
This work has led to a number of publications including one article which made the cover of the
prestigious journal Proteomics and an invited book chapter.

What are your future objectives?
Based on the above outlined findings, we are now performing additional comparative proteomic
and cell biological analyses of control versus dystrophic tissues.

Translarna Statement by MDI
Muscular Dystrophy Ireland is hugely disappointed at the decision by the HSE not to fund
the treatment Translarna, for the small number
of children who need it.
MDI has raised the issue of access to this therapy over the past two years in the media and in
various meetings with public representatives
and other stakeholders, most recently, at a
meeting of the Oireachtas Joint Committee on
Health in July 2017.
Since 2014, over 400 children in 22 European
countries have been receiving this treatment.
That means that 80% of eligible children in Eu-

rope are now receiving the drug and this
leaves Ireland as one of the last remaining
countries to facilitate treatment.”
It would appear that the Ireland’s decision not
to reimburse for Translarna is at odds with regulators, health authorities and experts across
Europe.
MDI is therefore calling on the Minister for
Health to intervene and to insure that this medication is made available to the small number
of children who need it.
MDI will continue to provide support to the families affected by this disappointing decision.
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Invitation
Date for Your Diary

MDI Members Meet
TDs and Senators
Thursday 28th September 2017
from 12pm-4pm
Buswells Hotel, Dublin 2
On 28th of September, MDI is facilitating an event to give members the opportunity to meet their
TDs and Senators. This event is an ideal opportunity for you to meet the decision makers and
make your views known.
•
•
•
•
•

Do you need PA hours but can’t access them?
Are you waiting for necessary aids and adaptations?
Do you need physiotherapy or occupational therapy supports but can’t access them?
Have you had your Medical Card Withdrawn?
Should more resources be devoted to research?

If you answer “yes” to any of the above questions or if you have any
other issues that you would like to raise, we need your help.
MDI will be inviting all TDs and Senators to come along to Buswells Hotel, which is just across
the road from Leinster House, on 28th September 2017. You can help by encouraging your local
TDs to attend. Go along to one of their constituency clinics, give them a call or drop them an
email. If anyone requires assistance identifying your TDs or finding their contact details, this website will help you: http://www.oireachtas.ie/parliament/tdssenators/tds/. Alternatively, please
contact MDI and we will assist you.
The most important thing you can do to help is to come along on the 28th September.
From running this type of event before, it is evident that TDs want to speak to people from their
own constituencies, to hear directly from people who are affected by these issues. It is very important that you encourage your TDs to come and that you are there on the day to meet them in
order to ensure that your voice is heard.

Please help MDI to advocate for the supports that you need.
We cannot do it without you.
For further information or to RSVP, please contact
Clair Kelly, Information and Research Officer at 01 6236414 or email clair@mdi.ie
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MDI appear at Oireachtas Joint
Committee on Health Meeting
On Wednesday 12th July, Richard Lodge, CEO,
Muscular Dystrophy Ireland and Clair Kelly, Information and Research Office, appeared as expert
witnesses in front of the Oireachtas Joint Committee on Health. The purpose of this meeting was to
discuss the current assessment processes for Orphan drugs by the National Centre for Pharmacoeconomics and the HSE. MDI expressed disappointment in the process regarding to the assessment of Translarna for Duchenne Muscular Dystrophy and advocated for a more streamlined approach for future applications.
The first half of the meeting featured the HSE and
the NCPE. The Health Committee spent some
time asking them about the processes for assessment drugs for rare disease. The second half of
the meeting involved MDI and representatives
from the Alpha 1 foundation. During this meeting,
MDI representatives outlined a number of ways in
which these processes could be enhanced and
lead to faster access to much needed medication.
Richard highlighted the need for the National Rare
Disease Plan to be implemented,
“One such solution is the implementation of
the recommendations of the national rare disease plan, approved by the Government in
2014. The HSE has committed to the development of a working group to bring forward appropriate decision criteria for the reimbursement of orphan medicines and technologies.”
Clair explained some of the routes and access programmes that currently exist throughout Europe.
“I can give an example of some of the mechanisms and programmes that are out there
around Europe. In England and Scotland, they
have individual funding requests for treatment
and these can be applied for while the assessment process is ongoing. In Italy, they have
fast-track mechanisms and in France they
have authorised temporary use in the case of a
condition that is life threatening or where there
is no therapeutic alternative. That is the case
for Duchenne muscular dystrophy. In Germany, there is automatic reimbursement. There
are many examples of the different ways; we
do not need to reinvent the wheel. These
programmes are out there already and we
need to look at what fits for us.”
Richard called on the HSE to fund Translarna
for children with DMD
“Our request is for a timely conclusion of the

review of Translarna and a fair and transparent process that will not leave rare diseases
behind. We also ask for our children with
muscular dystrophy to attain the same opportunities for health as their European
counterparts, especially those in adjoining
jurisdictions, without the need to move
there.”
Speaking from previous expertise and experience,
Richard highlighted the lessons that could be
learnt from the Cancer drug systems.
“I have some experience with the process for
oncology. There is a lot that can be learnt and
borrowed from the oncology systems. My biggest concern about the current process relates
to the delays.”
The committee over-all, were supportive of the
need to address the current system of assessment
for orphan drugs.
The chairperson, Deputy Louise O’Reilly ended
the meeting by thanking all in attendance.
“On behalf of the committee, I thank Professor
McElvaney, Mr. Lodge and Ms Kelly for coming before us and putting their case so eloquently. I am glad that they had the opportunity to listen to the HSE and the NCPE. It is
helpful for those who are advocates who are
welcome to attend public sessions of the committee at any time to see that when representatives of the HSE and NCPE come before us,
we do attempt to hold them to account and
ask the important questions.”
It is hoped that this meeting will have some impact
on the access of medications for rare disease in
the future.
This meeting was broadcast in full on Oireachtas
TV and summarised on RTE. It can be viewed
online along with a full official report at
www.oireachtas.ie
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Family Support & Youth Services Staff Updates
here have been a number of staff changes in
MDI over the past few months and although
many of our members are already aware of
these, it is worth taking a few minutes to catch
up with them all.

T

Monaghan), to replace Glen Dalton who left us last
year. Linda has a background in Community Development and has experience in advocacy, disability awareness and social support network, Linda will be working a
24 hour week.

Earlier this year Kate Power, Youth and Respite Coordinator left MDI after 12 years to take up a new role with
the Irish Hospice Foundation and we wish her well in her
new venture.

In May, Ms Lynne Dennehy was also appointed as Family
Support Worker for the Southern Region (to replace Mary
-Rose). Lynne has travelled extensively and is now back
in her native Cork. She has a social care background
and has worked in a broad section of organisations, both
here in Ireland and while on her travels.

Following a successful recruitment campaign Mary-Rose
O’Driscoll was appointed as Interim Youth and Respite
Manager. Mary-Rose has been with MDI since 2000 and
has held positions as a PA, a Youth & Respite Worker
and also as a Family Support Worker, all in the Cork &
Kerry region. Mary-Rose completed her Master’s Degree
in Third Sector Management in 2012.
Eoin Robbins was appointed in March 2017 as Youth
Respite Worker in the Dublin, Wicklow & Kildare regions.
Eoin has a BA in Outdoor Education, from GMIT Castlebar and has worked as an Outdoor Educator and then a
Youth Worker. Prior to beginning work with MDI he spent
a number of years travelling and working around the
world. Eoin replaced Helen Martin, who left MDI at the
end of last year.
In May 2017, Ms Ciara O Rahilly, who was part
time Family Support Worker for the Mid-West Region
(Clare, Limerick and North Tipperary) since 2015 also left
MDI to work for St Joseph’s Foundation. We wish Ciara
all the best in her future career. The recruitment process
for Ciara’s replacement is currently at the interview stage
and we hope to be able to fill this post very soon.
May 2017 saw the appointment of Ms Linda Murray,
who took up the post of Family Support Worker for the
North East region (covering: Cavan, Louth, Meath and

In July Ciara Hennessy left MDI to take up a role with
FreshStart Ciara had been with MDI for 7 years covering
Youth Respite Worker maternity posts in both Galway
and Cork before establishing the Youth Service in the
South East, where she spent the last 2 years. We would
like to wish Ciara all the best in her future career. The
recruitment process is also at the interview stage, and it
is hoped this position will be filled in the coming weeks.
In September 2017 Sinead O’Brien takes up the role of
part time Family Support Worker for the North Dublin region, also to replace Glen Dalton who left last
year. Sinead has been employed by MDI as a PA for the
past 20 years and has worked on many of the MDI summer camps during that time. Sinead will be working a 20
hour week.
Our new staff members are busy meeting the members
and integrating themselves into their new roles. Assuming that the current recruitment campaigns are successful, we should have a full complement of staff again very
shortly.
Below are the contact details for the Family Support
Workers and Youth Respite Workers.

Family Support Workers
Margaret Goode
Linda Murray
Sinead Gillespie
Lynne Dennehy
Lisa Fenwick
Shane O’Byrne
Sinead O’Brien
Marie Kealy
(To Be Announced)

Family Support and Clinic Coordinator
North Eastern Region (Cavan, Louth, Meath, Monaghan)
North West Region (Donegal, Leitrim, Sligo)
Southern Region (Cork & Kerry)
Midlands (Laois, Longford, Offaly, Westmeath)
and Western Region (Galway, Mayo, Roscommon)
Eastern Region (South Dublin, Kildare, Wicklow)
Eastern Region (North Dublin)
South Eastern Region (Carlow, Kilkenny, Wexford, Waterford and
South Tipperary) and Laois
Mid-Western Region (Clare, Limerick and North Tipperary)

086 3834426
086 3834428
086 3899279
086 3899266
086-6066106

margaret@mdi.ie
nefsw@mdi.ie
sineadnw@mdi.ie
southern_region@mdi.ie
lisa@mdi.ie

086-6066109 fswdublin@mdi.ie
TBA
TBA
086-6066107 mariek@mdi.ie
TBA

TBA

Youth Respite Support Workers
Mary-Rose O'Driscoll
Amanda Gurren
Ciara Aherne
Elaine Walsh
Eoin Robbins
Sinead Glennon
(To Be Announced)

Youth & Respite Services Manager
North Eastern Region (Cavan, Louth, Meath, Monaghan)
Southern Region (Cork & Kerry)
Western Region (Galway, Mayo, Roscommon)
Eastern Region (Dublin, Kildare, Wicklow)
Midlands Region (Laois, Longford, Offaly, Westmeath)
South Eastern Region (Carlow, Kilkenny, Wexford, Waterford, South
Tipperary)

086-6066103
086-6066108
086-6066104
086-3899286
086-6066109
086-3866285
086-0465173

maryrose@mdi.ie
yrwne@mdi.ie
yrwsr@mdi.ie
yrw-west@mdi.ie
eryrw@mdi.ie
sinead@mdi.ie
TBA
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Recent Upgrades to MDI’s
Home from Home Apartment
At the beginning of the year we started work on
the expansion of kitchen area and lobby of the
Home from Home apartment. The work was
carried out by CLANCON building company and
was completed to the highest standards in
accessibility. All upgrades were completed with
attention to detail.
We are now receiving a lot of feedback from our
guests on their experience of using the apartment with the new improvements which have
been added to the kitchen. The users have noted in their responses that the apartment has improved beyond recognition and they can now
access all the areas of the kitchen without obstruction.
“I am delighted with the new improvements to the kitchen area. It has made a huge difference
to my stay on this occasion.” Theresa. UK.
“I love the new space in the apartment. It means that I can sit around table with all my family
and friends and there is plenty of space.” Mary. Co Kerry IRL.
This is just some of the feedback which we have received after the work was completed in February 2017.
As we’re all aware, an apartment of this type needs constant updating and maintenance throughout the
year and we endeavour to keep the standards as high as possible and to maintain our Board Failte 4 Star
Rating.
We would like to extend a special thank you to the family of the late Orlaith Humphreys whose fundraising
activities helped fund part of this upgrade. Without donations and the fundraising efforts by many of our
members, the Home from Home service would not be in a position to provide these advancements.
You are now welcome to make a donation to MDI and have it ring fenced
for future additions to the Home from
Home apartments. Thank you all for
the kind feedback on this development of our apartment.
For further information about booking
the Home from Home Apartment visit:
http://www.mdi.ie/home-fromhome.html or call (01) 6236414.
We look forward to welcoming you.
Owen Collumb
Facilities Coordinator
Muscular Dystrophy Ireland
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New Memorial Space &
Water Feature to honour
all our past Members
Remembering Florence & Joe T. (pictured above)

A

s many of our readers are aware, the last few
years have been a very difficult period for MDI,
with the passing of some of our long term
members and friends such as Judy Windle,
Joe T. Mooney , Florence Dougall and Martin Naughton,
to name but a few. These named individuals were some
of the key people who helped to drive MDI in the early
days and up to recent times, and their long term and
tireless efforts and commitment to our organisation
helped to shape MDI into what it has become today.
Sadly, because of the nature of muscular dystrophy, a
number of our members would pass away each year.
As a mark of respect to all our deceased members, it
was actually suggested by Florence (some years back)
that it would be nice to have a memorial space outside
the entrance to our “Home from Home” Apartment with
perhaps a water feature, a bench, a grotto with some
nice plants and a plaque (inscribed with relevant word-

ing) to remember all members who have gone before
us.
Shortly after Florence’s (Flo’s) passing in August 2016,
her family gifted a beautiful water feature to MDI for this
purpose and with donations received to MDI (in lieu of
flowers) after Flo’s funeral, and a substantial donation
by the Farquharson family (other long-term members),
we at MDI were able to create this beautiful memorial
space (see photos) to honour Flo’s memory and all past
members of MDI. A plaque has also been ordered to
commemorate and acknowledge these donations and
will be in situ soon.
Members and friends are welcome to call in to our offices at Chapelizod for a “cuppa” and to visit this space,
share stories and remember. We look forward to welcoming you.
Florence’s sisters
(standing): Doreen,
Valerie, Hilary, (seated):
Anne & Jacqui on a
recent visit to MDI
to see the garden.

Close up of the water feature, grotto and plants.
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Since 2006, The Gleneagle Hotel in Killarney and Harley
Davidson Ireland has been supporting MDI with our
Fundraising & Awareness activities through our involvement with Ireland Bikefest. This fundraising initiative has
gone from strength to strength each year and the 2017
rally of the now well established festival took place from
2th - 4th June 2017. The event this year raised €23,500
for MDI which was a roaring success!

Co Kerry. Second and third prizes went to Mick Walsh
and to Tina Paul from Cork. Congratulations to all the
winners and a big thank you to everyone who bought tickets and for supporting the work of MDI. Thanks also to
everyone who purchased our MDA Harley Davidson
pins and/or who made donations to MDI. Your ongoing
support helped us to raise €23,500 which was great and
is very much appreciated by all at MDI.

MDI are delighted to have been charity partners at this
fabulous festival since 2006 and long may this association continue. Thanks to the Staff and Management of
the Gleneagle Hotel in Killarney and to everyone who
sold and bought tickets and helped to make this fundraising initiative for MDI a great success. Your support is very
much appreciated.

MDI Volunteers with Des
Bishop (Comedian) who
helped promote ticket
sales for our raffle
during his show at
the INEC, Killarney

As in previous years at the BikeFest we had a raffle for a
Harley Davidson Bike with all proceeds going to MDI.
The draw took place on Sunday 4th June and the lucky
winner was Martina Arlant Durin from Killarney,
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Cheque Presentation to MDI from Cork Race Night

O

n Saturday 4th March last a Race Night
took place at the Clayton Silver Springs
Hotel, Cork with all proceeds being divided
between Muscular Dystrophy Ireland and
Brú Columbanus. The event was organised by MDI
member Catherine Twomey from Cork, pictured here
with her family at the Bikefest on 3rd June presenting
the proceeds from the night to Richard Lodge (CEO,
MDI) and Maryrose O’Driscoll (Respite Coordinator
MDI).
Congratulations once again to you Catherine and all
your fellow organisers for hosting a great night and
for raising such a fabulous about of money. It is very
much appreciated by all at MDI.

T

hank you
to everyone who
took part in
the VHI Women’s
Mini Marathon on
the 5th June for MDI.
If you haven’t already sent in your
proceeds from this
event we would appreciate it if you
could do so as soon
as possible.
All money raised will
be used to fund
MDI’s respite support services.
Pictured on the left
are some of the participants on the day.
Thanks again for
your ongoing support and well done!
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Celine & Friends Raise over
€8.8k for SMA Research
Celine and her partner Niall with their baby Lara

Congratulations to Celine Power from Blanchardstown, Dublin
who raised €8,818.00 for Spinal Muscular Atrophy (SMA) Research by taking part in the VHI Women’s Mini Marathon in
June. Celine arranged for a group of 40 ladies to join her on
the day and together they
raised this fabulous
amount of money for SMA
Research. Celine’s
daughter Lara has SMA
and was a year old in
August.
Thank you Celine and all
the ladies for your tremendous fundraising efforts
for SMA Research. Well
done on a great achieve- Cheque Presentation to Amy Bramley
(left) and Clair Kelly (right) from MDI
ment from all at MDI.

Carrigallen 10k Race/Walk Raises
over €1,500 for MDI

Left to right: Amy Bramley (MDI);
Hubert McCormack (MDI); Katherine
Lyons (Organiser), Paddy O'Rourke
and Gerry Lyons (MDI member)

A big thank you to Vinny & Katherine Lyons, MDI
members from Leitrim, who organised their sixth
Annual 10k Road Race in Carrigallen Co Leitrim
on the 1st of July. Over 100 participants took part
and the event raised €1,505.00 for MDI. All proceeds raised from this event will go towards funding MDI’s respite support services to members nationwide. This years event was held in memory of
Martin Naughton (RIP) and Martin’s sister Barbara
travelled down to Leitrim to present the winner with
his trophy (pictured above). Thank you to all who
supported the race. Thanks also to the main sponsors this year: Fyffes Bananas, Coca Cola (River
Rock) Water and Lily O’Brien’s Chocolate.

MDI News Update

Page 15

Issue 71 - Autumn 2017

On 8th July MDI held its 5th National Collection Day in
Tesco stores nationwide and for the first time it was held
over the summer months. This was a challenge for us as
there was a shortage of volunteers available because of the
time of year. MDI however managed to cover 22 stores and
recruited over 30 volunteers who kindly assisted on the day.
The collection raised a total of €9,903 which will be used to
fund the respite support services. Many thanks to everyone
who supported the event, We are very grateful for the time
and effort members, staff and supporters contributed to
make the day a massive success. Thank you. Here are
some photos from the stores and sorry we haven’t got space
for all, but they are also on our website: www.mdi.ie.
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MDI was delighted to be this year’s chosen charity for the 12th
Annual Sandra's Motorcycle Run which took place on Saturday
1st.July in Co. Donegal.
The event, organised by the Jim, Rosaleen and Dianne Boyle
in memory of their daughter, and sister, Sandra, had hundred’s
of participants who came from around Ireland, the UK and
even further afield.
We were honored to be part of such a special event, which involved a day long motorcycle ride-out around Donegal, evening
dance, and auction which were all in celebration of Sandra, her
family, and the wonderful community that rallies together for
the event. One of the highlights was seeing the ride out route
lined with teddy bears and stuffed toys, cheering on all of the
participants! Thank you to everyone involved!

Congrats to Team Ireland from all at MDI
n the 3rd of July 8 Irish players started on
what turned out to be an incredible journey, representing Ireland at the Fipfa
World Cup in Florida. Eight MDI members; Sean Donogher, Thomas Donogher, Patrick
Flanagan, Aoife McNicholl, Naglis Montvilas, Emer
O’Sullivan, Neil Sheenan and Thomas Winters underwent months of preparation before their first
World Cup game against England. The team performed exceptionally well and were beaten by a narrow margin of only 3 goals. Having failed to get any
points in the next two games against France and

O

Australia, Ireland had to win their last match in the
group against Canada in order to progress to the
quarter finals. With a 4 goal win over Canada, Ireland moved on to meet one of the favourites of the
competition, USA. Unfortunately, luck was not on
our side and the USA progressed to the semi-final
and ultimately went on to play France in the final.
For the Irish team the playoff for overall placings
awaited, in which they faced a fancied Uruguay
team. Thanks to a tremendous team performance
Ireland went on to finish the competition a very respectable 6th in the World.
The support from
MDI in helping the
team get to Florida
was greatly appreciated. It was a fantastic opportunity
and a very enjoyable experience.
Emer O’Sullivan
Team Captain

MDI News Update

Page 17

Issue 71 - Autumn 2017

T

his summer, I
had the opportunity to fly to
By: Aisling McElligott, MDI Member, Offaly
Medjugorje for
a week to attend the
International Youth Festival with Tullamore Parish and Corduff Parish.
On Saturday 29 July, 61
of us flew to Dubrovnik
in Croatia and then we
took a four hour bus trip
to Medjugorje in Bosnia
and Herzegovina. We
arrived at the Irish
House late that evening,
the staff there were all
so welcoming and were
happy to help us with anything that we needed. The from 61 countries. The festival started with the roIrish House is very accessible for someone who
sary followed by the opening ceremony and the first
uses a wheelchair but the only downside was that
international mass of the event. It was a lovely exthere is a steep hill on the way up to the house and
perience. The mass was said in Bosnian, but we all
it was a battle to climb it, especially when my
had translators so we could understand everything.
friends had the hard task of pushing me up it at
It was amazing to see how many people had come
least three times a day in 45 degree heat.
together to unite in faith. It felt like I was at home
knowing that everyone around me had the same
On the Sunday, we took the day to explore the
feeling about their faith and their connection with
beautiful city and what it has to offer. The next day
God. It also showed me that there is no language
we visited Comunità Cenacelo. One of the many
barrier when you have a faith as strong as what I
reasons why I liked this trip was when we got to
saw in Medjugorje and that everyone is connected
meet two of the residents of the Cenacolo. They
through the love of God.
both gave their testimonies and how they got to be
a part of Cenacolo community. Hearing their stories For the rest of the week, we took part in different
events during the festival and enjoyed the hot
opened my eyes as to how much I have in life and
weather while we had it. On the last day of the feswhat I take for granted. They told us that they don’t
tival, we were all feeling the sadness as we knew it
ask for anything, they pray for it to come to them.
was time to go back to reality. It was a great experiThis thought me that I should accept what I have in
ence to get the opportunity to go to Medjugorje with
life and the next time I let my greed take over, I will
a great group of people and the friends that I made
be reminded of these people who have nothing but
will be friends for a lifetime. For anyone who is
are so happy. It was a great lesson for me.
thinking about going to Medjugorje in the future I
On Tuesday evening, the Youth Festival began.
would definitely recommend it. Everything that I
There was 61,000 people attending the Festival
took part in was very accessible to me.

My Trip to Medjugorje

Congratulations to MDI member Conor Doyle from Wexford on his graduation earlier
this year. Conor is pictured
here with fellow MDI member
Emma Gibson from Cork who
was his date for his Graduation Ball recently. Looking
fabulous guys. Hope you
both had a great night!
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Upcoming Fundraising and
Awareness Activities
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Photos from recent MDI Camps and Youth Activities

Newsletter of Muscular Dystrophy Ireland - with updates on research, information, fundraising,
social activities and upcoming events.
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MDI Adult Members, Staff and Friends pictured at an MDI Camp in June

Ladies reunion of MDI members from the Dublin Branch of
the 1980’s meeting for a coffee and a catch up at Marks and
Spencer’s in Dublin recently. Pictured (l-r): Sheila Macken,
Joan O’Reilly, Peggy O’Kelly, Susan Collum, Triona O’Brien,
Marie Farquharson and Hazel Bridcut.

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 Design / Editor: Hubert McCormack

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

