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Research News
Duchenne muscular dystrophy steroid trial
Boys with Duchenne muscular dystrophy have been treated with corticosteroids for over 20 years and
they are still the only available treatment that keeps them walking for
longer. However, there are side effects, and attempts to minimise
these mean that different clinicians
prescribe different doses and different regimens (for example, ten days
on and ten days off). A new clinical
trial will now take place which
should give definitive information
about the most effective way to treat
boys with Duchenne with steroids. It
will be organised by Prof. Kate
Bushby in Newcastle University and
Prof. Robert Griggs in the University

of Rochester, USA, and is officially
titled “Duchenne muscular dystrophy: double-blind randomised trial to
find optimum steroid regime”. They
aim to recruit 300 boys with Duchenne aged 4-7 years who have
not yet started taking steroids. All
boys participating in the trial will be
prescribed steroids, with one third
taking deflazacort and others taking
prednisolone either every day or
intermittently (ten days on and ten
off). This is a long-term trial so participants will be followed up every
six months for between three and
five years.
Prof. Francesco Muntoni told the

Muscular Dystrophy Campaign in
the UK that “after many years of
discussions regarding the best way
to give corticosteroids to boys with
DMD, this is the first study which will
systematically compare efficacy and
side effects of different regimens of
steroids. This study will also provide
additional information on how to
best manage steroid induced side
effects in DMD, so it is a very important study that will have long lasting repercussion in the way steroids
are prescribed worldwide.”
More information about the trial is
available from its dedicated website,
www.for-dmd.org

he 6th international Rare Disease Day took
place on Thursday 28th February and this year
the theme was “Rare Disorders without Borders”. To mark the day, an all-Ireland meeting
took place in Dublin City Hall which was a joint venture
between GRDO (Genetic and Rare Disorders Organisation), IPPOSI (Irish Platform of Patient Organisations,
Science and Industry), the MRCG (Medical Research
Charities Group), the Northern Ireland Rare Disease
Partnership and Rare Disease UK.
The concept of cross border healthcare (both between Ireland and the UK, north and south, east and west and
across the EU) is especially important in the area of rare disorders, as small numbers of people in individual countries means that there has to be collaboration in terms of medical expertise, research and the development of therapies.

T

There have been Regulations on social security since 1971 which allowed for citizens requiring care when temporarily abroad. However, clarification was still needed on the rights of EU citizens to receive healthcare in another member state. This led to the EU Directive on the application of patients’ rights in cross border healthcare in 2011. This
should make it easier for people to access treatment abroad, for example, when that treatment is unavailable in a
person’s own country. However, people need prior authorisation from the HSE in certain circumstances if they want
to go abroad for healthcare, such as care requiring a hospital stay of more than one night and for highly specialised
and cost-intensive healthcare. It can be difficult for people to know what their entitlement to care abroad is, and many
people cannot get authorisation to travel for diagnosis or treatment. Something that might help is that each Member
State must establish at least one National Contact Point by October 2013 to provide all relevant information to patients. Administrative procedures will also be in place, including complaints procedures.
Prof. Kate Bushby, Professor of Neuromuscular Genetics in Newcastle University and founder member of the TREAT
-NMD network is very well known in the area of muscular dystrophy. However, she is also an expert in the wider rare
disease field and is currently Vice-Chair of the European Union Committee of Experts on Rare Diseases. She gave a
presentation on a holistic view on the management of rare diseases in Europe, and used Duchenne muscular dystrophy as a model of a real world situation. EU investment led to the development of networks, TREAT-NMD and CARE
-NMD, to look at the development of research, clinical trials, management and care of neuromuscular conditions.
This included the development of registries which are being coordinated through TREAT-NMD and we also now have
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defined care standards. The standards of care for Duchenne have now
been accredited in the UK. This coordinated approach means that we
can do things like look at care
across the EU. Established registries
were used to survey people with
Duchenne and this gave important
information, such as the fact that
adult care is lagging behind – adults
with Duchenne are more likely to not
be attending a neuromuscular specialist for example.
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Prof. Bushby emphasised that national plans on rare diseases must
be implemented and funded in order
to make an actual difference to people living with rare conditions. There
has been significant progress in supporting the development of plans.
However, the economic climate is
not favourable. Rather than looking
at the costs of improving care however, we should be careful to also
look at the “invisible” costs of getting
care wrong. This could include inappropriate hospital admissions which

could have been avoided if a person’s condition had been managed
appropriately, or the cost of residential care as opposed to support in a
person’s own home to encourage
them to live as independently as
possible.
There will be a full report produced
by the organisers of the meeting
which will discuss all the issues in
more detail and we will let members
know as soon as this is available.

Neurological Alliance of Ireland Lobby Day

A

s MDI is a member of the Neurological Alliance of Ireland (NAI), MDI’s Information Officer Karen Pickering, Family Support Worker
Brigette Disley and MDI member Diane Purtell
attended a lobby day in the Dáil to highlight issues affecting people with neurological conditions.
These issues were set out in the official press release
issued by the NAI:
Urgent action to tackle the growing impact of neurological service deficits was demanded on Wednesday February 27th after it emerged that over 1,000 patients have
been waiting for more than four years to see a neurologist in a public hospital outpatients clinic.
The call was made by the Neurological Alliance of Ireland - the umbrella group for the country's neurological
not for profit organisations - in response to new figures
which also showed that a total of 5,580 adult and child
patients with conditions such as epilepsy, Parkinson's,
multiple sclerosis and severe migraine have been forced
to wait over a year for an appointment.
In addition, 989 out of a total of 2,700 patients requiring
neurosurgery were forced to wait more than six monthswith the longest being left untreated for over three years.
The latest figures emerged following a Freedom of Information request by the NAI in advance of a Dail briefing
for TDs and Senators today at which the organisation
highlighted the fact that services for people with neurological conditions in Ireland are by far the worst in Europe.
Said NAI chairman, Chris Macey: "These statistics are
truly shocking - showing that 38% of patients are waiting
more than 12 months for an outpatients appointment and
37% requiring neurosurgery being left untreated for over
six months.

"When you combine these waiting lists with the huge
deficits that exist in neurorehabilitation services for people living with the effects of car crashes, brain tumours,
strokes and a range of other serious conditions, what
you are left with is suffering on a monumental scale in
every town and parish the length and breadth of Ireland much of it avoidable. We need urgent action to prioritise
the development of better services, both in hospital and
the community for people with neurological conditions."
Consultant neurologist Professor Orla Hardiman said
that the long delays are not acceptable either to doctors
or the population at large, particularly as Ireland prepares to host the European Month of the Brain in May
this year as part of its EU presidency. Ireland will host a
major Europe wide conference which will include a focus
on how our health system manages diseases of the
brain.
She notes that, to a large extent, the solution in reducing
waiting lists for neurology lies not in increased funding
for services, but through reorganisation of what's already
there.
"We don't need more money, we just need to be cleverer
about the way we deliver the services people need.
There are many barriers and blocks, historical practices
and poor organisational structures that reduce the effectiveness of existing services," she declared.
"In tackling service deficits, it's more important to look at
the quality of services that people are getting than the
length of waiting lists. If patients are seen quicker, but
are just getting a yellow pack service, that's no good either."
The waiting list figures emerged a week after the NAI
launched its Neurorehabilitation Manifesto to highlight
the fact that whilst an estimated 150,000 out of some
700,000 people living with neurological conditions in Ireland require ongoing rehabilitation, services across large
swathes of the country are fragmented, patchy, or nonexistent.
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Existing services provided by not for profit organisations
continue to endure swinging cutbacks, of up to 25% in
some cases, forcing the downgrading and closure of
vital community programmes countrywide.
Mr Macey said that neurorehabilitation services in Ireland are recognised to be the worst in Europe. And even
if the improvements being sought were implemented,
they would still be worse than those in any other European country with the exception of the UK.
"For example, we currently have 7 consultants to serve
acute neurorehabilitation needs across the whole country. But even if we had 50 we would still have the lowest
number per capita in Europe with the exception of the
UK. And if it increased to 150, we would still be behind
countries like Estonia, Latvia, Czech Republic, Croatia
and Serbia."
"In other words, what we are really aspiring to is not to
have services that any country could be proud of, or
even services that are mediocre - but to be the second

worst country in Europe for neurorehabilitation."
An NAI survey of people across the spectrum of neurological conditions has also found that the vast majority
are not receiving the community rehabilitation services
they need to rebuild their lives. The study showed that
that:
• 71% couldn't access any neuropsychology service
• 68% said physiotherapy and speech and language
therapy were inadequate or not available.
• 80% couldn't access adequate residential or day services
• 78% could not get proper counselling services
• More than half had no access at all to training or employment support
• Over three-quarters couldn't get enough information
or advice on how to access services or what their
benefit entitlements were.
• 76% couldn't access adequate occupational therapy
services

Withdrawal of Mobility Allowance and the
Motorised Transport Grant

M

embers may be aware
of the withdrawal of
these schemes which
was announced on 26th
February. Mobility allowance was a
means tested payment of €208 per
month which was paid to people with
a severe disability who could not
walk or use public transport but
would benefit from a change in their
surroundings. It was only payable to
people between the ages of 16 and
65. The motorised transport grant
was a means tested payment from
the HSE for a person with a severe
disability who needed to buy and / or
adapt a car in order to retain employment. The maximum grant was

€5,020. This should not be confused
with the tax relief scheme for purchasing and adapting a vehicle
which is unaffected by this present
announcement.
The Ombudsman had recommended that both schemes should be revised to make them compliant with
the Equal Status Acts, in terms of
removing the age limit on the mobility allowance and broadening the
definition of disability in respect of
eligibility for both schemes. The concern from the Department of Health
was that making these changes
would mean that more people would
be eligible for the schemes and the
costs would raise dramatically.

T

Therefore they have decided to withdraw both schemes. Anyone in receipt of mobility allowance will continue to receive it for a period of 4
months and any applications already
being processed by the HSE for the
motorised transport grant will be approved if they meet the terms of the
scheme. No new applications will be
processed.
It is unclear what will happen after
the four months period ends as a
consultation process is underway to
find alternatives but we do not yet
know what these alternatives will be.
MDI will let you know as soon as we
receive more information.

he M.Sc. in Disability Studies at Trinity College Dublin is now taking applications for the 2013 intake.

This M.Sc. programme, which can be completed on
a one year, full-time or a two year, part-time basis, is an innovative programme that provides students with a deep understanding of disability from social, historical, cultural, economic,
and political perspectives.

Graduates of the M.Sc. are equipped with the knowledge, analytical skills and perspectives to translate rights into reality in
the field of disability.
For more information on the course, please visit our website at
http://www.socialwork-socialpolicy.tcd.ie/postgraduate/progs/msc-disability.php or contact
Ms. Laura Cusack, Executive Officer, School of Social Work and Social Policy, Room 3063, Arts Building,
Trinity College, Dublin. Phone: + 353 1 896 3593 or email: lcusack@tcd.ie.
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A Date for your Diary
The

Annual General Meeting
of

Muscular Dystrophy Ireland
will take place on

Saturday 27th April 2013
at MDI House, 75 Lucan Road, Chapelizod, Dublin 20.
More details will be sent out to all members in due course.

Wheelchair Accessible Car for Sale
WHEELCHAIR ADAPTED, 2010 Ford Galaxy Zetec Black Metallic, Rear Wheelchair Access Conversion, 5 Seats + Wheelchair Passenger, Lowered Rear Floor, Fold Out Ramp, Wheelchair Securing System, Climate Controlled Air Conditioning, Alloy Wheels, Parking Sensors, Central Locking, Electric Windows, CD Audio System, Roof Racks Bars, privacy windows, Alarm, Alloy
Wheels, Cruise Control, Centre Armrest, Multiple Air Bags, Anti-Theft System, Parking Sensors,
Bluetooth, New Tyres, 42,254miles / 67,999kms.
Taxed until January 2014.
Price: € 28,000 ono.
Location: Killarney, Co Kerry.
Lowered rear floor, fold out
Phone: Eileen on 087 6235792.
ramp and wheelchair securing
system.
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Official Opening of MDI House by
An Taoiseach Enda Kenny
On Friday 15th February 2013, An Taoiseach Mr Enda
Kenny opened the “MDI House & National Resource
Centre for Muscular Dystrophy & Allied Neuromuscular
Conditions”, in Chapelizod. Among others, the Taoiseach was joined by the Minister for Children and Youth
Affairs Ms Frances Fitzgerald.
The Taoiseach arrived at 10.45am and was greeted by

the Chief Executive Officer (CEO) of Muscular Dystrophy Ireland (MDI) Mr Joe Mooney and after brief formalities he spent a few minutes meeting with members,
friends and associates of MDI who were gathered outside.
After a barrage of photographs and publicity shots the
Taoiseach invited Eimear McElligott (a young MDI
member from Offaly) to assist him with the symbolic
cutting of a ribbon in the presence of those gathered to
mark the official opening of the MDI House and National
Resource Centre for Muscular Dystrophy and Allied
Neuromuscular Conditions and was then escorted into
the building where he was shown to the boardroom to

for the formal addresses.
Once settled the CEO, Mr Joe Mooney who chaired the
proceedings, welcomed everyone and introduced the
first speaker. Ms Elaine McDonnell, Chairperson of
MDI. Elaine officially welcomed An Taoiseach and
thanked him for taking time out of his busy schedule to
meet with us. She informed him about the facilities
which MDI provides at our new premises and about the
services which she as a parent and her family receive
from MDI. Before concluding, she remembered all
members who have passed away and a moments silence was respected in their memory.
After thanking Elaine
and re-iterating her
key points, Joe then
introduced Patrick
Flanagan, a member from Kerry, who
shared his experiences of growing up
as young person
with muscular dystrophy.
Patrick’s
address was from
the heart and was
very
entertaining,
yet powerful. He
demonstrated how
his involvement with
MDI,
particularly
with the MDI Youth
and Respite Services, had assisted him in gaining confidence to develop as a person and he referred to how important and
enjoyable the MDI Youth Camps were to him as a
young person growing up with muscular dystrophy. He
also spoke about how MDI supports him now as a student studying in DCU and living in Dublin.
Again, Joe stressed the importance of the services
which MDI provides and thanked Patrick for his contribution before introducing An Taoiseach, Mr Enda Kenny to address the meeting.
The Taoiseach’s opening remarks referred to facilities
for people with disabilities where he said: “Nobody in
politics would deny the right of people across a whole
spectrum of disability challenges to have the opportunity to have the very best facilities made available for
them.” He commended Patrick for what he was doing:
going to college, studying and being able to inform people present about his daily life and how MDI had sup-
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ported him, which enabled him to contribute to society
and to the economy in general
He then went on to say that “The various legislative and
policy measures including mainstreaming that have
been put in place in the areas of equality, education,
access to facilities, services and information are all very
important.”
The Taoiseach summed up by saying that he was delighted to have been invited to MDI and concluded by
wishing us every success
and stating that in so far
as he could help MDI that
he’d be happy to do so.
In response, MDI’s CEO
Joe
Mooney
firstly
acknowledged the Taoiseach’s remarks and
thanked him for his kind
words and he then informed him that irrespective of the economic conditions, people like himself and those present
who have muscular dystrophy, will always have
the same needs. “We still
go to bed and get up in
the morning”, he said
“and we will still need assistance to do things. And this is something that needs
to be protected,” he concluded.

joined the organisation with me back in 1980. One was
Martin Naughton, who was present and I shared a few
memories about our friendship and involvement with
MDI. And the other was Ursula Hagerty (who sadly
passed away in 2006). By way of introducing my song
which I wrote in 2006 in memory of Ursula, I spoke
about the huge contribution which she had made to MDI
over the years, having served at various posts
(including National Council and Executive level) for over
20 years. I then sang my song, entitled “A Fighter and
a Friend” and dedicated it not only to the memory of

The Taoiseach was then invited by Joe to unveil the
plaque to mark the official opening of our premises and
then both he and The Minister were presented with a
small token of thanks by MDI member Aisling McElligott.
The CEO then introduced me to the group and I was
invited to bring the proceedings to a close in song! Before doing so, I commented on my long time involvement with MDI and referred to the two people who
Ursula, but also to the memory of all members of MDI
who have passed away.
The Taoiseach was then given a tour of the building
and for nearly another hour he spent time meeting with
members, friends and associates of MDI and demonstrated a strong interest in the work and facilities at MDI
House before departing almost two hours after his arrival. It was a very momentous and memorable day and
one that will remain embedded in the archives of MDI.
Hubert McCormack
Administrator / Editor
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Photos from the Official Opening of MDI
Friday 15th
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House by An Taoiseach Enda Kenny, TD
February 2013
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“Montana Sol a must” says Marian!
Last July, in the middle of high
summer, I sat looking out at the
pouring rain and pulled my cardigan around me for warmth. I wondered if this weather would go on
forever. My mind wandered to sunny Spain and I remembered a place I had heard about, 8
years beforehand, when I had been there on holidays in
Majorca; Montana Sol, Torremolinos.
I had been in Majorca with a
friend and we had made friends
with a lady in a wheelchair and
her daughter who had recommended Montana Sol as a
‘must’. Wondering if such a
place still existed I looked it up
on the computer and there it
was, enticing, and brimming
with possibilities. It was advertised as a wheelchair accessible resort, specialised equipment: i.e. hoists, electric beds
and
wheelchairs
provided.
Adapted bathrooms and ramps
were a feature throughout and
transport was available in the
form of two wheelchair accessible buses. The website
showed a list of places nearby which were included in
planned outings. All seemed very attractive, I decided to
ring the phone number provided and got through to a
very pleasant English speaking lady who gave me more
details.
Time went by and at the beginning of September I decided to phone again. This time I asked if there were any
places available in late September/early October. At certain times there were. I opted for 10th October for one
week, leaving me the necessary time to renew my passport and to avoid the high temperatures. Since no personal care was provided, I decided to bring my own P.A
with me and booked a room for two, costing £600 sterling
each, which included airport transfers and all outings during the week, full board, including complimentary wine at
dinner, medical equipment (except hire of electric wheelchair-£85 per week) and evening entertainment. Good
value I thought considering all the extras.
We arrived to Malaga airport about 10:30p.m, where
Keith the manager
was waiting for us
outside in the minibus. So far so
good I thought,
remembering
a
previous
experience when the
planned meeting
point never materiWheelchair accessible
accommodation at Montana
Sol, Torremolinas.

alised. Montana Sol was literally 15 minutes drive away.
We drove into a residential area of Torremolinos, on a
hill, where lay two wheelchair adapted Spanish villas
complete with outdoor swimming pool and large conservatory. We were shown to our room which featured an ensuite bathroom and balcony overlooking a small garden.
The room was smallish but adequate and had great character, despite the fact that we had difficulty negotiating
around all the equipment. We discovered later, that we
could have requested a
larger room with an electric bed when making the
booking. If you are planning on going be very specific about your needs.
Breakfast was served
each morning, no later
than 09:30. It was what
you would class as an
Irish breakfast and was
very substantial. Lunch
Marian pictured was served about 15:00
on her holidays and dinner about 20:30.
at Montana Sol, All meals were delicious,
Torremolinas. salad based around lunch
time, with a choice of meat
or fish at the 3 course evening meal. It would have been
nice to have a taste of traditional Spanish dishes; however lunch was served outside on the terrace and dinner in
a very tastefully decorated dining room.
There were 16 people in the resort when we were there,
6 wheelchair users, other family members or carers. We
socialised over meal times or sitting in the conservatory
during the day or after dinner.
The outings advertised on the computer existed but varied according to people’s needs. Any places we went to
were about 10 minutes away by bus, completely accessible and interesting. The weather during our week was
perfect, between 22°-25°, nice blue skies every day. A
promenade of about 5 kms in length was only 7 minutes
drive away, completely wheelchair accessible. We took a
tour bus one day in the next town, Benalmadena and had
a fantastic tour for about 1.5 hours, hearing about the
features of the area. Other people ventured further and
took the train to Malaga. There was plenty to do in the
area. Best of all was the pleasant atmosphere and nice
sea breeze.
There was an offer of sampling the night life, accompanied by Keith, with the use of the bus. I think 2/3 outings
were arranged. Night time entertainment at the resort
consisted of a karaoke singer (very good) singing a wide
range of songs from the 60’s, 70’s and 80’s, a quiz night,
and a TV night. You could buy drinks at the bar and stay
up as long as you liked.
The staff at the resort were friendly, courteous and very
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caring without being intrusive in any way. You were
given a phone number to contact a staff member if
ever in difficulty. We needed assistance one day and
Mandy the manager came within 5 minutes of the
call.

Marian Gilligan and her carer Maka

(left) pictured with two fellow holiday
makers in Montana Sol.
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For more information about Montana Sol
email: info@montanasol.com or visit:
www.montanasol.com.
For details about other wheelchair accessible destinations worldwide visit:
www.accessatlast.com.
For more information about access in Ireland visit: www.accessibleireland.com

The MDI “Home from Home” Self-Catering Fully Accessible
Apartment has recently been awarded a 4 star rating by the
Bord Failte National Quality Assurance Framework. The
apartment is now advertised through the accessible accommodation section of Discover Ireland Website. This section
promotes buildings that have been assessed under the ABLE
award quality mark scheme.
As a result of the 4 star assessment MDI now has Access to
over 2.7 million potential Irish visitors per year via Discover
Ireland. And access to over 12 million potential international
visitors annually, in 47 different countries and 19 different
languages via Tourism Ireland

I would highly recommend Montana Sol to any disabled person wanting to holiday in Spain. My advice
would be to ring Mandy and have a chat about your
particular needs. Be specific and check out things like
temperatures at different times and what age group
would be present. I’m sure you would enjoy yourself. Please see http://www.mdi.ie/home-from-home.html if you
would like further information on the apartment. You can also
I did and would go back again if I got the chance!
contact MDI on 01-6236414 or email info@mdi.ie if you
Marian Gilligan would like to make enquiries about booking the apartment.
MDI Member, Dublin

Main entrance to the
MDI Home from Home Apartment at
Chapelizod, Dublin.
For more details or
to book this apartment visit:
www.mdi.ie/home-from-home.html or
contact Barry on:(01) 6236414 /
Email: info@mdi.ie
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Living with Friedreich’s Ataxia
By: Redmond O’Hanlon

M

y name is Redmond
O’Hanlon. I am 56 years
of age. I have been living
with Friedreich’s Ataxia
for over half of my life. I was only hit
with this condition in my late 20’s. I
had a regular upbringing and I was in
good health until the first ataxia
symptoms appeared. Both my father
and my mother were carriers of the
gene. The gene was only recently
isolated, so they were unaware that
they were carriers, and wouldn’t
have been warned about the risks
which they were taking by marrying
and having children. One of my
brothers who is ten years my junior
also has Friedreich’s Ataxia.
Recently I suffered a heavy fall and I
was rushed by ambulance from
home in Kilternan to St. Vincent’s
Hospital. I have a medical card so I
was already in the system. When I
arrived in St Vincent’s I was placed
on a trolley. I had read about this
kind of unfortunate experience in the
newspapers. I was taken into a doctor’s office on the trolley which also
was my bed for the night. A doctor
from the A & E checked me out and
said I would need surgery. The service was surprisingly speedy and
within two weeks I was over the operation. I found the post-operative
care given to me by the nursing staff
in the ward really excellent. They
were efficient and kind, despite being
under considerable pressure due to
understaffing. My hospitalisation in
St Vincent’s lasted another 10
weeks. I had been severely underweight prior to entering the hospital. I
was physically very weak and my

time in bed over the coming weeks
made me even weaker. I had no
idea that I would be restricted to a
hospital bed for such a long time.
Twice a week I got half an hour of
physiotherapy. I was told that there
were 16 patients with nowhere to go
despite us all having fully healed
from our initial illnesses. I couldn’t
return home as if I had another fall
my step mother wouldn’t have been
physically strong enough to get me
up onto my feet un-aided.
I was informed that I could make real
progress if I went to either the Dun
Laoghaire Rehabilitation Centre or
The Royal Hospital in Donnybrook.
However both of these Hospitals had
long waiting lists. The physiotherapy
made me feel a bit stronger but I was
only receiving two thirty minute sessions per week as the physiotherapists were over worked due to the
extreme demands put on them
through having limited facilities and a
huge number of patients who required assistance. I was interviewed
by The Royal Hospital Donnybrook
on 2 separate occasions. I was told
that I qualified to go there but there
were no openings at that time. I felt
depressed and demoralised. My
whole world seemed to be centred
on the few meters surrounding my
hospital bed. Then suddenly, out of
the blue, I was summoned to The
Royal Hospital in Donnybrook so that
they could show me the facilities on
offer and they reckoned that I was
suitable to be admitted if an opening
became available. About 2 weeks
later, with only a days’ notice I was
admitted to The Royal Hospital.

In the Royal Hospital I had daily
physiotherapy sessions. I also benefitted from speech and language
therapy and the occupational therapists soon had me showering myself.
I was also instructed on how to drive
an electric wheelchair. I have an
electric bed which can be lowered or
raised by remote control and I have
made such great progress in the
past 6 weeks that the Royal Hospital
are sponsoring me into getting a flat
after my official release date of January 10th.
Many of the nurses and carers are
extremely efficient, and take care of
my needs quickly and cheerfully. I
have found that both the physiotherapists and the occupational therapists deal with me on a one to one
basis. As a result, I have made
great progress both mentally and
physically. My weight is back to normal finally and I look forward to my
imminent release so that I can prove
to myself that I’ll be able to get along
ok, even if I end up in a nursing
home for a period of time initially. I
can get sheltered accommodation in
an apartment, but I would still need a
carer to come in and help me for
around three hours per day, and
once again, due to Social Services
and HSE cutbacks this is proving
difficult to obtain.
__________________________________________

Editor’s Note:
Since writing this article, Redmond has
moved into his own flat and has a team
of carers who call in daily to assist him.
Thank you Redmond for your submission
to our newsletter and we wish you well.
Hubert McCormack

National Awareness Campaign 2013 - Thank you for your support
The 2013 MDI National Awareness Campaign took place on the 13th and 14th
February 2013 and we at MDI would like to take this opportunity to thank DPD
(Irelands largest courier company) and Debenhams Department Stores Nationwide who support our campaign every year. We would also like to thank
all our volunteers, members and friends for their support with selling our chocolates and candles. And of course thanks to the general public for buying
chocolates and other MDI merchandise which was very much appreciated.
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Fundraising News
MDI 6th Annual Lough Derg
Charity Cycle
The MDI 6th Annual Lough Derg Charity Cycle will take place on Saturday 27th
April 2013. The 70 mile round trip cycle will start and finish at Two Mile Gate,
Killaloe, Co Clare and will
commence at 10am sharp!
Refreshments and food will
be provided along the route.
Registration Fee:
€45 per person. You can either pay the registration fee
yourself or get an MDI sponsorship card to raise funds
(along with the registration
fee).

Participants from the 2012 Lough Derg Charity for MDI pictured after last
year’s event at the finishing line at Two Mile Gate, Killaloe, Co Clare.

For further information or sponsorship cards contact Amy Bramley on:
(01) 6236414 / 086 8185352 or Email: amy@mdi.ie

Mount Merrion Pitch & Putt Club raises €1,000 for MDI

M

uscular Dystrophy Ireland
would like to take this opportunity to express sincere thanks and appreciation for the generous donation of €1,000
which was raised in December 2012 by
Dermot Culligan and members at Mount
Merrion Pitch & Putt Club by organising
and hosting a Pitch & Putt Day in aid of
Muscular Dystrophy Ireland. Your financial contribution will be used towards
funding the respite support service.
Dermot Culligan MDI member and
Betty O'Connor pictured at the Pitch
and Putt Fundraising Day for MDI
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Fionnuala makes history with Channel
swim while raising funds for MDI
By Peter O'Connell

In October 2012, Kilrush swimmer Fionnuala
Walsh became the first person from Clare and 15th
Irish female to successfully swim the English
Channel.
Before leaving for France, she had amassed more
than 1.5 million metres in training.
Following a 15 hours and 26 minutes fundraising
swim from Dover to Calais in France, Fionnuala
completed her goal. All money raised from her efforts were donated to Muscular Dystrophy Ireland
and Pieta House.
The Kilrush woman personally funded 100% of all
costs associated with her challenge.
At 5am on the morning of her swim, Fionnuala
slipped into the bitingly cold Channel waters to
complete her dream. Guided by a pilot boat, wearing just a swimsuit, cap and goggles, she left Dover to swim the 21-mile distance as the crow flies.
However, traffic, weather and tides made the route
significantly longer.
This was Fionnuala’s second attempt at the Channel, having had her hopes dashed on the 8th August by fog, a couple of hundred metres from
French sand.

to her working
as a lifeguard
at the White
Strand
in
Miltown Malbay for a
summer as a
teenager and
gave her a
Route Fionnuala took
great platform
for undertaking this mammoth challenge.
In August 1999, Fionnuala sent her first email inquiry to the Channel Swimming Association but it
took over a decade before she sent a booking deposit to her pilot in 2010, two years in advance of
her swim.
Training for the swim started in earnest in September 2010 and since then Fionnuala has spent
countless hours training in pools, lakes and seas
but mostly in the Shannon Estuary.
We at Muscular Dystrophy Ireland would like to
congratulate Fionnuala on achieving such a marvellous challenge and would also like to thank her
for raising funds for MDI. Well done and thanks a
million for your support.

By successfully swimming the Channel, Fionnuala
has become the first person from Clare to
achieve this feat, often referred to as ‘the
Everest of open water swimming’.
“Naturally, I could never have got this far
alone. I am blessed to have a phenomenal
family and friends that have supported me
all the way on my rollercoaster journey.
No need to list you, you know who you
are,” Fionnuala commented.
Growing up on the Shannon Estuary, within easy walk of the open-water swimming
facilities at Cappa, Kilrush, Fionnuala was
part of a community where the annual pilgrimage to Cappa for swimming lessons
was a rite of passage. These lessons led

Families and friends welcomed Fionnuala as she ﬂew into Shannon
from London Heathrow (Picture from Clare Herald)
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News from the West!
Galway Hurling Club
Cyclists Raise over
€5,000 for MDI
Cyclists Peter Keane & Ronan Kelly from
Rahoon / Newcastle, Galway Hurling club
and friends completed a sponsored cycle
from Galway to Clifden on behalf of MDI.
They raised over €5,000. Pictured with the
cyclists are MDI members Sean Joyce & Oliver McHale who accepted the cheque on behalf of MDI. A big thank you to the cyclists
who took part & all their sponsors. I’m sure
there were a few sore bums after that!

When Mikie met Lewis!
MDI Mayo member, Michael (Mikie) McHugh (left) was
granted his wish to meet Formula One racing driver,
Lewis Hamilton, in London on 7th November. Mikie & his
family had a ball during their few days in London. MDI
would like to sincerely thank the Make a Wish foundation for allowing Mikie’s dream to come true.

The 7th Ireland Bike Fest (an international motorcycle festival) in Killarney, Co Kerry promises to be bigger and better
than ever before. The Ireland Bike Fest is a free open air biker event which will take place from the 31st May to 3rd
June 2013. For more details visit: www.irelandbikefest.com
Selling tickets at the Motorbike
Show in the RDS on 3rd March
were, Hubert McCormack, Molly
Murphy and Dermot Murphy.

As in previous years, Ireland Bike Fest have arranged for a fabulous Harley Davidson motorbike to be raffled at this event, with all proceeds going to Muscular
Dystrophy Ireland. Tickets are on sale now and the winner will be announced on
Sunday the 2nd June in the Bike Village at the Gleneagle Hotel, Killarney.
You could be in with a chance to win this super Harley.... buy your tickets
now....they’re selling like hot cakes! Tickets are €5 each or a book of 5 tickets for
€20. On sale now from Muscular Dystrophy Ireland, The Gleneagle Hotel, and
online at: www.mdi.ie/ireland-bike-fest-2013.html. For further details please
email amy@mdi.ie or phone head office at (01) 6236414.

Win a Harley Davidson
Tickets only €5.00
On Sale Now
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On Monday 3rd December
the Galway Leader Forum
celebrated the International
Day of Persons with Disabilities with a fashion show
event at the Menlo Park hotel. People involved with 12 different disability
organisations modelled alongside professional
models from the Catwalk Modelling Agency. MDI
member, Eileen Gormley modelled a stunning
red dress from Beverly Hills on behalf of MDI.
Other organisations represented included Galway Centre for Independent Living, MS Society,
Irish Wheelchair Association and Enable Ireland,
amongst others. MDI members, Fiona Casey,
Patricia Hannon & Amanda Canavan attended
the event also.

Glitz and Glam
Fashion Show,
Galway

Eileen Gormley doing her stuff on the Catwalk!

The following poem was written by Eileen Gormley (pictured above) in memory of her good friend and fellow member of
MDI, Orlaith Humphreys who sadly passed away recently. RIP Orlaith.

Dear Orlaith
I met you a few years ago on an MDI camp
I saw you in your power-chair, whizzing up the ramp
From that moment on, I knew our friendship was to bloom
We chatted and we laughed and even shared a room

Orlaith Humphreys

You were so educated and had such intelligence
That you were taken so early, doesn’t make any sense
When I heard of your passing, I was filled with disbelief
Shock, sadness and sorrow, I think of your family in their grief
But we think about the good times and how you touched our hearts
You were such a classy lady, a true work of art
Make-up and looking good really was your passion
You tried on so many clothes, you really loved your fashion
You added something extra to complete your style
And it filled you with confidence when you showed off your smile
So Orlaith Humphries, here’s to you, and I’d like to thank you for
Your smile, your laugh, your chat, your time, your friendliness and more.
An Taoiseach Enda Kenny with the
MDI Book

Eileen Gormley
MDI Member, Galway

40 Years of Support and Solidarity
Anniversary Book of Muscular Dystrophy Ireland
“Celebrating 40 Years of Support and Solidarity, the Anniversary Book of
Muscular Dystrophy Ireland” was produced as part of MDI’s commemoration ceremonies in 2012. The book is based on interviews conducted between January and August 2012 with MDI founders, members, staff and
supporters. MDI member Orlaith Humphreys (who sadly passed away recently) was one of the members who was interviewed for this book.
Orlaith’s story is featured within.
The book conveys a sense of what is unique about MDI; it pays tribute to
all the members who have helped build MDI and promote the identity as a
professional and forward thinking organisation.
Order your copy online now for only €15.00 (plus €5 p/p) at:
www.mdi.ie/40th-anniversary-book.html
or phone (01) 6236414 during office hours.
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Bieber Fever hits Cork Members!
onday the 18th of February had finally arrived and that only meant one thing, we
were going to see Justin Bieber in concert
tonight!! Youth Respite Worker, Mary
Rose O’Driscoll, MDI members Emma Gibson and Jenny O’Connor from Cork and I set off on the long journey
to Dublin. The
closer we got
to Dublin the
more excited
we became.
Listening to
Justin Bieber
on the way up
to Dublin definitely helped
pass the time.
By the time we
got to Dublin
we were all
suffering from
Bieber fever
and could not
Emma and Jenny
wait for the
pictured at the MDI
concert. Once
apartment, getting
in Dublin we
ready for the concert.
went straight to
MDI’s apartment.

M

We dolled ourselves up with purple eye shadow
(Justin’s favourite colour) and covered ourselves in purple glitter hairspray!!! At the 02 the girls bought Justin
Bieber caps and dressed in their JB T-shirts and hoodies, they looked super cool!!
Justin’s support act Cody Simpson appeared on stage
at 7.30pm and entertained us for over half an hour. He
was pretty good!! Carly Rae Jepsen then appeared on
stage - a total surprise to everyone. Cody and Carly
were brilliant but everyone just wanted to see Justin and
so the screaming got louder and louder.
Jedward walking
through the audience
at one point was a
great distraction and
we found out after the
concert that One Direction and Ronan
Keating were also
there. So many celebrities under one roof!
Justin Bieber appeared on stage wearing sunglasses and

Emma & Jenny sporting the
Justin Bieber hats!

covered in a black cape. The noise level reached a new
high as everyone went mad.
Justin dressed in his trademark white clothes and surrounded by his dancers put on a great show. There was
great banter between Justin and the crowd. At one
stage fans were screaming at him to take off his top, his
reply “You go first, no we better keep this PG”. After all
that, at the end of the night he performed 1 or 2 songs
shirtless to the delight of fans.
Justin sang all his hits from his old ones like “Baby” to
his more recent one “Beauty and a Beat”. One lucky fan
was brought up on stage where Justin serenaded her
with his song “One less lonely girl”.

After the concert the four of us made our way home tired
but very happy. The night ended with Mary Rose accidentally setting off the
alarm in the apartment
L-R: Sarah McSweeny (CIT student on placement with
when she opened the fire
MDI), Jennifer O'Connor & Emma Gibson pictured at the
exit door, a very stressful
concert.
time for Mary Rose but a
great laugh for the rest of
us.
The concert was a great
day and night, one that will
not be forgotten for a long
time.
Sarah McSweeny
(CIT student on placement
with MDI)
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Team MDI Needs
Your Support

The Flora Women's Mini Marathon will take place in
Dublin on Bank Holiday Monday, 3rd June 2013 and
MDI would like you to join our team!
Muscular Dysrophy Ireland (MDI) is looking for ladies (runners, joggers, walkers or wheelchair users) to support MDI by participating in the Flora Women's Mini Marathon on Bank Holiday Monday, 3th June 2013.
Entry for this year’s event is now open. You can register online at florawomensminimarathon.ie
OR by using the entry form in the Evening Herald every Wednesday and Saturday.
MDI participants will be meeting in Café en Seine on Dawson Street in Dublin 2, after the event
for light refreshments and a well earned rest! So, why not join us and help raise funds for Muscular Dystrophy Ireland's Respite Support Services - We would really appreciate your support.
For further information, sponsorship cards and T-Shirts, please contact Amy Bramley at (01) 623
6414 or email amy@mdi.ie.

Your support would be much appreciated - Thank you.
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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 Barry Buckley, Human Resources and Development Coordinator.

M

y name is Barry Buckley and I am the
Human Resources and Development Coordinator with Muscular Dystrophy Ireland.
My job is very varied which means no two
days are the same. I began working for Muscular Dystrophy Ireland in November 2011. In this time I have
been very lucky to meet some really interesting, inspirational and wonderful people.
Previous to working for MDI I held various roles in the
voluntary sector focusing on the delivery of services to
members of the public in Dublin City Centre experiencing homelessness. I also spent 10 years working in
Northern Ireland delivering housing support services to
marginalised people.
I am passionate about organisational and project development which is the part of my job in MDI that takes
the most time and energy. The development of a project or service can take varying amounts of time to gain
traction. Some days it can feel like I am working really
hard but with little in the way of outcomes to show for it.
Then other days a lot of things can come together at
once and I can celebrate achievements gained over
the previous months work. I call them my Eureka days!
For example, when MDI was awarded the ABLE Award
for Accessibility or the Q-Mark for Quality Management
Systems, and most recently the Bord Failte 4 star
award for Accessible Self-Catering Accommodation.
Many months of work go into achieving these quality
marks with the aim of giving MDI as an organisation
access to external independent quality assurance kite
marks. This enables funders to be assured that MDI is
a professionally run organisation and as such, any
funding or grants awarded to MDI will be administered
in an accountable manner for the betterment of our
members. The quality kite marks also indicate that we
have achieved and provided an excellent level of services for our members.
The other part of my role is providing the Human Resources function for the organisation. I am very interested in how MDI as an organisation can assist its
committed employees to gain and maintain the tools
and supports to deliver the best service possible to our
members. I come from a person centered background
and believe this approach has as much importance
when working with and supporting my colleagues as it
has when working with our members.
As you may know the Taoiseach Enda Kenny recently

Barry Buckley

officiated at the opening of MDI House National Resource Centre for Muscular Dystrophy and Allied Neuromuscular Conditions. The general consensus has
been the day was very well received by all who attended. The Taoiseach was originally scheduled to spend
30 minutes with MDI and in the end spent over two
hours here meeting with and listening to our members,
staff and friends of MDI. A lot of hard work went into
preparing for the Taoiseach’s visit and I was very proud
of the staff team who coordinated the visit and I was
particularly proud of MDI as a grassroots organisation
for all the hard work of the many people associated
with it who worked tirelessly over the past forty years to
bring MDI House from a dream to the reality it is today.
I have had a fantastic experience working for MDI in
my first year and look forward to building on the work
done to date. It is great to see the emergence of spring
and I hope you all enjoy the brighter evenings and
milder weather.
If you would like to contact me regarding the Home
from Home Apartment or MDI House please phone me
on 01-6236414 or alternatively send me an email to
barry@mdi.ie.
Barry Buckley
HR / Development Coordinator
Muscular Dystrophy Ireland

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

MDI News Update - Issue 55 - Spring 2013

Promoting MDI’s Awareness Campaign for 2013 are actors Tony Tormey and Clelia Murphy (aka: Paul
and Niamh from Fair City) who are pictured with MDI member Lauren Whelan from Dublin and (right)
model Pamela Flood from RTE’s “Off the Rails” pictured with Joe Mooney, CEO, MDI.

Breffni Ingerton, Director Ireland Bike Fest,
with Joe Mooney and An Taoiseach Enda Kenny
at the official opening of MDI House in
Chapelizod. More on page 6. Also, be in with a
chance to win a Harley Davidson - see page 15.
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MDI is proud to have achieved
the Q mark for accessibility

