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Newsletter oMuscular Dystrophy Ireland, featuring updates on recent researct
information, fundraising and social activities atetails of some upcoming events.
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Comprehensive TREAFNMD Conference  Ataluren Trial Results
Report Available Disappointing

In the last newsletter, | reported on the TREAT-NNM@nference which took place inin the last newsletter it was reported
Brussels in November 2009. In addition to the ktihat | wrote, there is now athat PTC Therapeutics and Genzyme
comprehensive report on the proceedings of the ecente from Dr. Guenterwere looking forward to starting a phase
Scheuerbrandt, who is known for his reports on [@ace muscular dystrophy re-3 trial of ataluren (previously called

search. This report is now available on the TREAVIENweDbsite: PTC 124) in people with Duchenne
http://www.treatnmd.eu/userfiles/file/general/20Boinging_down_the_barriers.pdf muscular dystrophy who have a specific
If you do not have internet access or would likeaad copy of this report, please letenetic mutation called a nonsense
me know on freephone 1800 245 300 or erkaien@mdi.ieand | will forward it on mutation. Unfortunately the results from

to you. the phase 2b trial were disappointing
and ataluren trials for DMD are
suspended.

Family Guide to Duchenne A | o
. taluren did not meet its primary
Muscular Dystrophy now Available outcome measure, which was to

. improve performance in a 6 minute
In the last newsletter | mentioned that InternatloBtandards of Care for Duchenngva'?k e Ql'he drug would have to show

muscular dystrophy had just been published in #ueckt Neurology journal. A more 3 S
reader friendly version of this document has rdgdsgen produced: “The Diagnosisthat IS Sy LEcitsr L

. L placebo, and it did not show this.
and Management of Duchenne Muscular Dystrophy didegfor families”. However, there is still a great deal of

This guide summarises the results of internatiasalsensus on the medical care ¢fata to be analysed and until this
DMD. It is very comprehensive and covers the diagiogrocess to the managemerfirocess is completed we cannot say
of the condition (including steroids, physiotherapgcupational therapy, orthopaedigvhat the future will be for ataluren in
management, looking after the heart and breathjagtrointestinal managementPMD. While these results are very

learning and behaviour). disappointing, the data that has been
: . L , . collected will help to inform the design

This family guide is available on the TREAT-NMD vgite at: of future trials and the development of

http://www.treat-nmd.eu/patients/DMD/familyguide new potential treatments.

Alternatively, please contact me on 1800 245 30@rail karen@mdi.ieand | will
send you a copy.

MDI National Survey Summary

In September 2009, Muscular Dystrophy Ireland (MEiy a survey that was open to all people with miasadystrophy and
related neuromuscular conditions. This survey exthpkople to highlight their experiences in relatio medical services, ac-
cessing equipment and adaptations, respite andnpdrassistance, and education, training and empay;

This survey highlighted many issues, includingfdiwing:
Applying for entitlements, equipment and housidggtations can be a long, slow process
47% of people have experienced delays in accessisgntial aids and appliances, with 18 people ngaftor 6 months
and 28 for one year and over
Due to difficulty in accessing a Local Authority &t for 34 people and the high cost of adaptingrad) some are liv-
ing in unsuitable housing
115 people rely on family and friends for their&aB80% of adults report that this has had a negathpact on their
family relationships
30% of people have had a respite break in theblgsiars, mainly at a break or camp organised bylantary organisa-
tion
7 parents report a reduction or removal of the Bpb&eeds Assistant support in schools
42% of adults with neuromuscular conditions arenymeyed

Thank you to everyone who completed this surveyeport has been produced which has been distritatal members who
receive this newsletter, and is also available anveebsite www.mdi.ie If for any reason you have not received the repod
would like to do so, please contact Karen Pickeah800 245 300 or email karen@mdi.ie



International Rare
Disease Day 2010

Now in its third year, International Rare Dis-
ease Day took place on 2&ebruary 2010.
The day was marked with a conference on
this year's rare disease theme, “Patients and
Researchers: Partners for Life”. This confer-
ence took place on the 2%nd was a joint
venture between the Genetic and Rare Disor-
ders Organisation (GRDO), the Medical Re-
search Charities Group (MRCG) and the Irish
Platform for Patient Organisations, Science
and Industry (IPPOSI). MDI would like to
thank Dublin member Josh Dillon, who took
part in a photoshoot to launch the day.

Extraordinary Measures

On the evening of the 35
February, MDI
special preview screening
new
“Extraordinary Measures”
in association with GRDO
and IPPOSI. This film is
inspired by the true story of
a father of two children
with Pompe’s Disease, a
rare neuromuscular condi-
tion which is covered by
MDI, who pursues a cure
for his children’s condition.
The father is played by Brendan Fraser and thexsidy Harri-
son Ford. Although not a cure, the therapy thatestified in the
film is based on myozyme. This is currently theyoalailable
treatment for any neuromuscular condition covergd MDI
(although some people, particularly adults, do firalstruggle to
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get the costs of their treatment covered, andfilinis
being launched provided a forum to discuss this is-
sue). MDI would like to thank Sony Pictures Ireland
Movies at Dundrum and Genzyme for their support in
arranging this film screening, and thank you torgve
one who attended and supported the event.



DISABILITY FACTSHEET 7

Health Services for People with Disabilities

Your eligibility for health services is based orsideence and
means. Everyone, regardless of nationality, idledtto health
services provided they are ordinarily resident neland.

Broadly speaking, if you are living here and inteactontinue
living here for at least a year, you are considéoeae ordinar-
ily resident.

The Health Service Executive (HSE) is responsibtepfovid-
ing health and personal social services to the avipalpula-
tion, including services for people with disabdgi There are
32 Local Health Offices which are administrativenites for
community health and personal social services. Lbiealth
Centres deliver services directly to individualsamyf commu-
nity, residential and rehabilitative training sees are pro-
vided by voluntary organisations with grant aidnfrthe HSE.

Medical cards and GP Visit Cards

Medical cards are available to people with low imes and
other qualifying people. They entitle you to a rargf health
services free of charge. These include GP (fanulstat) ser-
vices, certain prescribed drugs and public hos&vices.
Having a disability does not automatically entifleu to a
medical card.

Most medical cards are granted on the basis of anméest

and/or medical need. The HSE issues income guekelin

(contact your local health centre for most recerndglines).

The GP Visit Card helps people who are not eligibtemedi-

cal cards with the costs of visiting a doctor. ded not cover
prescription drugs and medicines or services sadiSE den-
tal, ophthalmic and aural (hearing) services. Theoine

guidelines are 50% higher than the medical cardbnre
guidelines. The GP Visit Card scheme does not afappyeo-

ple over age 70, who should apply for a medicad car

Help with medicine costs
You can get help with the costs of necessary meekceven if
you do not have a medical card. Everyone in Irelarehtitled

to either free or subsidised approved prescribadygirand
medicines and certain medical and surgical aids auli-
ances.

Drugs Payment Scheme
Under the Drugs Payment Scheme an individual oflyainas
to pay only the first €120 per month for all appedvpre-
scribed drugs, medicines and appliances to be hgethat
person or his or her family in that month.

Long-Term lliness Scheme

People with any of the following conditions can aiht the
necessary drugs and medicines for the treatmethiabtondi-
tion free of charge:

Acute leukaemia, cerebral palsy, cystic fibrosiapbdtes in-
sipidus, diabetes mellitus, epilepsy, haemopHiljairocepha-
lus, mental handicap, multiple sclerosigjscular dystrophy,
Parkinson’s disease, phenylketonuria, and spindabif

Dental, optical and aural services
The Health Service Executive (HSE) provides derdptjcal
and aural services free of charge to:

Medical card holders and their dependants

Health Amendment Act Card holders

Pre-school children and children attending primsaiyools
who are referred from child health service exaniimest and
school health service examinations

Dental treatment is provided by the HSE’s own dgrdir by
private dentists to all medical card holders agedrd6. If
you do not have a medical card, the Treatment BeBefieme
will cover you and your dependent spouse for sofitheocost
of hearing aids provided you have enough PRSI (Ragted
Social Insurance) contributions.

Treatment Benefit Scheme

Dental, optical and aural benefits for insured vesskwho



have enough contributions, are provided by the Depnt of
Social Protection under the Treatment Benefit Sehem

Any person who satisfies the PRSI requirementgyat&0 or
66 retains the entitlement for life. Treatment isvided by
private dentists, opticians and ophthalmic surgeons

HSE or public voluntary hospital
charges

Everyone resident in Ireland is entitled to be tedafree of
charge (or at reduced cost) in a public bed inldipthospital.

fare Officer in your Local Health Office.

Assessment of need for children un-

der five

The Disability Act 2005 provides for, among otheings, the
assessment of need of people with disabilities thedconse-
quent drawing up of service statements that outioe these
needs will be met. Currently assessment of neetieappnly
to children under five. Children are entitled to assessment
of need if their disability means that they need/ises to be
provided early in life to lessen the effects of tligability. The

Some people may have to pay maintenance chargem-for parent or guardian of a child under five must applyvriting

patient services in a public ward. There is a miowi for non-
payment in cases of hardship.

Out-patlent Services

People who attend the Accident and Emergency amer otut-
patient departments of public hospitals directhjthaut a re-
ferral from their doctor, are liable for a charge€d00. This
only applies to the first visit for that accident weatment.
Medical card holders are not liable for this charge

Other supports

Home care packages and home-based sub

vention

Most people wish to stay in their own home for asgl as
possible if they can, and there are various HSE éibased
supports and services available to support themaalternative
to long-term care. The Home Care Support ScheraeHSE
scheme that provides practical support and cailerdd to
individual needs. Broadly speaking, these suppordy in-
clude the services of nurses, home care attendaons helps
and various therapies including physiotherapy andupa-
tional therapy services. The package of supponts & allow
people to continue to live at home.

Aids and appliances

If you are a medical card holder, the HSE will heljh the

purchase costs of necessary medical and surgitslaaid ap-
pliances (such as a wheelchair or walking aidyolfi do not
have a medical card, you may get some assistance the

HSE if you are unable to meet the costs from yomn oe-

sources and the aids and appliances are considemsdsary
as part of hospital treatment. If you have ong¢hef condi-
tions designated under the Long-Term lliness Schema

may also get assistance towards the purchase aostsdical

and surgical appliances for that condition. Confaisiability

Services in your Local Health Office to check ifyassistance
is available.

Travel to health services

If you or your dependents frequently incur travepenses
when attending hospitals or clinics and are reogi\a social
welfare payment, you may get assistance with tragsts. In
order to qualify, you must satisfy the conditioms Supple-
mentary Welfare Allowance. Apply to the Communityel/

for an assessment. You make the application onma &vail-
able from the assessment officer in your Local He@fice.

Communlty care services

The HSE is responsible for providing community cegevices
such as home nursing services, home helps, oconphther-
apy and social work services. There is a variaitiothe level

and range of services in different Local Healthi¢zf. People
with disabilities are entitled to access the raojeommunity
care services. In many cases, they have prionitg But more
about what is available locally by asking your Lottealth

Office, Citizens Information Centre or doctor.

Public health nurses

Public health nurses are employed by the HSE teigeoa
range of health care services in the communityyTdre usu-
ally based in your local health centre and aregassli to cover
specific geographical areas. They provide senvicexhools,
in health centres, in day care and other commuwsttres and
in people’s homes. Public health nurses also aenasnpor-
tant point of access for other community care sexi

Home helps

Home helps may be employed directly by the HSEyovdd-

untary organisations on behalf of the HSE. Theysassgith

normal household tasks such as shopping and clgamnieh are
assigned to people who are unable to carry out sasks
themselves. Availability varies greatly from plat® place.
There may be a small charge, even for medical lcaldkrs.

Social workers

The HSE employs social workers who may provide @alaind
support. Most large hospitals employ social workeiish
whom patients and their relatives can discuss problarising
from their illness. Ask at the social work depantinef the
hospital. Some voluntary organisations also emmogial
workers.

Occupational therapists

The HSE employs occupational therapists to helpleewith

disabilities and older people to achieve maximuatepend-
ence in the activities involved in daily living. iBrity is usu-

ally given to older people and people with disaieisi, as there
is a significant shortage of qualified personnel.



For more information

You can find more information on entitiements ihaoklet
called“Entitlements for People with Disabilities(available
from your local Citizens Information Centre) or on
www.citizensinformation.ie

The Citizens Information Board is the statutory ypeadhich
supports the provision of information, advice adgacacy on
the broad range of social and civil services topelic. It pro-
vides the Citizens Information website and suppibrésvolun-
tary network of Citizens Information Services ahd Citizens
Information Phone Service.

Log on:www.citizensinformation.ie
Lo-call: 1890 777 121, Mon to Fri, 9am to 9pm.

Usetul

Health Service Executive
Head Offices

Millennium Park

Naas

Co. Kildare

Tel: (045) 880 400

Parkgate Street Business Centre
Dublin 8
Tel: (01) 635 2500

The Access, Care & Mobility Expo 2010
will take place on Friday 11th and Satur-
day 12th June 2010 in the New National
Convention Centre, City West Hotel, Sag-
gart, Co. Dublin. Now in its 8th year, the
Access, Care & Mobility Expo has become
an important event in the calendar of
events for the disability sector.

The Access, Care & Mobility Expo is Ire-
land’s only event for healthcare, disability
and rehabilitation. Some of the core visi-
tor groups in attendance are healthcare

professionals including occupational
therapists and physiotherapists, local au-
thorities, people with limited mobility,
older people, carers, family and friends.

HSE Information Line:
1850 24 1850
www.hse.ie

Department of Health and Children
Hawkins House

Hawkins Street

Dublin 2

Tel: (01) 635 4000

www.dohc.ie

National Disability Authority
25 Clyde Road

Dublin 4

Tel: (01) 608 0400

Email: nda@nda.ie

www.nda.ie

Office of the Ombudsman

18 Lower Leeson Street

Dublin 2

Lo-call: 1890 223 030

Tel: (01) 639 5600

Email: ombudsman@ombudsman.gov.ie
www.ombudsman.gov.ie

Driving Technology Planning Your
Journey From Door To Door!

Fingal County Council is delighted to announce avranline facility
available to motorists looking for information onsBbled Car Parking
spaces in the county. Motorists using a Garmin @mirom sat-nav sys-
tem in their cars can download the locations odlolisd car parking spaces
from www.fingalcoco.ie and add them to their sat-mkevice, allowing
users to plan their journey right to the door ditldestination. In addition
the download also includes the location of all Rdiag Bring Banks in
Fingal and they plan to provide information on otkervices in this for-
mat in the future.”

For further information, contact Ann Murphy, Assist ant Communica-
tions Officer, Fingal County Council T: 01-870 4453 M: 087 990 8470
E: ann.murphy@fingalcoco.ie



National Awarenest
Campaign 2010

Fhis years
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Midlands Launch(below):

Annemarie Kelly (Midlands 103FM DJ),
Stephanie Fagan Youth Respite Worker for
the Midlands, Amy Bramley Fundraising &
PR Coordinator, John McKnamee Proprietor

! Below: New patrofilisigVisI=s1lsNREs]s)
of Easons Portlaoise.

legendary former AlNEE IR YAsloin
baller. Pictured with LRV MVn)!
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Galway Launch: i
JJr}r‘m \/Le Galway G nty Hurler

er
cileen Gorrmiey, WDl memb

MDI would like to sincerely thank Debenh:s
& Arnotts for their continued support and g
opportunity to sell the awareness day pro
stores. MDI would also like to thank Suj
the majority of stores nationwide took a
lates to sell, also thank you to Tesco Ire
< lected stores allowed us to go.in.on

volunteers to direc :

DPD Ireland
assistan
anga
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o Awarerness Day Selling
A Big Thanks

MDI would also like to take this opportunity to tiaall the
sports stars, TV celebrities and politicians fopgarting the
regional launches for the awareness campaign wioead
press coverage was received.

They included:

Noel Cunningham, TV3; John Lee, All Ireland Galway
Hurler; Damien English, TD Fine Gael; James Bakigath
Sports Partnership; Amy Moran, Cork Rose; Joe Dé&amn,
mer All Ireland Cork Hurler; Annemarie Kelly, Miahds 103
DJ; John McNamee, Eason’s; Eoin Liston, Formerlrglland
Kerry Footballer; Dublin Lord Mayor Eimear Costell@lelia
Murphy, Fair City; and Sam Peter Corry, Fair City.

And our sponsors
DPD@
g

SuperValu

Real Food, Real Perople

cQSOoN

MDI would like to thank Aisling Murphy from Dundalwho
co-ordinated fundraising activities and organisetlinteers i
Dundalk for MDI's National Awareness Day Campaign.

Aisling’s efforts helped to raise the tremendousoant of
€5,056.00. Thanks to all the students picturetitrand be
low and to Aisling for her continued support. dtruch ap
preciated and well done!




Karting Grand Prix raises over
€1,700 for MDI

A "Karting Grand Prix" fundraising event was hefdthe Zone in

Navan on the 18th of February. The event was atgneccess
and raised the substantial amount of €1,728 fordulas Dystro-

phy Ireland. Over 25 people turned up to supfh@tevent and a
raffle was also held to raise additional funds.

The overall race winner in
the Karting Grand prix
was Navan man Mr Peter
Cosgrove.

The organiser of the event,
MDI member Carol

Cosgrove, would like to

sincerely thank all who
supported the event and
donated spot prizes for the
raffle. You support was
much appreciated.
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Cartoon Fancy Dr

Ernest Draper from Athlone organised and hosted aund-
raiser in The Athlone Town Centre and raised over £70 for
Muscular Dystrophy Ireland.

The fundraiser was a fancy dress where children anthmilies
could get their photograph taken with their favourite cartoon
characters. Well done to Ernest and all his friend for sup-
porting MDI and thank you to the Joke Shop in Athlane for
sponsoring the costumes.

Still giving at 90!

Congratulations to Joan Dineen from Watergrass Hill

Cork who celebrated her 90th birthday last December

Joan, who igMDI member)Joseph Barry’s Grandmother
organised a donation box at her party and raise836100
for MDI which she presented to Trudy Rensh@wDI
Family Support Workerland Mary Rose Howel(MDI
Youth Respite Workeon 8th March last. Thanks a million
Joan to you and your family and friends for youryvgen-
erous support. It is much appreciated.

Paul White Perpetual Cup

Darts Competition
At Forty Four Bar, Nenagh

Raises €1,600 for MDI

Many thanks to Ann White from Nenagh for organiség
hosting the Darts Competition on 4th April whiclisel
over €1,600 for MDI. Well done to all who too&rpand
raised much needed funds for MDI'’s respite supp¥dur
support is much appreciated.

Cheque Presentation

Left to right.... Marie Reddan (Forty Four Bar), MoWhite,
Declan Daniels (MDI Member), Vincent White, Ann #&/hi
(presenting the cheque), Jimmy White and ShaneWhit
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4th — 7th June, Killarney
The 4th Ireland Bike Fest in Kil-
larney promises to be bigger and
better than ever as it is anticipated
over 4,000 bikers from around the world will conyeron Killarney for this must attend
event. The Gleneagles Hotel is kindly supporting IMigain this year and has once again
arranged for a beautiful Harley Davidson Sportsten 883 to be raffled. To purchase a
book of tickets please contact MDI head office 6t)(8721501 or check out our website.
Tickets are €5 each or a book of 5 is just €200 wite free ticket).

Flora Women's Mini Marathon
Bank Holiday Monday, 7th June 2010

Ladies Wanted! (or men if you want to take part urer the disguise as a lady!!)

MDI is looking for ladies to participate in thisaies event and help to raise much
needed funds for MDI. As always, MDI will provideshirts and sponsorship cards
to all participants prior to the event. The MBam will be meeting outside the
Mansion House at 1pm on Dawson Street & it is gushort walk from there to the
3pm start line at Fitzwilliam Square.

After the event, all participants who raise sposbig for MDI are also invited back
to Cafe en Seine on Dawson Street for refreshments.

To receive your free T-shirt and sponsorship cadlifar further information about
this event contact: Amy Bramley on (01) 872150malt: amy@mdi.ie

Cork City Marathon

Bank Holiday Monday, 7th June 2010

If you're more the energetic type who prefers gdimg full distance, then why not choose Cork ag wity of choice to partici-
pate in this year's marathon. The Lonely Planetd@a@nnounced last November that Cork is one offajéen cities in the
world to visit, what better reason to choose yastihation to run your marathon in for Muscular Dgphy Ireland.

Visit www.corkcitymarathon.idor further details on the marathon

] A\ T N | =\ o s il &
Lough Derg Charity Cycle
12th June 2010 - Through the beautiful Shannon regn
MDI is seeking support again this year for tffe/gnual Charity Cycle. The cycle will bring you thrgh the beautiful Shannon
region in an 80 mile round trip. The starting poiill be the Two Mile Gate at 10am (3 miles outsafeKillaloe, Co Clare) and
the cycle will finish here also. It is a great dawyt, with fun and laughs along the way. You camasip individually or in a
group.
The cost involved to take part is just €75 (allndfich goes to MDI). We will pro-
vide participants with enough fuel on the day: @sfments, fresh sandwiches, fruit
and goodies to keep you going at a steady pacidoduration. Also provided on
the day is a back up bus if you feel the need ke tabreak and catch up with the
group at the next pit stop!

To sign up you either pay a registration of €75lernatively take a sponsorship
card to raise the money. All money raised from #vent will go towards funding
the respite support services provided to individuadd families living with MD and
to medical research

For further information, sponsorship card and tigilease contact: Amy Bramley on (01) 872 150Toaié amy@mdi.ie



Ermergerncy services Criarity Cycle
Saturday 10thJuly 2010

I/ (e f‘ r r
MDI s looking for cyclists to participate 500 recpients
The Route - Muscular Dystrophy Ireland

. . . . . - Bantry Inshore Rescue Services
The first leg takes us from Skibbereen to DunmanwiayDrimoleague. A 17 mile cycle, Clona);ilt Communitu CareV'
relatively flat and easy, usually takes 1 hour #ridy minutes. In Dunmanway the members y y

of the local Fire Service provide refreshments, et and sandwiches. f:er;irhncék;)(;luerJect—Beara out-

The second leg takes us to Clonakilty — A 16 mifele — again relatively flat and usually st. Patrick’'s N.S, Skibbereen
takes 1 hour and thirty minutes. In Clonakilty thembers of the local Fire Service provide (Autistic Spectrum Disorder
refreshments, tea, fruit and sandwiches. Classes)

The final leg takes us from Clonakilty to Skibberesa Rosscarbery and Leap. A twenty st Cork Suicide Bereavement
. . . o . Support Group

mile trek, broken up with a water stop in Rosscarif@/eather Permitting). This leg usually West Cork Rapid R

takes 2 hours. We reform outside Skibbereen foarage through the town and finish off est Lork Rapid Response
. . . . . Emergency Service

with a barbecue in Skibbereen Fire Station.

Once washed and shaved there is a social nightilsb&een on the night, music and finger food pitedi. This is usually a
great night out and a great way to finish off tlag.d For more details contact Amy on (01) 8721501.

MDI Golf Classic
Saturday 4th September 2010

Muscular Dystrophy Ireland (MDI) in conjunction WitTrim member, Niall Winters is hosting a Golf Glasin the South
Meath Golf Club, Trim, Co Meath on Saturddy eptember 2010. MDI hopes that this event wilai;emendous success and
will raise in the region of €5,000 towards MDI'sspite support services and medical research.

MDI is seeking help with this fundraising event andffering individuals, shops, businesses, bagtks three options to get
involved. You can do so by:

1) Sponsoring a tee box at €50 per box, with yourusiness / company name displayed. Golf Classic
2) Taking part as a team in the Golf Classic, at €0 per team. Detalil
3) Sponsoring a prize or making a donation of youchoice. etalls

Straight Scramble 4 Ball
€160 per team

J = Time sheet available from
[ }. . L South Meath 7.30am & the last tee off is
086 813 5272 ‘*M

at 3pm

Paul Harris:
Amy Bramley: 086 8185352

srydive 4 Charity Challenge” & support VDI
All summer long!

Skydive 4 Charity gives you the opportunity to makea tandem

E
VS’( YN G skydive for your chosen charity.

Each Sponsorship Card ordered requires a non-rdilenlaoking deposit of €20.00. This
0 deposit is part of the minimum €600 fundraisingyédryou are asked to reach in order to

4 MD’ complete your Tandem Skydive.
For more information or to download an applicatioform visit:

www.skydive4charity.ie or contact: Amy on (01) 87201or email: amy@mdi.ie
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MDI Youth Trip to Navy Base

On Friday the 19 of February, members from Corkcollege. After lunch, Joanne brought us aroundcthie
travelled to the Navy Base in Haul Bowline Islamdiao lege facilities starting with the bridge simulatdrhis

the National Maritime Col- was an unbelievable ex-
lege of Ireland, Co Cork for a perience as it felt that
fun filled day. you were on the bridge

of a ship and we were
On arrival at the navy base we traveling through Syd-
were greeted by John Cabhill, ney Harbour. We then
who is an officer in the navy. travelled up to the sea
John brought us to Gunnery survival pool, where the
Bay, where there was a gun recruits would train as if
simulator and you had a they were in the sea.
chance to shoot at on coming They had rain coming
targets as if in a real life situa- from the ceiling, there
tion. The group had a lot of were lightning and thun-
fun with this because it der effects as though
brought them into the real you were in a bad storm
action of the navy. We then at sea. The sea survival

went on to the Diving Unit, where we saw how the dpool gave recruits and us a fuller picture of daogs
vers trained and we saw the equipment they used amdl life threatening situations that they may enteuat
how it worked. This was then followed by a tripttee sea. We continued on to the electrical workshopisgar
“launch” which was a ship that was used to bringpbe an insight into the work they do with regards te &hec-
to and from the base. Luckily that day we had grefrics onboard the navy ships such as Le Roisin.

weather so we were able to board the ship andadkp || and all it was a really enjoyable day for eveng

around Cork Harbour. and an experience of a life time. A special thaoksve-
After the fun filled excitement at the navy base wgone in the Navy Base and the Maritime College for
headed up to the Maritime College, where we woetd gsuch a fun filled eventful day. It was a day thail te

an insight into the academic and practical sidahef remembered by all !!!!

navy. On arrival into the main reception we sawugs Emma Horan
that were graduating, so we were able to get pistur Student on Placement with MDI
with the new graduates. We were then greeted hynéoa

Kelleher, who had organised for us to have luncthin



.
Project Tank, by Simon Jameson

MDI member from Dublin, Simon Jameson has beervelgti :
involved with and participating in the “Airsoft” spt for the

past number of years. In 2009, Simon (22) scripted pro- AbOUt AIrSOft
duced a film which introduces the viewer to thesAit sport

and captures his involvement and active participath this Airsoft is a primarily recreational activity whe
event. Currently with a working title dProject Tank”, this replica firearms shooting plastic rounds are
movie is dedicated to the memory of Simon’s brotaéy who for personal collection, gaming (similar to Pa
sadly passed away last year. Simon hopes to hiawmah for ball).

this film in the near future.
Airsoft games vary greatly in style and comp{
tion depending on location, budget, and the q
tity of participants but often range from shortatg
skirmishes and organized scenarios to mili
simulations and historical re-enactments.

Participants typically use varying types of airs
weaponry along with either real or replica militg
gear and uniforms. In North America, most
nicipalities only allow the transparent, plastic-
soft weapons. These are also perceived as
guns and are allowed to be used safely in q
terrains such as Forest's.

Airsoft was introduced to Ireland and legalize(
mid 2006, it has grown quite big since then
many retailers and many sites to play on.

“I was in the middle of writing the script last yewhen my
brother died” said Simon.“This was a very difficult time for
me, but it also encouraged me to continue with fhrigect

and to complete it in Ed’s memoryie continued.

“It took about four weeks to get the

equipment (cameras etc) organised and ) )

to arrange for everyone to get together, ~ Simon in combat
It then took a further two days to shoot

all the scenes and many more weeks

thereafter for editing and sound master-

ing. | was determined to also ensure

that the dedications and credits at the

end were also appropriate’said Simon.

“It was a great experience making this
film and although stressful at times, it
has definitely inspired me to do more. |
am now planning on doing a short docu-
mentary about me on tour with Airsoft
throughout Ireland and hopefully in the
UK also. This will be blogged of my
website:www.projecttank.ién the com-
ing weeks, so keep an eye out for it”,
concluded Simon.




A clav In ine

Over the next few issues of this newsletter | hdgeided to
include a feature on “a day in the life” of variosff mem-
bers of Muscular Dystrophy Ireland. The idea behinese
features is to inform members and the public ofrtie MDI
staff play within the organisation and to captugnap shot of
a typical day in the life of a staff member fronrieas sec-
tions within MDI.

By conducting such an exercise we hope that indalsl (both
members and professionals) will obtain a greatemitedge
and understanding into:

the workings of MDI;

the services MDI provides;

the importance of such services and

the difference it makes.

To start the ball rolling, | thought that I'd sétet standard by
going first! So here it is, a brief descriptionatiay in the life
of me, Hubert McCormack, the man with many hatg, ibu
this instance with my MDI hat — that is: Adminidtrel

As many of you know, | have been working for MDI foany
years now — to be precise, 21 years in May! Mg today is
very different in many ways compared to back ind9#en |
first started and this is primarily due to advangesechnol-

ogy.

When | started with MDI, all secretarial and adrsiration
duties were carried out using a pen and paper agalfaall

e

typewriter! Showing my age now, eh? Around thaeadime,
MDI was donated an old computer, which no one kinew
to use and when interviewed for the job with MDtaasked if
| could use one, of course | lied and said yes!atWetter way
to learn, than being thrown in at the deep endid know how
to type, save and print a letter — anything beythrad, eg, da-
tabases, spreadsheets, desk top publishing, eta wastery.
As far as | knew, windows were just glass, untileav mean-
ing was introduced in 1995 when Microsoft launch&th-
dows 95(a new user friendly way for using computeasd
surfing also took on another meaning, with the tduof the
internet! It was a year or two later before Mught up
with this technology, so until this point | usedvard process-
ing programme called “wordstar” to perform mostMDI’s
clerical and administration duties. | would havsoaintro-
duced MDI’s longest serving member of staff, Antite
Roche, to computers and before long, the old galf type-
writer became redundant!

Over the years, | became more computer literate soyah
found myself supporting colleagues with IT requiests. |
still provide this support to some extent to fellstaff mem-
bers if required. | was also instrumental in depéig the
MDI website and database systems both of whichal nmin-
tain and update. In addition, | design, layout adi the quar-
terly MDI newsletter (this one!), which is also apted to our
website, along with various conference and anrebnts etc.

When | am not doing all this, | manage the MDI TrEsnd
affairs and also provide
admin and IT support to
the CEO. All this, along
with helping out at vari-
ous conferences and
fundraising events
throughout the year,
more than keeps me
busy for the 20 hours a
week for which I'm em-
ployed!

This is just a brief snap
shot of my role within
MDI, which | hope gives
you a clearer insight into
my position within the
organisation.

Hubert McCormack
Administrator - MDI






MDI member Wayne Smith
(right) from Navan pictured
with “Jedward” whom he met
while on an MDI youth trip to
Manchester.
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