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MDI Fund Ten Oximeters for
MD Respiratory Clinic.
Pictured here with Joe Mooney and Karen Pickering from
Muscular Dystrophy Ireland is Prof Richard Costello (centre)
being presented with a cheque for €9,138.53, to purchase ten
Oximeters for use at the MD Respiratory Clinics which are
run by Prof Costello and his team at Beaumont Hospital.
An oximeter is a medical device which monitors one’s oxygen
levels and heart rate and these monitors will be used at the
MD clinics which will be a great benefit to members of Muscular Dystrophy Ireland.
Patrick Flannagan (Kerry) & Jason Slattery
(Limerick) at the Aviva Stadium while on a respite
break in Dublin. More on camps on page 6.

Maria Geoghegan, Estuary Swim
Organiser (centre) & Brigid O'Connor (right) who ran the Limerick
Marathon and raised €1,924 for
MDI. More on Fundraising on
pages 10-12.

“Something Fishy” with the
Adult Support Group on page 8
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Research News
Myotonic Dystrophy Research Update

N

ew research has just
been published in the
journal Proceedings of
the American Academy of Sciences (PNAS) which
describes a new way to block the
genetic change that causes
myotonic dystrophy type 1. The
research was carried out in mice at
the University of Valencia in
Spain, and if the results were replicated in humans it could potentially be an effective treatment.
Myotonic dystrophy type 1 is the
most common type and it is

caused by the inheritance of extra
pieces of DNA code. Usually the
three letter code is repeated less
than thirty times but in myotonic
dystrophy it is repeated hundreds
of times.

myotonic dystrophy and when
looking at their muscles under a
microscope, they seemed healthier. The peptide seemed to block
the problems that the extra pieces
of DNA were causing.

Researchers in Spain used a fruit
fly model to screen millions of
peptides (small pieces of protein)
to find any that could potentially
be of benefit in myotonic dystrophy. There was one peptide that
looked most promising and so
they tested this in a mouse model.
They injected it into mice with

This data is encouraging but there
is a lot of work to be done to see if
this approach would be effective
in humans and if it could be delivered throughout the body and at
the dose necessary. We will keep
you informed of any further developments.

Spinal Muscular Atrophy Research Update

I

n the last newsletter I included an article about a new
clinical trial being set up for
RG3039 (previously called
quinazoline), a potential therapy for
SMA. I would like to bring your
attention to another clinical trial
which is currently enrolling young
people with SMA in 7 countries:
Belgium, France, Germany, Italy,
Poland, the Netherlands and the
UK. This trial is testing the safety
and efficacy of a compound called
olesoxime (TRO19622) which is
being developed by Trophos. A
trial in healthy volunteers has already been carried out, so this
phase 2 trial will assess efficacy in
children and young adults with
SMA type 2 and non-ambulant type
3, aged 3-25 years. It is hoped that
the enrolment of participants will
be completed this year and the
study is expected to run for two

years. Preclinical studies have demonstrated that olesoxime promotes
the function and survival of motor
neurons, and so it is being tested in
SMA and also motor neurone disease.
More information about this trial is
available at www.clinicaltrials.gov
– this is a good website where you
can see all the trials running in a
particular area. If you search for
SMA you will find a list of trials
throughout the world and it is encouraging to see the work that is
going into finding a potential therapy for SMA. We hope that at least
one of these will result in some
good news!

FSH MD
Information
Day
Saturday 1st October 2011
An Facioscapulohumeral muscular
dystrophy (FSH) Information Day
will be held on Saturday 1st October
from 11.30am - 4.30pm at the MDI
Office, 75 Lucan Road, Chapelizod,
Dublin 20.

Speakers on the day will include Dr.
Ronan Walsh, Neurologist, Jaqueline Turner, Genetic Counsellor, and
representatives from the FSH SupKaren Pickering port Group in the UK.
Information Officer
Muscular Dystrophy Ireland For further information or to
book a place contact Karen Pickeringon (01) 6236414 or email
karen@mdi.ie
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Personalised Exon Skipping Strategies
for the Treatment of DMD

O

n Friday 8th July 2011, 24
young MDI members with
Duchenne muscular dystrophy
(DMD) participated in a
Duchenne Ireland funded skin
biopsy day hosted by the Central
Remedial Clinic (CRC).
Prof. Steve Wilton from the University of Western Australia and
Prof. Kay Ohlendieck from NUI
Maynooth are collaborating on
this research project on personalised exon skipping strategies
for the treatment of Duchenne
muscular dystrophy (DMD).
With assistance from Dr. Bryan
Lynch and his team from the
CRC and Children's University
Hospital, Temple Street, the skin
biopsy samples were
collected from the 24
boys with DMD in a
very short period of
time, and sent to
Newcastle in the UK
for analysis.
The skin biopsy day
was an enormous
success, due mainly
to the logistic efforts
of Eoin O'Rathaillaigh (CRC physio,
now Trinity Medical
student) in the CRC,
and
to
nurses,
Therese Nestor, Suzanne Keily, and
nurses aide, Aoife
Carey, from Temple

Street Hospital.
Margaret
Goode (Family Support / Clinic
Coordinator from MDI) was also
a great help.
Paula Day from risk management in Temple Street put enormous effort in to getting the insurance glitches sorted out.
Also, Steve Carbery, the researcher from Kay Ohlendieck's
lab must have done some fast
driving to get the samples to
Larne and on the ferry in time to
get to Newcastle. He left the
CRC at around 2:30 pm to catch
a 4:30 pm ferry!
The goodwill and enthusiasm of
all associated with this project is

incalculable and MDI would like
to acknowledge the support of
Dr. Bryan Lynch and the efforts
which everyone concerned with
this project went to in order to
make it a success.

Pictured in photograph below are (left
to right): Dr Brian Lynch (CRC),
Steve Carbery (Researcher NUI),
Eoin O Rathaillaigh (CRC), Suzanne
Keily (Temple Street), Margaret
Goode (MDI), Therese Nestor
(Temple Street) and Aoife Carey
(Temple Street).
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AVI Exon Skipping Trials
AVI Biopharma published the results
from their UK trial of AVI-4658, now
called eteplirsen, in The Lancet on
25th July 2011. This trial involved 19
boys receiving intravenous infusions
of etiplirsen for 12 weeks at one of 6
different doses up to 20mg/kg. The
promising results showed that dystrophin was produced and there were no
significant side effects. One participant in particular had a strong response to the treatment, and had almost one fifth of the amount of dystrophin normally found in healthy muscle. Additionally, there were some
indications that the new dystrophin
was working correctly in the muscle.

However, the response to treatment
varied quite a bit from patient to patient. Because they do not have an
explanation yet for why some boys
responded better than others, AVI is
running another stage of the trial, but
this one is taking place in the USA.
This trial will test a higher dose of
eteplirsen to try to achieve a more
consistent response.
Four boys in this new trial will receive
eteplirsen at a dose of 30mg/kg and
four at 50mg/kg for 24 weeks. A further 4 boys will receive a placebo to
act as a control. This trial is doubleblind, so neither the clinicians, partici-

pants nor their families will know who
is receiving the active drug and who is
receiving the placebo.
The aim is that the results of this trial
will be available in mid-2012. After
this, a large international phase 3 trial
will run. This trial will give more answers about the effectiveness of the
treatment and if there are any potential
side effects with long-term dosage.
This is important to know as eteplirsen
would be a lifelong treatment.
Once again we will keep you updated
about any developments.

“I’ve Got Nothing to Lose by Trying It”
An organisation in the UK called Sense About Science has developed a really useful booklet called
“I’ve Got Nothing to Lose by Trying It”. This
booklet aims to weigh up claims about cures and
treatments for long-term conditions:
“Every month there are dozens of news reports
about promising research, medical breakthroughs
and wonder drugs. The internet is cluttered with
adverts and chat-room conversations testifying to
‘incredible’ benefits.
For people with multiple sclerosis, Parkinson’s disease, Alzheimer’s, motor neurone disease or other
long-term medical conditions such as rheumatoid
arthritis, these stories offer more than interest.
They offer the hope of finding something that will
do more than their medicines can.
But the evidence for many treatment claims is unreliable. This leaves people unsure about what to
try and uncertain where to draw the line. People
often report that they get much needed comfort and
relief from treatments outside the medical mainstream. Yet others worry that their hope for improvement is being exploited by promoters of dubious therapies based on pseudoscience. Some people with chronic conditions feel that they are put
under pressure by well-meaning friends and relatives to try out advertised treatments, dietary regimes and exercises.

Even when the science is good, the route to progress is frustrating. A lot of research that looks
promising in the early stages comes to a dead end.
“Breakthroughs” in the lab that are successful take
investment and many years of research to be translated into therapies that people can use. Clinical
trials may reveal that a promising drug carries an
unacceptable risk of side-effects. Often this process
is not well communicated to the public.
How can you make sense of ‘cure’ stories; tell the
beneficial from the bogus; the likely from the
doubtful? Sense About Science and medical research charities have worked with patients, doctors
and scientists to write this leaflet about medical
claims for people with long-term neurological conditions. Most of the subjects covered here will also
be familiar to people coping with other long-term
health problems.”
You can access this booklet on the Sense About
Science website:
http://www.senseaboutscience.org/resources.php/1
1/ive-got-nothing-to-lose-by-trying-it
Alternatively, I have some hard copies in the MDI
Information Library. Please contact Karen
Pickering, Information Officer on 01 6236414 or
email karen@mdi.ie if you would like to receive a
copy.
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Date for Your Diary

MDI Members Meet
TDs and Senators
Wednesday 19th October 2011 from 12pm-4pm
Buswells Hotel, Dublin 2
On 19th October, MDI is facilitating an event to give members the opportunity to meet their
TDs and Senators. This event takes place before the new Government gives their first
Budget, and so it 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?
Do you think a Cost of Disability payment should be made to people with disabilities?
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 19th October. 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 19th October. 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.

The current economic situation means that we are seeing cuts to many different services. Please help MDI to advocate for the supports that you need. We cannot do it
without you.
If you need any further information or require any assistance, please do not hesitate to contact
Karen Pickering, Information Officer at 01 6236414 or email karen@mdi.ie
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MDI Respite Camps 2011
Pictures, Rhymes and Words!
Happy Campers!

It began on Monday, 23rd of May
In Clarenbridge in Co Galway
By: Eileen Gormley, Galway
Aisling, Noreen, Claire and Eileen were the first to arrive
Then came the others who had a long drive
Some new members came and others we knew
Then we all sat and chatted and had a cuppa too
And then went into our rooms and started to unpack
And right after that, we all came back
After a while we all had our evening meal
And then everybody started to feel
Tired, and soon we all went to bed
We needed all our energy for the day ahead
The following day we went to Coole Park
With its beautiful trees, their leaves and their barks
And had a picnic which was really great
And saw the tree signed by W.B. Yeats

Some of us decided to stay
At the disco and dance the night away
Saturday we all had different things to do
Like swimming, shopping and cinema too
This lovely camp was coming to an end
Thanks to all my lovely friends
And the drivers and all who organised
This camp. I hope they realise
They all made it so special and dear
Here’s hoping I’ll be invited next year?
There is no pressure but it’s my wish
From Eileen and her lucky fish!
Noreen Murray (PA) and Kate Power
(MDI) with Eileen Gormley (centre)
pictured with here luckey fish!

When we returned we had more food
And we were all in such a good mood
The following day we all went shopping in the city
The weather was bad which was such a pity!
But that didn’t dampen our spirits, oh no!
Everyone was just rearing to go
We had a table quiz the following night
And a sing song after it to our delight
Another event was Trad on the Prom
With explanations of our heritage and where it came from
And we all had a lovely meal before that
An enjoyable meal and wonderful chat
We all placed a few bets at the dog track
And we had the best of craic
And the last race, a couple of us
Put in a euro without any fuss
And we were all so delighted when our dog came in first
And due to all that excitement we were dying of thirst

PS May I thank Marcus very much for the hot chocolate, it
was such a lovely treat and a great choice. From Bosco and
my sqeaky voice!

Group Shot!
MDI members
and staff pictured
while on camp in
Clarenbridge, Co
Galway last May.
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MDI Respite Camps 2011
Pictures, Rhymes and Words!
My First MDI Camp
By Nicola Walsh, Offaly

I

recently attended the MDI Camp in Kilcuan
Lodge, Clarinbridge, County Galway. As it
was my first camp I was quiet nervous about
attending. I need not have worried as from
the moment I arrived I was made to feel very welcome. The facilities were second to none and the
staff excellent.

“It was lovely to meet other members of MDI and talk to them
about their experiences.”
Nothing was too much trouble. It was lovely to
meet other members of MDI and talk to them about
their experiences. There was great laughter and
chat until all hours of the night. There were so
many activities that every day was full.

Nicola Walsh (right) pictured on camp in Galway with MDI member Nial
MacMahon from Limerick and Ciara Kelly (Youth Worker).

“One of the best things about it was that you could go at your own pace and do as little or as much
as you wanted.”
All tastes were catered for what with picnics, swimming, shopping, eating out, cinema, bowling, greyhound racing, watching
DVDs, a table quiz and so much more. One of the best things about it was that you could go at your own pace and do as little or
as much as you wanted. If you didn’t want to go out you could stay in and watch DVDs and if you wanted to go out that was
fine too. It was very much centered around the members and their needs and that came first always.

Pictured (above) at the June camp in Galway are (l-r): Nicky Hutton (member
from Louth), Noreen Murray (PA) and MDI member Patrick Flanagan from
Kerry.
Left: MDI Staff Darren Lyons (Driver) and Brian Kenna (Youth Respite
Worker) throwing shapes at the camp!!!
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Something Fishy!
The Adult Social Group has been up and running for the last
couple of years in Dublin, Wicklow and Kildare. It was set up
to assist members get together in a social capacity and combat
social isolation. A panel of members meet a few times a year
for planning meetings in Head Office and arrange future
events over a cup of
tea and sandwich.
A recent outing was a
trip to Lyreen Angling in Maynooth
for an afternoon of
fishing. The weather
was a typical Irish
Summer’s drizzly
day but that did not
dampen the mood
and the fish did not
seem to mind! Our
fishing guide for the
day was Godfrey and
he provided the rods,
the maggots and the
tales of the one that
got away!
Tony Farrell proudly shows his catch - a
large and lively carp!

Only minutes after
the first hook was
baited Ralph got the

first bite. The excitement
was huge as he reeled in
the first catch of the day.
After several Kodak
moments the fish was
put back as we had other
plans for lunch. Moments later Tony caught
a large and lively carp.
We were certainly off to
a good start. Things quietened down for a while
before Michael’s turn
came around and he
caught a trout – not bad
for his first day fishing.
All that hard work and
fishing left us hungry so Ralf Smith (with the first catch of the
we packed up and day) and fishing instructor Godfrey.
headed for the Glen
Royal
Hotel
in
Maynooth for refreshments. We were all pleased with the days
fishing and our ‘catch of the day’. Of course there were a few
huge fish that had got away!
The Adult Social Group organise several events throughout
the year. If you would like to get involved please contact your
Family Support Worker.
Brigette Disley
Family Support Worker
North Dublin

I

n recent weeks, MDI have had a number of requests for
holiday information on wheelchair accessible holiday
destinations. We have therefore once again included
below, a list of the most popular websites and contacts
for your information.

Accessible Holidays
This is an Irish company offering tailor-made accessible holidays
for people with disabilities to Teneriff, Majorca and Cyprus. It is
run by John Geraty, who is also a wheelchair user. Contact details are: Accessible Holidays, 9 Shelton Grove, Kimmage Road
West, Dublin 12 Ph: (01) 4555675 Email: jpgeraty@eircom.net
www.accessibleireland.com
Accessible Ireland will allow you to source wheelchair facilities
to suit your needs and for you to enjoy Irish hospitality at its best.
Accessibility is paramount to us. We want to introduce you to the
widest range of wheelchair accessible amenities possible and
ensure that when you travel or visit Ireland your expectations are
well met. On Accessible Ireland you shall find a growing list of
moderate to luxury wheelchair accessible accommodation, accessible visitors attractions, restaurants, pubs, venues and transport
and more. Accessible Ireland have graded these according to their
accessibility to provide you with premier facilities to suit you.
www.cuisle.com
‘The Centre that never sleeps’, Cuisle (which is run by the Irish
Wheelchair Association) is situated in Donamon on the River
Suck, Co.Roscommon. Not only does Cuisle provide accessible

holiday accommodation, they also provide highly trained staff
giving any support you may need. If you are looking to take a
break from city life Cuisle is the place to go. You can also partake in the many activities available down there, fishing, bowling,
boat trips and much more!!
www.dreamireland.com
Disabled Holiday Ireland / DreamIreland.com
Accessible Holidays for people with disabilities.
www.accessibletravel.co.uk
This online travel agent can tailor a holiday to meet your specific
requirements. Whether you need to ensure ground floor accommodation, handrails, or any other special facilities, they source
appropriate accommodation and services.
www.ineedaholidaytoo.com
A unique concept in holidays for disabled people wanting to
travel to France.
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Center for Independent Living

Serbia

M

any of our readers
may remember Gordana Rajkov, a lady
from Serbia who has
visited Ireland on many occasions
over the years to participate in both
MDI and Center for Independent
Living (CIL) events and conferences.
She also lived in Dublin for a number of years in the mid 1990s and
worked for CIL during this time.
Gordana was also very actively in-

volved with the European Alliance
of Neuromuscular Associations
(EAMDA) and remains a good
friend to many at MDI and CIL in
Dublin. Gordana played a key role
in helping to develop services within
CIL here in Ireland in the mid
1990’s and since her return home
she has been campaigning for similar services in Serbia
This year
brought some great news for Gordana and fellow disabled people of

Serbia, which she emailed to us recently (see below) and we thought
we’d share this with everyone from
MDI who knew her. On behalf of
Muscular Dystrophy Ireland, we
would like to congratulate Gordana
and her colleagues on such a great
achievement and wish them well in
the future.
Hubert McCormack
Editor

Dear All,
CIL Serbia wants to share with all of you our joy as we have achieved something for which we fought for 10 years! We started
our advocacy activities related to personal assistance service in year 2000 and since then we were promoting the idea through a
few action-research projects. Our main goal was to make legislative changes that would include this service in Law for social
protection, as one of the regular services funded by government. Since then in Serbia, four governments have been changed,
and we were in most of the cases starting our fight all over again.
At the same time we were organizing a personal assistance service for a limited number of users in Serbia, through different
projects, of which the most important one was supported by the Irish Government for four years. This showed in practice what
quality of changes can occur in a disabled person’s life, which the provision of a Personal Assistant service could make.
Eventually, new Law for social protection was adopted by the Serbian Parliament on 31st March 2011 in which a PA service is
included in a group of services for disabled persons, providing conditions for independent living. So after 10 years we have
achieved our main goal!!!
We would of course have to
guard the principles of the
service and quality of standards, because as many of
you know, the term "personal
assistance" could be often
interpreted differently. However, at the moment we celebrate this great CIL's achievement, sending many thanks to
all of you who have supported us in this fight for
years.
Many happy regards,
Gordana Rajkov
President
Center for Independent Living Serbia
Milenka Vesnica 3, Beograd,
Srbija
www.cilsrbija.org

Pictured with Gordana (front left) on a visit to Dublin last May are (back row): her friends
Luka and Mimi from Serbia, Siobhan and Judy Windle (MDI members), Florence Dougall
(Treasurer MDI) and Donal Toolin (CIL).
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Upcoming Fundraising Events
MDI Fire Walk Challenge
Croke Park, Dublin - 16th September 2011
Fire Walking what a crazy idea, but ask yourself is it any crazier than
hurling yourself out of a perfectly decent airplane with only a flimsy
parachute to save you? Definitely not! The Fire Walk can initiate innovative mind experiences for individuals and groups, as well as bringing teams together, enhancing communications, raising huge
amounts of money for MDI and at the same time having a great time! Fire walking is an inspirational and barrier breaking experience for all concerned. In simple terms sponsored individuals, after a motivational training session, walk across 20 feet of
wood embers burning at 1200 degrees Fahrenheit without experiencing any pain or injury at all! After all if you can walk on
fire what else can you achieve if you put your mind to it All you have to do to take part in this Fire Walk is to raise a minimum
of €200 and be brave enough to walk on hot burning embers!! For further information, sponsorship card & t-shirt please contact
Amy at (01) 6236414 or email amy@mdi.ie

Upcoming Dates at a Glance!
Firewalk Challenge
Friday 16th September, Croke Park, Dublin
Participants requested to collect a minimum of €200 per person.
Sponsorship cards and T-shirts available from the MDI office.

Table Quiz
Thursday 22nd September at 8pm, Red Cow Hotel, Dublin
Tickets: €10 per person - 4 per table + raffle. If you can not attend the
quiz, you can still support this event by purchasing tickets for just €5
for a chance to win a B&B for two in the Four Star Hillgrove Leisure
& Spa Hotel, Co. Monaghan. Tickets available from the MDI office.

MDI Annual
Greyhound
Race Night

Annual Greyhound Race Night
Saturday 22th October, Newbridge Greyhound Stadium,7pm
Tickets €10 (including a national draw)

Portlaoise Gospel Choir Benefit Concert
Sunday 20th November, Ballinakill Church, Co Laois
Concert starts: 8pm. Tickets €10.00.

Dublin City Marathon
Dublin City Marathon is fast approaching (October Bank Holiday
Weekend). If anyone is thinking of running in this, perhaps you would
run in aid of Muscular Dystrophy Ireland and help raise much needed
funds. We will provide T-shirts and sponsorship cards etc. Your support would be much appreciated.

Christmas Cards
MDI’s 2011 Christmas cards will be available from the MDI office in
October.

Proceeds from all of the above will go to MDI
For more details on any of the above: If you would
like to participate in, attend or support any of the above events, contact:
Amy Bramley, Fundraising & PR Coordinator, MDI, 75 Lucan Rd,
Chapelizod, Dublin 20.
Tel: 01 6236414 / 086 8185352. Email: amy@mdi.ie

We would really appreciate your
support. Thank you.

Saturday 22nd October
at 7pm
Newbridge Greyhound
Stadium
All are welcome to attend or support
in any way possible.
MDI will be seeking support from
the general public to sponsor a race
or advertise in the racing card.
If you would like further information please contact Amy at (01)
6236414 or email amy@mdi.ie
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Recent Fundraising Events
Trim Golf Classic - 4th June 2011

The Trim Golf Classic held on Saturday 4th June in the South Meath Golf Club
Trim was a tremendous success. The day saw 33 teams play for MDI. Presentation along with music and entertainment was held on the night in the Trim GAA
Club House. Music provided by Ken & Trevor and DJ Christy. A great evening
was had with a fantastic raffle and auction. Local TD Ray Butler did MC for the
night.
Niall Winters MDI member from Trim (pictured far right with Amy Bramley
from MDI and his son, Niall Junior) organised the Golf Classic & evening celebrations. Well done Niall on organising and hosting a terrific event for the second
year running. On behalf of MDI many thanks and appreciation to you and all the
Winters family for your continued support and fundraising efforts.

Ireland Bike Fest, Killarney - June 2011
Since 2006, the Gleneagle Hotel in Killarney has been supporting Muscular Dystrophy Ireland
with our Awareness and Fundraising activities. This fundraising initiative has gone from
strength to strength each year. The 2011 rally or "Ireland Bike Fest 2011" took place
from 3rd - 5th June and was a huge success and this year raised nearly €20,000 for MDI.
MDI would like to thank the Staff and Management of the Gleneagle Hotel in Killarney for
once again organising, hosting and sponsoring this event. Thanks also to Martina Mayse and
fellow members of the Kerry Branch of MDI for their continued hard work with selling tickets
etc. And finally, thanks to everyone who sold and bought tickets and helped to make this
event a great success.
As in previous years, The Gleneagle Hotel and Harley Davidson Ireland once again arranged
for a Harley Davidson Bike to be raffled at this event, with all proceeds going to MDI.
The draw took place on Sunday 5th June 2011 and the results were:

St Margaret’s Golf Club
Raise €4,000 for MDI
Dawn Shine (Lady Captain) and Nigel
Moran (Captain) of St Margaret’s Golf
Club Dublin, pictured above presenting a
cheque for €4,000 to MDI Treasurer
Florence Dougall. MDI would like to
thank the members of St Margaret’s Golf
Club and the organisers of this Golf Classic for raising all this money for MDI.
Well done on a great achievement - your
support is very much appreciated by all at
MDI.

€220 Confirmed for MDI!
Thank you to the sixth class pupils of St.
Joseph's national school in Rathnew who
made a kind gesture before they left primary
school last June. Each pupil donated a portion of their confirmation money to Muscular Dystrophy Ireland. Collectively, they
raised a total of €220 which they presented
to Kim Warnock from MDI on 29th June.
Thanks very much girls, for a very kind and
generous donation. You support is very
much appreciated by all at MDI.

1st Prize: Harley Davidson Motorbike, Winner: Colm O'Farrell from Co Armagh
2nd Prize: Two nights stay @ Brehon Hotel, , Winner: Barbara Norman from Waterford
3rd Prize: Leather Jacket, Winner: Ciaran Moore from Co Wicklow
Pictured below at the Bike Fest in Killarney are: (l-r): Jimmy Murray (MDI), Garry Toner (MDI),
Cllr. Donal Grady (Lord Mayor Killarney), Hubert McCormack (MDI), Patrick O'Donoghue (MD of
The Gleneagle Hotel) and Joe Mooney (MDI).
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Recent Fundraising Events (continued)
Scooter Donated to MDI

Shannon Estuary Swim
In July, 35 swimmers swam across the Shannon Estuary from Coleman’s Castle
Co Clare to Glin Pier in Co Limerick in a spectacular two mile event to raise
funds for Muscular Dystrophy Ireland. The swim took place at 12pm on Sunday
24th July, with plenty of on lookers and supporters cheering on the swimmers.
Tea and scones were served to the cold swimmers when they returned to the pier.
A pub quiz in Geoghegan's Bar was also held on Friday 22nd July and a country
market in the Square on Saturday 23rd July. Well done to all who supported the
weekend in Glin and many thanks to Maura O'Connor and Maria Geoghegan for
all their hard work.

A special thank you to Rose Nolan and her family from Nurney, Co. Kildare who very kindly
donated an electric scooter to MDI at the Ireland
Bike Fest in June. MDI would like to thank Rose
and her family for this very kind donation, which
is very much appreciated and we can assure you
that the scooter will get good use. Rose is pictured above with her daughter Tammy, son Cian,
Jimmy Murray from MDI (seated in the actual
scooter) and Joe Mooney, CEO MDI.

Swimmers from
Glin just before
the two mile
Estuary Swim

Flora Mini Marathon
June 2011
Over 60 women took part in this year’s Flora Mini Marathon
and raised sponsorship for MDI. Many thanks to everyone for
your continued support and fundraising efforts. It is sincerely
appreciated by all the members and staff. Money is still being
raised and collected and we will keep you updated on the total
amount raised when known. Many thanks.
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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 Sandra Bartley, Receptionist at
MDI’s Head Office in Dublin.
Hi Everyone,

the day to day running of this facility.

I’m the Receptionist based in MDI’s Head Office in
Dublin. I started working with MDI in September 2010
and I love it here.

No two days are ever the same (which is great) and I
love the variety of the role. I’ve been made feel very
welcome by everyone at MDI and I look forward to the
upcoming year and all the challenges it may bring.

In the year that I have been working for MDI, I have
seen many changes take place here at Head Office. One
of the major changes was the move last April to our new
premises in Chapelizod and following on from this the
opening of a new “Home from Home”
self catering apartment above the office
in June.

Sandra Bartley
Receptionist - MDI

My role within MDI is varied but I
wouldn’t have it any other way! I may
be office based but with the opening of
“Home from Home” I’ve had several opportunities since then to meet & greet
members whom I would normally only
get to chat to on the phone (it’s great to
put a face to a name).
A typical day for me could go along the
lines of opening the office for 9.00am,
sorting incoming & out going post, answering incoming phone calls, filing, taking “Home from Home” bookings / reservations, HR and general admin support
within the office.
With the opening of “Home from Home”
I’ve also become actively involved with

Sandra at the reception
desk in MDI office

Newsletter by Email
Help reduce printing and postage costs of this newsletter by opting to receive it by email. If you wish to receive future copies via
email, please send an email to hubert@mdi.ie with "Newsletter
by email" in the subject box. Members who receive our newsletter by email will no longer receive hard copies, unless otherwise requested.
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“Home

from Home”

MDI’s Self Catering Apartment

M

uscular Dystrophy Ireland is pleased to announce that our new “Home from Home” self
catering apartment facility is now up and running since June and we are delighted with the
amount of use it has received since opening. The idea behind the “Home from Home” apartment is to provide fully
wheelchair accessible short term accommodation for MDI
members and their families who need to attend clinic or hospital appointments in Dublin, or to visit family members in
hospital, etc. It is also intended to provide short respite
breaks for members.
Since June, the apartment has been occupied most nights and
we are delighted with the feedback we have received from

members who have stayed. All feedback is good, as it helps
us to improve the high standards which we strive to achieve.
The “Home from Home” apartment consists of four bedrooms (two en-suite), a kitchen, two bathrooms and a living
room. Three of the four bedrooms have ceiling track hoists
and the apartment is fully wheelchair accessible throughout,
with wheelchair parking and access to the apartment via a lift
to the first floor.
MDI looks forward to welcoming you to our “Home from
Home” apartment. But please be advised that advance booking is essential due to high demand.

Home from Home apartment is situated on the first floor of
this building. The ground floor is the new Head Office of
MDI and in time it will become a unique “Centre of Excellence for people with Neuromuscular Conditions” living in
Ireland.
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“Home from Home”
MDI’s Self Catering Apartment

Booking Form
Name
Address
Telephone

Home

Mobile

Email
Dates of Stay
Number of people
Number of
wheelchair users

Check in Date:
Adult:

Check out Date:
Number of rooms
required:

Children:
Air mattress requested

Yes

No

Next of kin/ Emergency contact person details:
Name

Mobile number:

Relation to the above:

Check in between 4pm & 6pm - Check out Noon
MDI would welcome a contribution of €25 per room per night towards the running costs
“Home from Home” MDI’s self catering apartment consists of four bedrooms (two en-suite), a kitchen,
two bathrooms & a living room.
Bed linen will be provided in each room (sheets, duvets & pillows). Towels are not provided.
There are Hi –Lo electric beds in each room. On arrival the kitchen is fully equipped and will be stocked
with Milk, Sugar, Tea, Coffee, Salt & Pepper.
NB: Members are advised to bring their own slings. However, please note that the twixie clip slings do not
work on our ceiling hoists. MDI will have slings available if required. Please advise in advance if you
need to book one.
We look forward to welcoming you to our “Home from Home” apartment. Please note that advance booking is essential due to high demand.
MDI does not accept any liability for any loss or damage to any personal property while on the premises.

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

MDI South East Youth Club - Members
Conor Doyle and Jack O’Brien from
(Wexford) fishing with Vincent Hunt
(PA) assisting.
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MDI North East Youth Club - Members and Staff at the
Carlingford Adventure Centre, Co. Louth

July MDI Camp - L-R: Kevin Gannon (Dublin), David Stack (Kerry), Joe Barry
(Cork) and Tommy Stack (Kerry) acting the “Blues Brothers” on camp.

At the Wax Museum
Ashling McElligott (Offaly ) and
Emer O’Sullivan (Laois) posing
with the President!

July MDI Camp - Members and staff pictured at a
70’s Party on the last night!

Louis Sheehan (Offaly) pictured at
the Tutankhamun Exhibition in the
RDS, Dublin recently

