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Lucas (aged 9), who is a member of MDI, won his
first hard earned medal in a soccer tournament.
He was on top of the world on that Sunday, full
of pride and determination. His little brother
Noah looks on in awe. Great day lads!
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Research News
Exon Skipping for Duchenne Muscular Dystrophy
Clinical Trial Updates

T

he two companies who
are involved in clinical
trials to develop a potential treatment for
DMD; GSK / Prosensa and
Sarepta Therapeutics (formerly
known as AVI Biopharma) have
both released news about their
trials.

GSK / Prosensa
GSK and Prosensa are currently
working together to trial molecular patches for exons 44 and 51.
Work to target other exons is
ongoing, and Prosensa recently
announced
that
molecular
patches for exons 45 and 53
have been granted orphan drug
status in the EU. This status relates to the development of therapies for rare conditions and is
aimed at speeding up the pro-

cess. Prosensa hopes that
these two drugs will be in clinical
trials within the next six months.
They are not stopping there
however, and have also commenced pre-clinical work on developing molecular patches for
exons 52 and 55.

Sarepta Therapeutics
Sarepta Therapeutics is running
a clinical trial to test their exon
skipping drug, eteplirsen, which
targets exon 51. More positive
news has been released from
this phase 2b trial. Researchers
reported that following treatment
for 48 weeks, dystrophin expression was restored in up to 50%
of muscle fibres examined.
However, very importantly for
the first time it also showed that
there might be a clinical benefit.

Spinal Muscular Atrophy
Clinical Trial Updates
Two companies have commenced clinical trials to
develop therapies to treat SMA.

Repligen
Repligen is developing a compound called
RG3039, a drug which boosts SMN protein levels
by increasing its production from the SMN2 gene.
In animal studies this has increased lifespan and
improved various symptoms of the condition. A
phase 1a trial in healthy volunteers showed that it
was well tolerated. Repligen has now announced
a new phase 1b trial which is an extension study
where they will further test the safety and efficacy
of the drug in 32 healthy volunteers over 28 days
in Michigan.

One of the tests that was done
was the 6 minute walk test,
which simply measures how far
trial participants can walk in 6
minutes. Boys who received the
higher dose of the drug for 48
weeks were able to walk on average, 89 metres further than
boys who had been on the placebo (an inactive drug) for 24
weeks followed by the active
drug for 24 weeks. Longer term
treatment then, may be expected to show more clinical
benefits.
It is important to point out that
this was a small trial with only
12 boys taking part, and that we
have to wait for a full analysis of
the results to be carried out. It is
positive news however.

Isis Pharmaceuticals
Isis is testing an antisense drug called ISISSMNRx, which binds to SMN2 RNA and drives
production of the SMN protein. A single dose
safety study was completed earlier this year and
a new phase is commencing. This new study will
test the safety, tolerability, and pharmacokinetics
of escalating doses of ISIS-SMNRx administered
into the spinal fluid either two or three times over
the duration of the trial, in 24 people with SMA.
The duration of the study is expected to be 36
weeks and it is taking place in different centres in
the USA.
For more information about any clinical trial, visit
www.clinicaltrials.gov, a website which allows
you to search by condition for all trials taking
place throughout the world.
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IPPOSI
launches new
Clinical Trials
Website
IPPOSI, the Irish Platform for Patient Organisations, Science and Industry, has launched a new information leaflet and website to inform people about clinical trials. The website has some very useful information, including what the different phases of clinical trials are, what is a placebo and how are trials regulated and approved. This is very useful for people who have been asked to participate in a clinical trial but
is also essential reading for anyone who is interested in research but is unsure about what the terminology
means. Visit the website and find out more at www.clinicaltrials.ie

MDI and Disability Information & Awareness Days

Muscular Dystrophy Ireland would
like to thank all our members,
friends and volunteers for their ongoing support throughout the past
year and may we also take this opportunity to wish you a very Happy
Christmas and every good wish for
the New Year.
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The Disability, Equality, Community
Development & Advocacy Course:
FETAC Level 6
As developed by Disability Equality Specialist Support
Agency (DESSA) and accredited through IT Sligo. For
delivery by DFI and DESSA from January – March
2013.

Course Outline
This course is aimed at delivering an understanding of
advocacy practice, disability equality and community
development with and for people with disabilities. This
course was developed by Disability Equality Specialist
Support Agency (DESSA) and accredited through IT
Sligo. The Disability Federation of Ireland (DFI) and
DESSA have now come together to provide this six day
training course to a maximum number of 20 participants
from January until March 2013.
• Training is provided free of charge.
• Training will be held in Dublin in the DFI offices,
Fumbally Court,Fumbally Lane, Dublin 8 as per the
map: http://www.disability-federation.ie/finddfi.php.
• Training will be delivered from January – March
2013.

Why Community Development, Disability Equality & Advocacy Training?
Grounded in principles of disability equality, this course
will focus on Community Development and Advocacy
and will enable participants to develop their knowledge
and practical ability in the area of self and group representation and advocacy.

cacy based on their own experience of, or desire to represent themselves or other people with disabilities within different decision making structures, who would like
to gain accredited training. Training at this level may
support your work to represent themselves and others
at representative foras.
People living with or working in the area of disability
often find it necessary to become advocates for themselves or other people who experience exclusion within
our society. Training in the area of disability equality
and advocacy will support people’s ability to effectively
represent themselves and those most marginalised
within society and to understand and promote effective
Disability Equality & Advocacy as a rights issue.
The Vision behind this course as developed by DESSA
and accredited through Sligo IT is for individual people
with disabilities, family members, staff and volunteers to
view themselves as effectively bridging service provider
advocacy supports with mainstream access.
Entry requirements: Applicants are required to have
achieved a Leaving Certificate or equivalent level of
qualification.Please note a non accredited course on
Advocacy is also available to individuals. Contact DFI /
DESSA for further details.

Participants who successfully complete
this course will be able to:
•

It is the aim of this course to facilitate participants to
learn how to effectively representation the opinion and
interests of individual disabled people and/or a group’s
voices within a service provider organisation or mainstream setting.

Who is this course for?
Individuals with an interest in the area of disability advo-

•
•
•
•
•
•
•

Identify and communicate the medical & social
models of disability
Apply the social model to community development
practice
Explore the role of community development in disability equality
Understand key concepts of advocacy, including
models of advocacy
Understand the role of advocacy in community development methodology
Understand the relationship between rights, empowerment and advocacy
Identify supports to advocacy work within mainstream society
FETAC Level 6 credit achieved may be used towards further third level education courses.

Assignments: Participants are required to complete
two written assessments which will be due for submission in early April 2013.
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Accreditation: Fetac Level 6 Disability Studies Module
(accredited through IT Sligo).
Time, Dates & Venue: Training will be delivered from
10.30am – 4.30pm for two days each month on the following dates: 25th and 26th January, 22nd and 23rd
February and finally 22nd and 23rd March
2013. Training will be held in Dublin in the DFI offices,
Fumbally Court,Fumbally Lane, Dublin 8 as per the
map: http://www.disability-federation.ie/finddfi.php
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How to apply: Please return your application form by
email only to
cathymcgrath@disability-federation.ie before the deadline of Monday 26th November 2012.
Further Information is available from:
Cathy McGrath,
Disability Federation of Ireland (DFI),
Tel: 086 3847440
Email: cathymcgrath@disability-federation.ie

Chad at “Home from Home”
Earlier this year, Chad McCruden, from Baltimore, USA, visited Ireland and stayed in the MDI
“Home from Home”Apartment above our offices
here in Chapelizod, Dublin. Chad who is 39, has
Friedreich’s ataxia and is a wheelchair user. Upon his return home, Chad wrote a review about his
trip to Ireland for Muscular Dystrophy America’s

Quest magazine and particularly focused his article on his stay in our apartment. We at MDI
would like to thank Chad for this review and helping us to promote our apartment. We are happy
that he enjoyed his stay with us. Below is a copy of
Chad’s article, which was taken from the latest
edition of MDA’s Quest magazine.

I am a “Yank” who loves to visit his family in Dublin, Ireland. Over the past 13 years, I have visited Ireland
some 17 times. I enjoy it so much in Ireland that I got my dual citizenship in 2006. I’m 39 now, and oh
yeah, I have muscular dystrophy (Friedreich’s ataxia).
I have used a wheelchair since I was 19, and it has become more difficult
for me to continue traveling to Ireland. In the past few years, transferring
in and out of vehicles, getting in and out of bed, and navigating the bathroom (toilet and shower) have become significant deterrents to continuing
my visits. Frankly, getting on and off, as well as being comfortable using
the toilet have become major issues for me. The disruptions and difficulty
with just doing my ADL’s (activities of daily living) led me to believe I
would no longer be able to visit Ireland.

Chad McCruden

Then, I became aware of the Muscular Dystrophy Society of Ireland
(MDI), a voluntary organization that was founded in 1972 by a group of
parents in Galway whose children had muscular dystrophy. These parents
met together in their homes to set up a support network for people with
muscular dystrophy and their families. MDI has developed considerably,
and today has about 600 members and employs staff nationwide. The Society funds some research and offers national support services for individuals, families and youth, such as information, respite and home support, transportation, youth camps and
clubs, and counselling services.
I was elated as I learned more about what MDI offers its members. During my last visit, my family had
rented a wheelchair accessible van (minibus) at some expense. This year, we learned of the availability of
MDI’s short-term loan of an accessible minibus. My family became members of MDI, and were able to
book the van to transport me during my six-day stay. MDI asked for a donation of about $32.25 (25 euros)
per day for the van.
We also learned about the availability of a fully wheelchair-accessible three-bedroom “Home from Home”
apartment available to members and nonmembers for short-term breaks up to seven nights. For me, this
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was a game-changer. I have never heard of the
availability of such a wonderful resource for people
with physical and sensory disabilities in Ireland,
Europe or even the United States. I consider myself quite knowledgeable about resources for people with disabilities, but this astonished me.
When I saw the apartment, I was absolutely invigorated. Let me try to describe what I experienced.
Main entrance to apartment

Twin bedroom with ceiling
track hoist

tracks enabled safe and comfortable transfer to
and from my wheelchair and bed. A similar inceiling lift system enabled me to safely get on/off
the toilet and in/out of the walk-in shower. Ahh,
this was so refreshing for me! And, the fully
equipped accessible kitchen has a counter and
stove top that raise and lower — a classy and delightful touch.

I was traveling with two good friends, and we were
expecting a “hard go-of-it.” What we found was a
truly fully accessible apartment, with three accessible bathrooms and three accessible bedrooms.
There’s also a separate comfortable bedroom for a
travel companion or aide.
Located on the second floor and accessible by
elevator, the apartment reminded me of a college
dormitory suite, with the wheelchair accommodations of one of our finer rehabilitation hospitals.
In addition to a common lounge and kitchen area
shared by all guests, there are several comfortable
hospital-style beds (twins and one double) in the
accessible bedrooms. In-ceiling lifts (“hoists”) on

Kitchen area in apartment

MDI books guests on a room-by-room basis; multiple guests share the kitchen and lounge areas.
MDI suggests a donation of about $32.25 (25 euros) per room per night. There’s no charge for a
room for an aide or helper. Booking the entire
apartment costs about $97 (75 euros) per night.
Let me say, this apartment is awesome. It makes
me feel like I can — and will — be back to Ireland
many more times. I’m also so excited for all my
friends who have muscular dystrophy, and their
families, to share some of the wonderful experiences I’ve had with my travels to Ireland. Because
of MDI’s accessible accommodations, a safe and
comfortable visit to Dublin is now very possible.
This experience has reaffirmed what I’ve told the
MDA teen group I facilitate in Maryland — that international travel is possible and easier than you
think as long as you plan ahead of time. If I had
more of the entrepreneurial spirit and the finances,
I would try to start up similar accessible apartments and van fleets everywhere that wants to
boost tourism.
I whole-heartedly endorse MDI’s apartment, and
encourage you to become members and book a
stay soon. MDI membership is available in different categories and costs approximately $20 to $25
a
year.
Visit
http://www.mdi.ie/home-fromhome.html to learn more.

Chad McCruden
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‘Music Matters' provide an opportunity for individuals or groups to develop through the medium of music. ‘Music Matters' Inclusive Community Choirs (Lucan branch) are hoping to set up a
choir for both children and adults but to make it viable they need enough
people to join. If MDI members are interested MDI would arrange for ‘Music
Matters' to use the MDI offices in Chapelizod, Dublin 20, for rehearsals,
which hopefully would encourage members to join.
‘Music Matters' are also looking for singers to help with fundraising and
singing Christmas carols in the Ashleaf Shopping Centre, Crumlin and in
Dublin city centre on Saturdays in November and December.
If you are interested, why not warm up those vocal cords and contact
‘Music Matters' or email barry@mdi.ie
In the meantime, MDI members are welcome to attend any of ‘Music Matters' choir rehearsals, details www.musicmatters.ie. They also have a limited number of places left for private vocal coaching and piano lessons.

Photographs
from the MDI
Members
Adult Respite
Camp in
Galway earlier
this year!
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MDI Photography Competition Winners
Congratulations to Anne Ebeling from Kildare
whose photograph of her sons Lucas and Noah
(front cover) was awarded first prize in the MDI
Photo Competition. This was the first year MDI
held a photo competition and we were very
pleased with the high standard of entries. It was
no easy task to pick a winner. Nora Casey (from

Newstalk 106FM and Dragons Den) was the adjudicator and MDI would like to thank Nora for assisting us with the difficult task of choosing a winning entry. Thanks also to everyone who participated in this competition and all entries can be
viewed on display in the MDI office.

2nd Prize: Ephraim Purcell, Dublin
Caption: Was it a good day?
Elaine McDonnell (MDI Chairperson) pictured
with Ephraim Purcell (above) and Diane Purtell
(below), at the MDI 40th Celebration Party in
October.

3rd Prize:
Diane Purtell
Co Dublin
Caption:
Steps are a
challenge every day I go out.
No handrails,
obstacles on
them or just
not accessible!!
But if these
steps aren’t
overcome, nature will
overcome
them!!
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40 Years of Support and Solidarity
Anniversary Book of Muscular Dystrophy Ireland

Now on sale
Price: €20 (plus postage)

To order your copy, phone
(01) 6236414, email amy@mdi.ie
or purchase online at www.mdi.ie

Photo details:
Right:
Founder member
of MDI, Matt
O’Connell addressing the gathering
after being presented with an award at
the MDI 40th Celebration party.

Book Contents
1970s – Beginnings
This chapter details the people and places
associated with MDI’s formation in 1972 and
its growth over the following eight years.
1980s - Taking Flight
This chapter charts the organisation’s development during the decade, including the
gaining of its first office space and joining of
EAMDA (European Alliance of Neuromuscular Disorders Associations).
1990s – Getting In Groove
This chapter looks at the development of
services under the guidance of MDI’s first
ever full-time director and the impact of such
gains on people affected by neuromuscular
conditions.
2000s-Present – New Era
This concluding chapter outlines MDI’s continued progress under the tutelage of current
Chief Executive Joe T Mooney, including the
establishment of MDI’s Centre of Excellence
and Head Office in Chapelizod, Dublin. Interviews with current members give an insight
into the impact MDI continues to make in
people’s lives.

Below:
Judy Windle and
Jimmy Murray,
both long standing
members and ongoing volunteers
with MDI for over
30 years who were
also presented with
tokens of thanks by
MDI Chairperson,
Elaine McDonnell
(bottom right).
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Recent and Upcoming Fundraising Activities
Golf Classic Raises over €5,200

Back row: Paul Harris, Ray Butler (TD), Niall Winters
and Amy Bramley & in front row: Ciara & Emily Butler.

Muscular Dystrophy Ireland in conjunction with MDI member Niall
Winters organised a Golf Classic on the 8th September in the
South Meath Golf Club, Trim. The event was a great success and
raised the tremendous amount of €5,222.00 which will go towards
the provision of the respite support services MDI strives to provide to members and their families. Many thanks to Niall Winters, Paul Harris and everyone else who helped to organise this
event and for your continued support.

Table Quiz Raises €2,000
Many thanks to Karen Campbell (pictured left with volunteers) who
organised and hosted a table quiz in aid of MDI on 20th September at
Sutton Golf Club. The night raised over €2,000. Amazing and well
done to Karen Campbell and all her family and friends for supporting
the event and donating terrific prizes for both the raffle and auction.
Many thanks again Karen for your continued support. The money
raised will go towards funding MDI's respite support services.

Sky Dive
Raises €6,000
Thanks also to Karen and her friend Breda who also did a sky-dive in
October and raised a further €6,000 for MDI. Your bravery and continued support is very much appreciated by all at MDI. Congrats on a
great achievement and well done!
To view a video of Karen skydiving, visit http://www.mdi.ie/skydive-formdi.html
Karen and Breda after landing!

Cliften Cycle
Raises €5,000
The Tonabrocky, Bushy Park Hurling
Club organised a sponsored cycle
from Galway to Clifden on Saturday
1st September. They raised over
€5,000 for MDI. The money will be
used towards social outings for Galway members. MDI would like to
thank Peter Kane, Anna & Sean
Joyce for organising the event & all
those who took part & sponsored the
cycle (pictured here).
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Mizen Head to Malin Head
Cycle Raises €7,700
Thanks also to the organisers and cyclists who took part in the Mizen
Head to Malin Head challenge on the 16th August and raised €7,700 for
MDI. The cheque is being presented here (on the right) to Terry Dullaghan, Chairman of the Dundalk & District Branch of Muscular Dystrophy Ireland. In the photo front (l-r) Colm McQuaid, Terry Dullaghan,
Denise McKenna, Carl McElwain and Paddy Sheridan. Behind (l-r) Darragh Coyle, Martin McKenna, Stevie McCann & Gareth McKenna

Race Around Ireland Cycle
raises €5,000

Cyclists, Des Ryan, Donal Scannell, Mick O'Leary & Brendan Coakley
with supporters at the start of the Race Around Ireland in Co. Meath.

Thanks also to the four cyclists from Watergrasshill,
Cork based at "Over the Hill Cycling Club" who finished
2nd in the 2,172km Race Around Ireland which took
place in September. Des Ryan, Mick O'Leary, Donal
Scannell and Brendan Coakley put in an enormous effort
training for the event. The team were supported by their
friend, MDI's Pat O'Callaghan and 10 other people and
raised over €5,000 for MDI. Well done lads on a great
achievement and thanks for your support.

MDI National Draw and Greyhound Race Night
Thank you to everyone who supported MDI’s
National Draw and Greyhound Race Night
which took place on Saturday 20th October
at Newbridge Greyhound Stadium. An enjoyable night was had by all who attended and
the total raised was €3,500.

MDI members and friends supporting MDI and enjoying
a drink at the Greyhound Race Night in Newbridge.

The results of the
National Draw are as
follows:
1st Prize
Voucher for the Brehon Hotel Killarney
Winner
Tom Crosbie, Swords
2nd Prize
Voucher for the Castleknock Hotel
& Country Club
Winner
Josephine Young, Straffan
3rd Prize
Mobile Phone
Winner
Ellie Driver, Navan

MDI members Thomas & Sean Donogher (and family) from
Offaly pictured at the Greyhound Race Night in Newbridge.

Thanks to everyone who bought and sold
tickets. Your ongoing support is much appreciated.
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Mount Errigal
Climb raises
€2,000 for MDI
An energetic climb up the 751 metres of
Mount Errigal by 25 employees of Marine
Harvest Ireland resulted in a cheque for
€2,000 being presented to the Donegal
branch of Muscular Dystrophy Ireland.
The Renmore based employees climbed
the county’s highest peak after gathering
sponsorship from friends
Accepting the cheque, Susan Peoples from the
Donegal Branch of Muscular Dystrophy Ireland
thanked the intrepid walkers for their generosity.
“We try to ensure that our organisation is very active locally, and it’s great to see local people getting their co-workers involved in something that
can make a real difference to our cause,” Ms Peo-

ples said. Pat Connors from Marine Harvest noted: “We know we have some of the most active
and adventurous employees around, so it’s great
to see them putting all that energy to good use!”
Muscular Dystrophy Ireland would like to thank
everyone concerned with organising this event.
Your support is much appreciated.

MDI 2012 Christmas Cards Now Available

Selection of 8 beautiful cards from Irish artist Heather McKay (as pictured above) for just €7.00 (plus P/P).
To order contact Amy Bramley on(01) 6236414 or email: amy@mdi.ie. Cards can also be ordered online
via the MDI website at www.mdi.ie. Cards are dsigned & printed in Ireland by Head in the Clouds Ltd, Dublin
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National Awareness Campaign
Seeks Support for 2013
MDI requires increased assistance to promote and raise
funds from the National Awareness Campaign which will
take place on 14th February 2013
MDI has experienced an increase in demand for the
respite support services over the past three years
along with 15% cuts from the HSE since 2008 and
with another 3% cut protected for 2013. The demand
and necessity for additional fundraising has become
essential.
Like most charities MDI has seen a reduction in income over the same period and an increase in service
users.
To run respite camps, youth clubs and adult social
events we need funds raised from the National Awareness Campaign to ensure we can continue to provide
these services for the coming year.
As a member of MDI you can play a very important
part this year by taking just one box of Lily O’Briens
chocolates to sell in your community. If all of our

633 members sold just one box of chocolates MDI would raise €76,000 which would go
towards securing all summer adult and children’s respite camps for 2013.
Please contact head office today and put your order in
early for just one box of chocolates. Alternatively maybe you could try and organise a bag pack in your local
supermarket. Contact Amy in Fundraising who will
help you every step of the way.

Remember, Just One Box - Every little helps!
Many thanks to all our members for your continued
support from the MDI Board, staff and management.
And here’s to making next years National Awareness
Campaign a greater success!
Please contact Amy Bramley for further information
Telephone (01) 6236414 / Email amy@mdi.ie

The graph below shows the
counties that directly sold
chocolates during the MDI
National Awareness Campaign form 11th to the 14th
February 2012
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Hello to all book lovers out there!
My name is Fiona Casey from Galway and I am a
member of Muscular Dystrophy Ireland. We have
recently set up an MDI Book Club in the West &
Midlands. Currently we have just three members in
our club however, from little acorns grow mighty
oaks!!! Our book club is slightly different from conventional ones. Opposed to us all buying the same
books, we swap our books and eventually all members will have read the same books.
The benefit of this is all members have a different book to read each month at no cost. We
propose to meet once a month. Our next meeting is in Ballinalsoe on 13th November. We
would love new members to join our book club and I am therefore writing this article to invite other MDI members and friends to join. We don’t just want a good book club, we want
a great one. So, if you are interested please contact Aisling or Sinead (contact details below). By the way happy reading!
Fiona Casey

To become a member of the book club contact either:
Aisling Tarmey , Youth Respite Worker (Western Region), Tel: 086 389 9286, Email: aisling@mdi.ie or
Sinead Glennon, Youth Respite Worker (Midlands Region), Tel: 086 389 9285 Email: sinead@mdi.ie

Thank You
Muscular Dystrophy Ireland
(MDI) would
like to thank
Mick O’Brien
and his family
for their recent
donation
of
€200 on behalf of their
late
brother
Donncha
O’Brien.
Donncha, or
Denis as he was known to many, was a member
of MDI and sadly passed away in 1990. Denise
was a great tin whistle player and had made an LP
for Gael Linn (an organization devoted to the Irish
language and arts) in 1979. Gael Linn re-issued
the album on CD in 2011 and the O’Brien family
requested that they would like to donate some of
the monies received to MDI. Antoine Ó Coilleáin
from Gael Linn was happy to oblige and we at MDI
would like to thank both Antoine and the O’Brien
family for this donation and for supporting the work
of Muscular Dystrophy Ireland.
The Spring 2011 edition of this newsletter featured
a full page article about Denis and his CD and can
be downloaded from our website via this link:
www.mdi.ie/mdi-newsletter.html For details on
how to order a copy of Denis’s CD contact Antoine
Ó Coilleáin from Gael Linn (01) 6751200 or email:
eolas@gael-linn.ie

An Early Christmas in Galway!

Christmas came early for
our adult Galway members
this year as we celebrated
exactly 3 months early on
September 25th with cocktail lessons & dinner in the
House Hotel, Galway. Due
to members having a lot of
parties to attend at Christmas (you lucky people) and
with the weather being a bit
iffy (particularly here in the
west) members decided
they wanted to go out early
this year. Members who
attended were Patricia &
Amanda Hannon, Theresa
Conboy, Fiona & Anne Casey, Clodagh Christie &

Barbara Kelly. A good time
was had by all though no
one was brave enough to
wear a Santy hat!
For anyone who is interested, we will be going to a
Glitz & Glam fashion show
on Monday 3rd December
in the Menlo Park hotel in
Galway at 8pm. The event
is to highlight International
Day of Disabilities and our
very own, Eileen Gormley,
will be modelling on behalf
of MDI. If anyone is interested in going please contact Lisa (086 6066106) or
Aisling (086 3899286).
Hope to see you there.
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A day in the life……...
Continuing on with our series of “A day in the life” of various staff members of Muscular Dystrophy Ireland, we now introduce you to a day in the life of Margaret Goode, Clinic and
Family Support Coordinator.
Hi All
I am the Family Support/ Clinic Coordinator in Muscular
Dystrophy Ireland (MDI) and this is just a brief glimpse
of what I do in MDI. I have worked with MDI for the
last nine years and I really enjoy my work as every day
is different. It’s a privilege to work for the organisation
and over the years I have met some really inspirational
and wonderful people. The last two years have being
really busy for me as I have had to juggle work and
study to complete my Masters in Family Support studies in NUI Galway.
My role includes Clinic Coordinator and Family Support
Coordinator. I work from both head office and the office in Kells, Co Meath. I also visit the other MDI offices throughout the country to meet with regional Family
Support Staff regularly. I support members who attend
the different clinics in Dublin, such as the Adult Clinic at
Beaumont Hospital, the Central Remedial Clinic (CRC)
and the children’s clinics at both Tallaght Hospital and
Temple Street Children’s Hospital.
I liaise with the
multidisciplinary team and the medical team in all of the
above clinics in supporting members with appointments
and assisting them on the day when they attend the
clinic. If members request support when attending the
doctor I am also available here. I would also support
any members needing assistance getting from the car
park to the hospital or assisting with different appointments within the hospital that they may have to attend
on the day.
The MDI Family Support Team deliver a valuable service to all of the members across the twenty six counties such as home visits, hospital visits, emotional support, phone contact and lots more, and my role also
entails coordinating this service and covering when a
member of the Family Support Team is off on leave. I
am also part of the MDI Management Committee which
oversees and monitors the development of services
within the organisation. Every day for me is different ,
as I can be attending a clinic, working in head office,

attending meetings, or travelling to a different part of
the country to meet with a member of the Family Support Team. This week (at the time of writing), I was in
Donegal meeting with the family support worker, in the
Dublin Head Office, the Kells Office and attended the
Tallaght Hospital Clinic, so as you can see I get around.
I enjoy my work with MDI and I love the variety it gives
me as every day is different. I especially love meeting
and working with the members because I learn so much
from them. If you need any more information on my
work in MDI or have any questions feel free to contact
me either at head office or on my mobile (086)
3834426.
I would like to take this opportunity to wish everyone in
MDI a very Happy and Peaceful Christmas.
Margaret Goode
Family Support / Clinic
Coordinator, MDI

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and details of some upcoming events.
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Young (and not so young) MDI
Members pictured at various
Youth and Respite Activities in
the past few months.
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