MDI News Update

Muscular Dystrophy Ireland, 77/72 North Brunswick Streets, Dublin 7.
Tel: (01) 8721501 Fax: (01) 8724482 Email: info@mdi.ie Web: www.mdi.ie

“Simon with the TDs”
Pictured (left) with Liz McManus TD, is MDI
member Simon Jameson from Dublin who helped
campaign for improved facilities and funding of
services for members at an awareness day for TDs
in Buswells Hotel in Dublin last April.
More details on page 4

“Flo in with the Stars!”
Pictured (right) at the Variety Ireland Gala Charity
Ball in the Four Seasons Hotel, Dublin on 25th April
last is MDI Executive Member Florence Dougall with
Michael Flatley and Finbarr Furey. Tickets were
kindly sponsored by Pat Fitzsimons from Parfit,
(experts in vehicle conversions for wheelchair access
and safety, www.parfit.ie).

Editors Note
Hi Everyone,
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Welcome to the new look
MDI News Update. I’ve
rattled my brains to come
up with a new title or name
for our newsletter but
couldn’t come up with one,
so its remained the same
for the moment anyway. If
any of our readers can
come up with a catchy or

unique title for our newsletter, why not post it to
me at the MDI office or
email hubert@mdi.ie. We
will award a small prize
to the person whose title
is used, so get your thinking caps on!
As this is a newsletter for
you, the members of
MDI, why not use it and
send in your articles, photos, etc. Remember, it’s

your news and views that
help shape the content of
this newsletter - “your
newsletter”. So get writing! I look forward to
hearing from you.
Until next time, enjoy the
summer and happy reading!
Hubert McCormack
Editor
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Identification of novel biomarkers in dystrophic heart and muscle fibres
using comparative proteomics
Prof. Ohlendieck, Head of the
Department of Biology in NUI
Maynooth, has completed the
first year of this project, jointly
funded by MDI and the Medical
Research Charities Group /
Health Research Board Joint
Funding Scheme.
The aim of this research is
to understand which heart
and muscle proteins are
affected in Duchenne and
Becker muscular dystrophy

The aim of this research is ultimately to understand which heart
and muscle proteins are affected
in Duchenne and Becker muscular dystrophy (conditions known
as dystrophinopathies), and to
identify new biomarkers involved
in tissue degeneration.

Prof. Kay Ohlendieck
The first year of the research is
an optimisation phase, to establish the techniques used in the
comparative proteomic analysis
of control versus dystrophic heart
and skeletal muscle fibres
(including high resolution 2-D
gel electrophoresis, fluorescent
tagging of muscle proteins and
mass spectrometric fingerprinting analysis).
Proteomic analysis of the dystrophic heart has identified a list
of cardiac proteins. The main
future objective is the comparative isolation and separation of
the total cardiac muscle protein
complement from normal and
dystrophic specimens, followed
by scanning for major changes in
the expression patterns of major
muscle proteins in diseased muscle fibres. The long term aim is

that this will lead to the establishment of novel biomarkers for
Duchenne and Becker muscular
dystrophy.
Research so far has been published in the journal “Proteomics
– Clinical Applications” in 2007,
and presented at the Life Sciences 2007 Meeting of the Biochemical Society in conjunction
with the British Pharmacological
Society and the Physiological
Society.

Information Day Report
Advances in Care of Duchenne Muscular Dystrophy
Sunday 2nd March 2008

The information day “Advances in Care of
Duchenne Muscular Dystrophy” was held on 2nd
March. Organised by MDI in conjunction with Dr.
Bryan Lynch, Consultant Paediatric Neurologist,
from Children’s University Hospital, Temple
Street, this was a very successful and well attended
day. MDI would like to thank all the speakers who
made presentations on the day, including Dr.
Lynch, Prof. Kate Bushby (Institute of Genetics,
Newcastle University), Mr. Damien McCormack
(Paediatric Orthopaedic Surgeon, Temple Street),
Ms. Pamela Foley (Physiotherapist, CRC), Dr.
Dubhfeasa Slattery (Respiratory Paediatrician,
Temple Street) and Dr. Colin McMahon

(Paediatric Cardiologist, Our Lady’s Hospital,
Crumlin). MDI also wishes to thank Prof. Orla
Hardiman and Dr. Ronan Walsh (Consultant Neurologists, Beaumont Hospital), who chaired the
day, and the Department of Health for providing
funding towards the running of the day.
A report on the presentations has been sent out to
MDI families affected by Duchenne muscular dystrophy. If for any reason you did not receive this,
or if you would like to receive a copy, please contact Karen Pickering at 01 8721501 or email
karen@mdi.ie
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Funding Available for Research
Into Muscular Dystrophy
Muscular Dystrophy Ireland is inviting researchers to make an application
for funding.
Applications for research that may contribute to potential treatments for
muscular dystrophy will be especially welcomed.
Total funding available: €50,000
Closing date for applications: Friday 22nd August 2008
For an application form, please contact Karen Pickering at karen@mdi.ie,
phone 01 8721501 or check the MDI website, www.mdi.ie
Muscular dystrophy is the collective name for a range of neuromuscular conditions, which
are characterised by the progressive weakening and wasting of the muscles. MDI is the national organisation providing support and information to people with muscular dystrophy
and their families.

MDI participated in a Core
Deficits Validation Review
conducted by the HSE. The
disability sector is currently
under funded and it has been
trying to get the HSE to increase annual funding.
The HSE agreed to a review
of services provided by the
disability sector and selected
15 organisations to be part
of the review. MDI was one
of these organisations and

we had to submit the 2006
accounts in a new template
developed by the HSE. It is
hoped that this template
will highlight services and
areas that the HSE currently
under funded. It was a very
long week but in the end we
got the template completed
and submitted. I am not
sure what the next step is
but hopefully at some stage
we might get an increase in
funding.

Pictured in the House of the Oireachtas after making a presentation to the joint Committee on Health
and Children on the 27th May are: (front) Joe
Mooney and Sammy Brill (back) Karen Pickering,
and Kate Power
"
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List of TDs who attended MD Lobby Day
MDI held its first awareness raising event for
politicians on Wednesday 9th April in Buswells
Hotel, just across the road from Leinster House.
The purpose of the day was twofold:
• To inform TDs about muscular dystrophy and
the role of MDI and
• To highlight the need for increased funding for
both research and community services, e.g.
physiotherapy, occupational therapy and personal assistance, neurologists, etc. .
Over 80 members of the Oireachtas attended (see
list, some names were not included due to ineligible signatures!). MDI would like to thank everyone who attended, especially our members who
highlighted some of the personal and general issues which affect people with muscular dystrophy.
On the outset and from an awareness raising exercise, the day proved to be very successful. And
let’s hope that all our hard work will help secure
the additional funding required to address our recommendations (see next page).
Thanks again to all concerned for supporting this
campaign.

Simon Jameson pictured below with Denis Naughton
TD (Roscommon-South Leitrim) outside Leinster House
on our TD Awareness Day

Name

Constituency

Party

Andrews Barry
Barrett Sean
Brady Aine
Brady Cryprian
Brady Johnny
Byrne Thomas
Callaghy Ivor
Clume Deirdre
Collins Naill
Conlon Margaret
Connick Sean
Coonan Noel
Cooper – Flynn Beverly
Costello Joe
Crawford Seymour
Creed Michael
Curran John
Deeihan Jimmy
Dooley Timmy
Doyle Andrew
Durcan Bernard
English Damien
Enright Olwyn
Feighan Frank
Fitzpatrick Michael
Kelly Peter
Kitt Michael
Lynch Kathleen
Maloney John
McEntee Shane
McGarth Finian
McGarth Mattie
McGuiness John
McHugh Joe
McManus Liz
Naughton Denis
Neville Dan
O’Connor Charlie
O’Donnell Kieran
O’Flynn Noel
O’Hanlon Rory
Ó'
Caoláin Caoimhghín
O'
Dowd Fergus
O'
Keeffe Edward
O'
Keeffe Jim
O'
Shea Brian
O'
Sullivan Jan
Pemrose Willie
Reilly James
Sheehan Tom
Smith Brendan
Stagg Emmet
Upton Mary
Wall Jack

Dún Laoghaire
Dún Laoghaire
Kildare North
Dublin Central
Meath West
Meath East
Dublin North Central
Cork South Central
Limerick West
Cavan-Monaghan
Wexford
Tipperary North
Mayo
Dublin Central
Cavan-Monaghan
Cork North-West
Dublin Mid West
Kerry North
Clare
Wicklow
Kildare North
Meath West
Laois-Offaly
Roscommon-South Leitrim
Kildare North
Longford/Westmeath
Galway East
Cork North Central
Laois-Offaly
Meath East
Dublin North Central
Tipperary South
Carlow/Kilkenny
Donegal North-East
Wicklow
Roscommon-South Leitrim
Limerick East
Dublin South West
Limerick East
Cork North Central
Cavan-Monaghan
Cavan-Monaghan
Louth
Cork East
Cork South West
Waterford
Limerick East
Longford/Westmeath
Dublin North
Kerry South
Cavan-Monaghan
Kildare North
Dublin South-Central
Kildare South

FF
FG
FF
FF
FF
FF
FF
FG
FF
FF
FF
FG
FF
LAB
FG
FG
FF
FG
FF
FG
FG
FG
FG
FG
FF
FF
FF
LAB
FF
FG
IND
FF
FF
FG
LAB
FG
FG
FF
FG
FF
FF
SF
FG
IND
FG
LAB
LAB
LAB
FG
FG
FF
LAB
LAB
LAB
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List of Senators who attended MD Lobby Day
Name
Boyle Dan
Buttimer Jerry
Coffey Paudie
Coghlan Paul
Corrigan Maria
Doherthy Pearse
Ellis John
Fitzgerald Frances
Keavney Cecilia
Leyden Terry
McFadden Nicky
O’Malley Fiona
O'
Domhnaill Brian
O'
Reilly Joe
O'
Sullivan Ned
O'
Toole Joe
Prendagast Phil
Quinn Feargal
Sheehan Paul
White Alex

Party
Green Party
Fine Gael
Fine Gael
Fine Gael
Fianna Fáil
Sinn Féin
Fianna Fáil
Fine Gael
Fianna Fáil
Fianna Fáil
Fine Gael
PDs
Fianna Fáil
Fine Gael
Fianna Fáil
Independent
Labour
Independent
Fine Gael
Labour

MDI members gathered in Buswells Hotel (above) where our Director, Mr Joe Mooney officially addressed TDs present and outlined the urgent need for additional support services (see
summary of recommendations called for below). Two other members, Sammy Brill
(Westmeath) and John Gorman (Kildare) also had the opportunity to share their personal
situations and gave their full support to this campaign .
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The following funding provisions were called for as a matter
of urgency to ensure the needs
of people affected by muscular
dystrophy are properly met:
• €1.5 million is required to
ensure the exon skipping research
runs to its conclusion and potentially to the development of a
new therapy.
• Funding is urgently required
to set up a multidisciplinary team
for the adults’ muscle clinic in
Beaumont Hospital to support the
Consultant Neurologist there.
• The Consultant Paediatric
Neurologist needs funding to recruit a part time research nurse, to
assist with medical audits and
management of the clinics, as
well as support with research as
we are now entering a time when
clinical trials are developing.
• Ireland needs more Consult-

ant Geneticists – in this country,
we have fewer than Northern
Ireland. This leads to longer
waiting lists to access genetic
testing and counselling services.
• The Respiratory Team in the
Children’s University Hospital,
Temple St, require funding to
ensure that all children with
muscular dystrophy are monitored and treated for respiratory
problems when it is required.
• Funding for respiratory and
cardiac services is essential as
these are making a big difference to quality of life.
• More recruitment of physiotherapists & occupational therapists (OTs), to ensure that people with muscular dystrophy can
access this service when required. There are 97 MDI members who have no physiotherapy
and require it, and 240 who receive it intermittently but need a

more regular service. Likewise,
there are 20 members who cannot access an OT and 42 waiting to receive equipment that
they need now.
• The Personal Assistant service is vastly under-funded.
87,360 Personal Assistant
hours per year are required immediately for people with muscular dystrophy who receive no
service.
• MDI supports the Disability
Federation of Ireland recommendation that the Government
introduce a Cost of Disability
Payment of €40 per week for
people with disabilities. It is
recognised that people with disabilities incur many extra, but
ordinary, costs such as food,
heating and clothing as a result
of their disability.
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Holiday tips for people with a disability and/or a
respiratory condition
As we are now in the holiday
season, we thought that some
members might find the following information useful if you are
thinking of going on holidays.

Thinking of going on
Holidays?
How do I know if I can
travel?

Firstly if you are in doubt about
your fitness to travel or require
some re-assurance, ask your
doctor whether you are fit
enough to travel, especially if
you want to fly or travel abroad
and need to bring a C-PAP or
BiPAP respiratory machine. If
you can travel, your doctor
should give you written consent
to do so as this could avoid
problems later with airlines, etc.

Standard Advice.
• Bring a current prescription

on holiday
If you use a humidifier, ensure it is completely empty/dry
before packing as any water in
the system can result in device
failure on restart.
• Bring your supplier’s contact details – they may also have
an agent at your holiday destination should you require them
(in the event of malfunction or
breakdown of equipment).
Check with your supplier before
you travel.
• Bring a spare mask and
headgear.
• Always bring your breathing machine on board the aircraft as hand luggage (as well as
any other medication, inhalers,

•

etc). Most devices can be fully x-rayed for security, but again check with your supplier before
leaving.
• Research beforehand the hospital[s] at your
holiday destination, and bring this information
with you on your trip.
• If you are bringing a powered wheelchair
with you, advise the airline when booking.
Most wheelchairs now use dry cell batteries, so
there should be no problems. If you are unsure about what type batteries you
have, contact your supplier.
• Bring a plug adaptor suitable for power sockets at your destination.
In the case of a breathing machine:
Many devices are dual voltage and automatically adjust when plugged into
power source 110 to 240 volt, but check with your supplier to confirm this.
In the case of a powered wheelchair:
If travelling within Europe, the power source is the same as Ireland (240
volts.) therefore the charger for your wheelchair will work. However, if
travelling further afield (eg. to the US) you will need to buy a transformer
as the power source there is 110 volts. Transformers can be purchased in
most good hardware outlets.

If you require oxygen, most airlines will
ask for a fitness to fly certificate, which
can be obtained from your doctor.
Important things to know include:
What the airline’s policy is on oxygen.

Taking oxygen on a plane can be easy and free, or difficult and expensive.
Some airlines will not allow oxygen on the plane at all. It depends on the
airline. You must find out before you book a ticket. This may also affect
your choice of destination.

The facilities available in place at both airports.

This includes assistance required with luggage, with boarding the aircraft
(e.g. if you need a “lift-on” service), your wheelchair requirements and
whether oxygen is available (or required).
With the exception of oxygen provision, these services are usually free.

How you confirm your fitness to fly.

Some airlines let you travel without a letter from your doctor, while others
ask you to fill in a special medical form, verified either by your own GP or
by the airline’s medical staff. If you require oxygen, most will ask for a
fitness to fly certificate, which can be obtained from your doctor.
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Getting to you destination

By Ferry
Many ferry companies have lifts, toilets and other
facilities accessible to people with disabilities.
They can also give priority boarding and special
parking spaces to disabled vehicles. It is advised
to give advance notice if you require assistance.
By Train
Irish Rail trains require a ramp to permit wheelchair users board the carriages. A special portable
ramp is used for this purpose.
There is a dedicated wheelchair accessible space
in the dining car of the older trains. The new carriages have all been designed with accessibility in
mind.
Eurostar trains (UK) can also cater for passengers
with disabilities. Some coaches have wheelchair
access. If travelling in Europe, contact the appropriate European train company for more information.

By Car
Before you travel, get the car checked and/or serviced.
Plan ahead – check if
your insurance company requires additional information for
car insurance.
Blue badges (disabled
parking badges) are
valid across Europe.
Make a point of remembering to take it
with you.
By Plane
Most people with disabilities and/or respiratory conditions
can travel on planes, even if they need oxygen. Once your
doctor gives you the OK, contact the appropriate airline.
Many have a medical officer or dedicated unit for disabled
passengers.

European Health Insurance Card (EHIC).

As of 1st of January 2006 the E111 form was replaced by the European Health Insurance Card (EHIC). This entitles you to reduced cost, sometimes free medical treatment if you fall ill when travelling in Europe. You can apply
for the EHIC by picking up an application form from you local health centre or apply online at: http://www.ehic.ie/

Useful Contacts

Aerlingus
Ryanair
Passengers with disabilities should advise at time of bookContacting Ryanair to book Special Needs
ing.
Passengers with disabilities should pre-book via their local
Aer Lingus Limited, Head Office Building,
Ryanair call centre on the day of their original booking.
Dublin Airport, Ireland
Telephone: +353 1 2497761
Telephone: 00353-1-8862222
Web: www.ryanair.com
Fax: 00353-1-8863832
Web: www.aerlingus.com
Irish Rail
Irish Ferries
Heuston Station: : +353 1 7033299 or
Dublin Head Office & Customer Support
Connolly Station: : +353 1 7032359
P.O. Box 19,
Web: www.irishrail.ie
Alexandra Road,
Dublin 1
Euro Tunnel
Telephone: +353 1 855 2222
Telephone: +44 8705 35 35 35
Email: customersupport@irishferries.com
Web: www.eurotunnel.com
Web: http://www.irishferries.com/
Channel Tunnel
Stena Line
Eurostar
Telephone: +353 1 204 7777
Telephone: +44 8705 186 186
Web: http://www.stenaline.ie
Web: www.eurostar.com
www.accessatlast.com
Access At Last provides a one-stop shop for accessible accommodation and services throughout Europe, Scandinavia,
and the USA. The specific details and customer reviews displayed on www.accessatlast.com provides the very information needed when deciding where to go, and where to stay etc.
www.accessibleireland.com
Is a website which was set up by MDI members Gillian & Owen Millar from Dublin, which provides useful information
about guests houses, self catering, B&B’s, restaurants, venues, visitor attractions, etc.which provide wheelchair accessible
facilities.
&

!

" ! # $$

Youth / Respite News
EAMDA Youth
Exchange 2008
Ed O'
Sullivan (MDI member from Cork) participated
as the MDI representative
in this year’s EAMDA
Youth Exchange which
took place in Malta from
the 17th - 24th May 2008.
Mary Rose Howell, MDI
Youth Respite Worker for
the Southern region
along with Brendan
Rooney (Personal
Assistant) accompanied Ed on the youth
exchange.

Lots of new friends from
all over Europe were made
and Ed also got to meet the
Prime Minister of Malta,
Mr Lawrence Gonzi.
The weather was great and
from all accounts the week
just went too fast!
We
hope to have a full report
in the next issue.

May Adult Camp,
Galway
The May adult camp also took
place recently and once again was
held in Clarinbridge, Co Galway.
Sixteen members attended and a
great time was had by all (see
photos on next page).
A full account on both this trip
and the other scheduled MDI
camps for this year, will also feature in the next issue.

Other News

Also, just to inform you! Funding applications to the “People in
Need Trust” were made earlier
this year in the following regions;
Cork, Galway, Midlands, Donegal & Dublin. Hopefully we will
get something!!!
This years National Power
Kate Power
Soccer Tournament will be
We would like to have as many
Respite Co-ordinator
held on Saturday 16th August
members get inin Limerick University.
volved as possible.
So if you are interMembers
from
ested in atMDI along with Anyone can get tending,
or
members from a involved regardless you
would
few other organisa- of age or gender. like more intions will gather The only rule is f o r m a t i o n
together to compete that you must be a about
this
for this National power chair user. event, please
Trophy.
contact your
local Youth
Power soccer is always a very
Respite Worker.
competitive and fun day out.
Alternatively, you
Anyone can get involved recan contact Karen
The 2007 Power Soccer Winning
gardless of age or gender. The
Mooney (Youth/Respite
Team, (l-r) Ciarán Donoghue, Aoife
only rule is that you must be a
Worker) in the MDI head office
McNicholl, Maureen Brennan and
power chair user.
on (01) 8721501 or 086
Aisling McElligott.
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Galway Adult Camp Photos
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My name is Darren Lyons. I
am from Palmerstown in
Dublin. I have just recently
taken up the post of Driver /
Fleet Co-ordinator with
Muscular Dystrophy Ireland, covering the areas of
Dublin, Kildare and Wicklow.
My background is in the
haulage industry. I previously owned my own company
and drove trucks for the last 12 years. I look forward to
this new challenge and in sharing my experiences with
MDI. I hope to meet everyone involved with MDI at the
various MDI functions and I will endeavour to provide
the best service I can to the MDI members.
Darren will covering for Robert Dowd while on leave
and can be contacted on: 086 3899262 or contact the
MDI office on 1800 245300. Please note that it is
important to book in advance.
MDI has also appointed a newYouth/Respite Worker,
Ciaran McCashin for the North East Region and a
Family Support Worker Michele McDermott, for the
North East Region while Liz Lacey in on leave. At the
time of printing, Both Ciaran and Michelle hadn’t
started and will therefore introduce themselves in the
next issue (for those who haven’t met them yet!).
MDI would like to wish Darren, Ciaran and Michelle
well in their new respective roles and we look forward to
working with them.

Photo details (from top to bottom)
Photo 1: Neil MacMahon from Limerick with one of the
careworkers from Galway
Photo 2: (l-r) Fiona Geraghty (Wexford), Eileen Gormley
(Galway), Cathy Geraghty (Wexford) and Mary Costello
(Waterford)
Photo 3: Pat Keogh from Tipperary with Saoirse Flynn and
Photo 4: Clodagh Christie (Galway) and her careworker.
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Speed Dating Fundraising Night
Speed dating is a great
night out where in a
social environment you
meet and chat with lots
of other single people
in one night and have
fun at the same time.
Anyone is welcome to
attend but generally
speaking, speed dating
nights are usually more
suitable for single people in their 20’s or 30’s
On Saturday 5th July
2008, MDI is hosting a
Speed Dating Night at

the Prince of Wales Hotel, Athlone, Co Westmeath. Beginning at
8.00pm, this speed dating night (which is being organised by MDI
member Sammy Brill
and her friends) promises to be lots of fun
with great prizes to be
won. Tickets are priced
at €15.00 each which
includes admission to
the speed dating night,
DJ & dancing.
All proceeds to MDI

(Respite Service), so
why not make it a
date for MDI! For
more information or
to purchase tickets
contact Sammy Brill
on 086 3404516 or
Amy Bramley in
MDI
at:
(01)
8721501 or email:
amy@mdi.ie
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Elvis Convention
A novelty fundraising event in the form of an Elvis Presley Convention will be
held in the Castletroy Park Hotel, Dublin Road, Limerick on Saturday 16th
August 2008 (Elvis’ Anniversary), with all proceeds going to MDI.
This event, which will commence on the morning of 16th August at 10.00am
will consist of Elvis themed entertainment varying from karaoke sessions to
live bands. Classic Elvis movies will also be shown throughout the day and
there will be face painting for children. A disco and dancing until the early
hours will round off what promises to be a great social occasion and family
day/night out for both Elvis fans and those who just want to have some fun.
Both day and evening tickets are available and are priced as follows:
Day tickets - €9 for the family - Evening ticket - €7 per person.
So go on, “Don't Be Cruel” and be a “Devil In Disguise!” Get “all shook up”,
put on those “Blue Suede Shoes” and let the “Jailhouse Rock” for MDI.
For further information contact Amy on (01) 8721501 or email: amy@mdi.ie
MDI is planning on organising a
Charity Cycle from Limerick City
to Kilkee, Co. Clare on a Sunday
in August (date to be confirmed)
to raise funds towards the core
and crucial Respite Support Services which MDI provides to its
members and also to fund ongoing medical research into MD.

MDI Charity Cycle

members, friends, family, staff and the
public offer to participate or get involved. If you know of anyone, be it
family, friends, work colleagues,
neighbours, etc, who are up for a challenge, then contact us. The cycle is 57
miles (92km) and it is planned that
This event can only take place if each cyclist would raise sponsorship

for their cycle. If you know
anyone that would be interested please let me know.
The minimum number of
participants required is 20
for the fundraising event to
be a success, so come on
and get on your bike for
MDI. Contact Amy at (01)
8721501 for details.
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Amy Raises €536 for MDI in Edinburgh Marathon
I took part in the Edinburgh International
Marathon on the 25th May with fellow
Abbeyleix lady Sara Kirwan. I completed the 26.2mile course in the grand
old time of 6 hours and 51 minutes, and
still have the blisters to show it!
The atmosphere was electric on the day
with over 13,000 runners taking part and
over £3 million was raised for numerous
charitable causes, including Muscular
Dystrophy Ireland. The marathon began
with a very tough start as the wind was
blowing against us for the first 10 miles,
which took its toll on a lot of the participants. As the day went on the weather
conditions improved and it turned out to
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be a beautiful sunny afternoon.

Musselburgh Racecourse.

The route was flat but still very nice and
scenic; we even passed an extinct volcano. The start of the Marathon was situated at Regent Road and from there the
course led down the historic streets of
Edinburgh, through hilly, loch-filled
Hollyrood Park and all the way to the
coast of the Firth of Forth dropping quite
a bit in elevation on the way. The course
brought us along the coast and continued
along the waterfront through picturesque
fishing villages Cockenzie and Port
Seton, before rounding the imposing
Gosford House (a Royal Palace) and
turning back towards the finish area in

The winner of the Marathon was 33
year old Irish man Paul McNamara
from Athenry Galway who won in just
an amazing time of 2 hours and 25 minutes. I recall passing Paul as I was heading towards mile 11 and he was on his
last mile to the finish line, I had still
along way to go.
I would like to sincerely thank all my
family, friends and MDI colleagues
who supported my endeavour and
kindly sponsored me as I raised €536.00
for Muscular Dystrophy Ireland.
Amy Bramley
Fundraising / PR Co-ordinator
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As you are all aware, the MDI AGM was held on Saturday 10th of May last. Below is a list of the
new Executive and Council Members, which we thought you would like to know:
National Executive:

National Chairpersons:

Other Council Members:

Mr. Garry Toner - Chairperson

Ms. Jean Butterly - Dublin Branch

Mr Noel Brennan

Ms. Elaine McElligott - Vice-Chairperson

Mr. Terry Dullaghan - North East Branch

Mr Andy Howell

Ms. Sammy Brill - Secretary

Ms. Ena Howell - Cork Branch

Mr Edward Jameson

Mr. Joe Jameson - Treasurer

Mr. Packie Larkin - South East Branch

Ms Eileen Mayse

Ms Florence Dougall - Executive Member

Mr. Oliver McHale - Galway Branch

Mr Jimmy Murray

Mr. Dan Curran - Executive Member

Ms. Madeline O'
Neill - Midlands Branch

Mr Bernard Reilly

Ms. Kathy LeBrasse - Executive Member

Ms. Susan Peoples - Donegal Branch

Ms June Scannell

Ms. Gillian Tobin - Kerry Branch

Mr Robert Vaughan

Left: Outgoing Chairperson of MDI, Florence Dougall who
was presented with flowers at our recent AGM following
her decision to step down as Chairperson. Florence was
however, re-elected as an Executive Member of MDI.
Right: Garry Toner, the newly elected Chairperson of
MDI. We wish Garry, and all the newly elected members
of the National Council and Executive well in their new
posts.

For Sale
Wheelchair
Accessible Car

The Access & Mobility Exhibition 2008
20th & 21st June 2008
Main Hall, RDS, Ballsbridge, Dublin 4
The Access & Mobility Exhibition 2008 will take place on Friday
20th (10am to 5.30pm) and Saturday 21st (10.30am to 5pm) June 2008
at the Main Hall, RDS, Dublin. Now in its 7th year, the Access & Mobility Exhibition has become an important event in the calendar of
events for the disability sector.
This year will see a number of new features including a mobility
friendly house (purpose built) in conjunction with Spinal Injuries Ireland featuring a bedroom, bathroom, kitchen and living area fully
adapted with the relevant assistive equipment. Admission is free.
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Through-Floor
Domestic Wheelchair Lift
Model: Kalia Platform Lift.
Suitable for two story domestic house. Three years
old, very good condition.
Location: Dublin 16. Can
be viewed at anytime.
Price: €8,000 o.n.o. Phone
087 1345112
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Fiat Doblo (07D), Diesel
1300cc. Mileage: 15,000
km, Colour: black. Tinted
windows. Very good condition. One owner. Ramp fitted at rear. Price €18,000.
Phone: 087 1345112
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Kalia Platform Lift—Ground Floor (left), Inside (centre) and Upstairs (right)
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MDI Mission Statement
Muscular Dystrophy Ireland aims to provide information and support to people with
neuromuscular conditions and their families through a range of support services.
Our objective is to promote through practical empowerment, independent living for
people with the condition muscular dystrophy. MDI supports advocating for services
to enable people with neuromuscular conditions to fully participate in society and to
live a life of their own choosing. MDI also aims to support and fund research into
neuromuscular conditions.
Company registered name:
Company registered office:
Country of registration:
Directors:

Muscular Dystrophy Ireland Ltd.
71/72 North Brunswick Street, Dublin 7
Ireland - 60460
Garry Toner, Elaine McElligott, Joe Jameson,
Sammy Brill, Dan Curran, Florence Dougall,
Kathy LeBrasse.

