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Charity 25’s Charity 25’s Charity 25’s “““ Just 2 Will DoJust 2 Will DoJust 2 Will Do” ” ” campaign launch campaign launch campaign launch 
on 7th October, which MDI are delighted to be on 7th October, which MDI are delighted to be on 7th October, which MDI are delighted to be 
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Santhera, a Swiss pharmaceuti-
cal company, has shown that a 
drug called Omigapil can im-
prove symptoms of a severe type 
of merosin deficient congenital 
muscular dystrophy in a mouse 
model. Mice received Omigapil 
once a day from soon after birth. 
The drug reduced muscle cell 
death and protected muscle tis-
sue, and muscle fibres in treated 
mice were healthier, showing 
less damage. This resulted in 
treated mice having a higher 
body weight, less skeletal prob-
lems and increased movement 
ability. Unfortunately mice on 

the treatment still died young, 
but on average their life expec-
tancy was slightly longer than 
untreated mice. 
 
Although this would not be a 
cure for this form of congenital 
muscular dystrophy, research so 
far indicates that it seems to ef-
fectively target processes in the 
cell leading to some of the symp-
toms of the condition, so it may 
be able to slow the progression. 
The fact that it is an oral drug is 
very positive, as is the fact that 
its development is quite well ad-
vanced. Omigapil has already 

been tested and found to be safe 
for humans in large clinical trials 
for Parkinson’s Disease and mo-
tor neurone disease. 
 
Currently Santhera is completing 
some pre-clinical testing which 
is necessary as the drug has not 
been tested in children before. 
Assuming all goes well, San-
thera has plans in place for a 
clinical trial in people with Ull-
rich congenital muscular dystro-
phy, Bethlem myopathy and 
merosin-deficient congenital 
muscular dystrophy. They are 
hoping that this trial will start at 
the end of 2011 or beginning of 
2012. 

Hopes for a potential treatment for Hopes for a potential treatment for Hopes for a potential treatment for 
congenital muscular dystrophycongenital muscular dystrophycongenital muscular dystrophy   

Dr. Mary Reilly, Consultant Neurologist in the 
MRC Centre for Neuromuscular Diseases, Univer-
sity College London, has completed a three year 
clinical trial of long-term ascorbic acid (vitamin C) 
treatment in CMT type 1A. Unfortunately although 
high doses of vitamin C were safe, they did not im-
prove symptoms and did not slow the progression 
of CMT1A. 
 
The researchers had hoped that they would see 
some benefit in people with CMT1A because when 
vitamin C was given to a mouse model of CMT1A, 
the symptoms the mice were displaying improved. 
There was also anecdotal evidence that people with 
CMT1A were taking high levels of vitamin C after 
hearing about this research so a clinical trial was 
necessary to see if this was safe and if it was effec-
tive. 272 participants in Italy and the UK were re-
cruited and given three doses of either vitamin C 

(1.5g in total per day) or a placebo (a non active 
substance) every day for two years and measure-
ments such as muscle strength, walking speed and 
levels of pain and fatigue were assessed. While the 
trial did not show any improvements in these meas-
urements, at least there is now a definite conclusion 
that people with CMT1A do not need to pay for and 
take high doses of vitamin C. The researchers also 
now have more information about the progression 
of the condition and about outcome measures that 
will be beneficial for future trials. Outcome meas-
ures are the things used to see if a treatment has had 
an effect, for example, how muscle strength or 
walking speed is assessed. It is important that effec-
tive and standardised measures are used in all clini-
cal trials to ensure that we can properly compare 
different results and studies. We hope that the work 
from this trial will inform and improve future trials 
for CMT. 

Results from first Charcot Marie Tooth clinical tri alResults from first Charcot Marie Tooth clinical tri alResults from first Charcot Marie Tooth clinical tri al   
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Researchers in the USA led by Dr. Jerry Mendell 
have just published the results of a gene therapy 
trial involving six boys with Duchenne muscular 
dystrophy. This trial involved administration of a 
viral vector (called AAV, an adeno associated 
virus) containing a mini form of dystrophin (the 
full length dystrophin gene is too big to fit into 
the AAV) injected into the biceps of the boys. 
Unfortunately only two boys produced any new 
dystrophin protein and it was only a very small 
amount. More work will need to be done to iden-
tify why this was the case. 
 

Researchers examining blood samples found that 
in four out of the six boys, an immune response 
was detected. This is not completely unexpected 
as there has been some debate about whether in 
boys who do not usually produce any dystrophin 
protein, their immune systems might then identify 
new dystrophin as foreign and destroy it. How-
ever, what is unexpected is that the immune sys-
tems in two of the boys seemed to be primed 
against the protein before the trial even began. 
Blood samples before the trial started showed that 
they already contained anti-dystrophin T cells (T 
cells are white blood cells which can kill infected, 
damaged or dysfunctional cells). Researchers sug-
gest that in future trials, it may be necessary to 
screen for such an immune response before treat-

ment, and boys that show a susceptibility to a re-
sponse may need immune suppressants. They also 
need to look at the administration of the gene 
therapy and the gene therapy technology to deter-
mine how to minimise immune reactions. 
 

The researchers did suggest that this immune re-
sponse could be an issue in any therapy that 
would introduce new dystrophin protein, includ-
ing exon skipping. The good news is that so far, 
Prosensa and AVI who are running the two exon 
skipping trials have not yet detected an immune 
response but this is something that they are look-
ing out for. 
 

Speaking to the Muscular Dystrophy Campaign, 
Prof. George Dickson from the University of 
London said that “The next generation gene 
therapies for Duchenne muscular dystrophy must 
ensure that the immune system is not accidentally 
activated. Precise and absolute restriction of dys-
trophin expression to muscle fibres, and gentler 
delivery through the blood stream, might be cru-
cial to avoid adverse immune responses. Im-
provement of direct gene therapies that deliver a 
healthy copy of the dystrophin gene to the mus-
cles must remain a priority in the field especially 
for those boys who have a mutation that can not 
be treated by exon skipping.” 

�������

��	�
���
��������	����������������������

Unexpected immune response in Duchenne Unexpected immune response in Duchenne Unexpected immune response in Duchenne    
gene therapy trialgene therapy trialgene therapy trial   

Pictured at an MDI Spinal Muscular 
Atrophy Information Day in Dublin 
in October are (l-r):  
 
Prof. Richard Costello (Respiratory 
Physician), Joe T Mooney (CEO 
MDI) and Dr.  Bryan Lynch 
(Paediatric Neurologist).  The day 
was well attended and a full report 
will be made available in the coming 
weeks.   
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EUROPLAN is a three year project funded by the European Union. Its main goal is to develop recommen-
dations to establish A National Strategy for Rare Diseases in each member state including Ireland by 2013. 
 

The Europlan Ireland conference is taking place in Dublin.  MDI urges and invites members to get 
involved in the discussion.   

Where  -  Farmleigh House, Phoenix Park, Castleknock, Dublin 15 
When  - Friday December 3, 2010  
Cost  - Free for patients & family members 
   €25 for patient organisations, healthcare professionals, scientists 
   €75 for industry representatives 
 Registration is now open and is essential as places are limited. Register at www.europlan.ie   

 For more information visit www.europlan.ie  or email info@europlan.ie 

50c Charge for Medical Card Prescription Items50c Charge for Medical Card Prescription Items50c Charge for Medical Card Prescription Items   
From 1st October 2010, people with medical cards will 
pay a 50c charge for medicines and other items they 
get on prescription from pharmacists.  This follows a 
change in the law that was announced in the 2010 
budget.  The charges will be subject to a cap of €10 
per month for each person or family.   
 

What does this mean for me?   
If you have a medical card, this means that when 
you take your prescription to the pharmacists, you 
will be charged 50c for each item of medicine you 
receive.  This 50c will contribute toward the cost of 
your medicines, and the HSE will continue to pay 
the rest of the cost.   
 

What if I get a lot of items on prescription?   
Some people or families may get a number of items 
prescribed for then, but no person or family will be 
liable to pay more than €10 per month.  A family is 
you, your spouse/partner and your children under 
21 who are in full-time education.   
 

What if I am charged more than €10 per 
month?   
If your family pays more than €10 per month, for 
example if you use different pharmacies, then you 
can apply to the HSE for a refund.   

How do I apply for a refund?   
You can apply on www.medicalcard.ie or at your 
Local Health Office.   You will need to have your 
Medical Card Number (printed on the front of your 
card) to apply for a refund.   
 

What if I get prescriptions under other 
schemes?   
The prescription charge will not apply to items 
supplied under the Long Term Illness Scheme, the 
Drugs Payment Scheme or private prescriptions.  
The charge does not apply to people who are cov-
ered by the Health (Amendment) Act 1996 
Scheme.   
 

For more information:  
Visit  www.medicalcard.ie or  
www.hse.ie or call  
the HSE Infoline  
at: 1850 24 1850 
Monday - Saturday,  
8am to 8pm.   
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MD Clinics for People with Neuromuscular ConditionsMD Clinics for People with Neuromuscular ConditionsMD Clinics for People with Neuromuscular Conditions   

Muscle Clinics at  
Central Remedial Clinic 

  
The Muscle clinics at the CRC were started in 1985 
to provide a Team Approach to management of 
Neuromuscular Disorders and facilitate families by 
having appointments with various consultants and 
therapists at the same centre and on the same day. 
 
The Muscle Clinic Team is a Multidisciplinary 
Team and consists of: 
· Paediatric Neurologist 
· Orthopaedic Surgeon 
· Physiotherapists 
· Occupational Therapist 
· Dietician 
· Orthotist 
· Family Support Worker, MDI 
· Psychologist 
· Seating Department 
· Nursing Department 
 
It may not be necessary for each client to be seen 
by every discipline at every visit but they can be 
seen as required. 
 
The CRC has two types of Muscle clinic. The 
“Young Muscle Clinic“ for the newly referred and 
younger clients and the “ Combined Muscle Clinic” 
which the Orthopaedic surgeon attends and which 
is mainly for the older clients and anyone requiring 
an Orthopaedic opinion. Muscle Clinics are held at 
the CRC on Mondays. 
 
Most clients are reviewed every 6 months. After 
each visit the team members will liaise with the cli-
ent’s local services to report on the outcome / rec-
ommendations. 

Adult Neuromuscular Clinic 
Beaumont Hospital 

 
The muscle clinic for adults with neuromuscular 
conditions takes place on the third Thursday after-
noon of the month in Beaumont Hospital. Adults 
attending this clinic will see one of the neurolo-
gists, Prof. Orla Hardiman or Dr. Ronan Walsh. 
 
You may be referred to this clinic for the diagno-
sis of a neuromuscular condition, or for monitor-
ing of your condition. It is important to note that 
funding has not yet been made available to make 
this a multidisciplinary clinic so the neurologist 
will be the only specialist you will see on this day. 
The neurologist may recommend that you be re-
ferred on to cardiac and / or respiratory specialists 
in Beaumont Hospital. While it is not possible for 
them to see you on the same day that you attend 
the muscle clinic, they have great expertise in the 
assessment and management of cardiac and respi-
ratory issues in neuromuscular conditions. 
 
The neurologist will determine at your appoint-
ment when you will need to be seen again. This is 
different for each individual. For some people it 
may be in a number of months, while others might 
only need to be seen annually or every two years. 
However, if you have any issues in the meantime, 
it may be necessary to make another appointment. 
 
MDI’s Family Support and Clinic Coordinator, 
Margaret Goode attends this muscle clinic to pro-
vide support to adults, so if there is anything you 
would like to discuss or need assistance with, she 
is available on the day. 

If you need any further information on either of the above clinics do not hesitate to 
contact Karen Pickering at the MDI Head Office on (01) 8721501 or contact your 

Family Support Worker. 
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On 5th October 2005, Minister for Social Protection, 
Éamon Ó Cuív, TD announced that a new National Ad-
vocacy Service for people with disabilities would be set 
up under the Citizens Information Board. The new Ser-
vice will provide independent, representative advocacy 
services for people with disabilities and will be in place 
from January 2011.  
 

Minister Ó Cuív said: “The importance of information 
provision and advice cannot be over-stated. I am very 
aware that people’s rights and entitlements are often 
dependent on access to good advice.  This is particu-
larly relevant to those who are marginalised or who 
need someone else to advocate on their behalf.”   He 
went on to explain that: “The new Service will be re-
gionally structured; with five regional teams replacing 
the existing pilot projects which have provided assis-
tance to more than 5,000 people with disabilities. The 
five regional teams will be managed by Citizens Infor-
mation Services in Dublin, Westmeath, Offaly, Water-
ford and Leitrim.” 
 

Advocacy Support Workers will be recruited to support 
the provision of an enhanced mainstream service so that 
more people with disabilities can access and use the 
general Citizens Information Services while the Na-

tional Advocacy Service will seek out and respond to 
more vulnerable people with disabilities. The new Ser-
vice will be undertaken within current resources, pro-
viding a more integrated service and achieving better 
value for money.  
 

Mr Tony McQuinn, Chief Executive, Citizens Informa-
tion Board said: “This is a very good day for people 
with disabilities in Ireland as a National Advocacy Ser-
vice is introduced. I would like to thank the forty six 
organisations who generously provided the opportunity 
to run a pilot advocacy service over the past five years. 
The pilot service demonstrated the importance of advo-
cacy for people with disabilities in having their voices 
heard and their choices respected.” 
 

Minister Ó Cuív concluded by saying: “The new Na-
tional Advocacy Service will give a voice to people 
with disabilities who are isolated in the community or 
who are living in residential institutions and who cannot 
represent themselves.  The Service will protect their 
rights, help them gain their entitlements, obtain a fair 
hearing and make positive changes in their quality of 
life.” 
 
 

New National Advocacy Service New National Advocacy Service New National Advocacy Service    
for People with Disabilitiesfor People with Disabilitiesfor People with Disabilities   

New service will protect the rights of people with disabilities  
and make positive changes in their quality of life 

Nationally, the Citizens 
Information Board, an 
agency of the Depart-
ment of Social Protec-
tion, is responsible for 
supporting the provi-

sion of information, advice and advocacy on a wide range of social and civil ser-
vices through: 
· The web-based information sources  
· The Citizens Information Phone Service, a low call service available Monday-
Friday 9 a.m.-9p.m. 1890777121 
· The face to face services, the network of Citizens Information Services (CIS) 
and Money Advice and Budgeting Service (MABS) offices nationwide offering 
information and advocacy services to the public. 
 
Contact information for the network of offices is available at 
www.citizensinformation.ie 
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Ireland’s biggest ever fundraising drive kicked off last Thursday 7th October . Charity 25’s “Just 2 Will Do” campaign aims to 
raise over €2 million for the 25 participating charities per year.  This will be the first time that such a large grouping of Irish 
Charities has come together for a fundraising campaign.  
 
One million homes will receive an invitation to participate by signing up to send a €2 text each month. Because of the extraordi-
nary levels of cooperation received from Vodafone, O2, 3 and Meteor, the generosity of Phonovation and the low overheads 
(including free delivery of invitations by the Leaflet Company Ireland we will be able to pass on a minimum of €1.73 from each 
text to the charities.  
 
“Because Charity 25’s main job is to collect the money and divide it evenly between the participating charities we have been 
able to keep our costs very low – in the region of 10% of the projected turnover – and pretty much all of that is to print the invi-
tations,” explained Kevin O’Brien, CEO, Charity 25. “On top of that, Phonovation have agreed to gift back to us the VAT on the 
text messages meaning that 90% of income from text receipts to Charity 25 will go to the charities. None of us will be taking 
salaries and there are no hidden charges.” 
 
The charities that are participating in Charity 25 are - The Samaritans, Down Syndrome Ireland, Headway, Myasthenia Gravis 
Association, The Cystic Fibrosis Association, The Variety Club of Ireland, GROW, The Alzheimer Society of Ireland, Aware, 
DeafHear.ie, Debra Ireland, Age Action Ireland, St Joseph’s Centre for the Visually Impaired, Irish Guide Dogs for the Blind, 
The Meningitis Trust, The Asthma Society, The Irish Motor Neuron Disease Association, Laura Lynne House - The Children’s 
Sunshine Home, Special Olympics Ireland, MS Ireland, Teen Line Ireland, Irish Autism Action, Muscular Dystrophy Ireland, 
The National Association of Housing for the Visually Impaired, and The Jack and Jill Foundation. 
 
“Usually, fundraising drives are relying purely on people’s generosity,” pointed out O’Brien,. “And, of course, we hope the Irish 
people will be generous this time too. But there is another way to look at this – because of the number of charities involved and 
the range of services they supply, the chances are you or a member of your family will need their help.”  
 
Signing up for the “Just 2 Will Do” campaign is straightforward. Text 2WILLDO and your COUNTY to 57802. So, if you are 
based in Dublin that would be 2WILLDO Dublin. You will be charged €2 for the text. If you want to find out more about us our 
website is  www.charity25.ie. All of our costs are detailed there, as well as the participating charities. As the funds are distrib-
uted each quarter the site will be updated with information on what the charities are spending the funds on – so you can see your 
money at work.  
   
Charity 25 is a registered name of the  
A & C Foundation. 
Charity No. CHY 19252. 
 
For further information please contact: 
Ger Kenny  087 2488393 

€2.2 Million Fundraising Drive Launched €2.2 Million Fundraising Drive Launched €2.2 Million Fundraising Drive Launched 
One Million Irish Homes to be Asked to One Million Irish Homes to be Asked to One Million Irish Homes to be Asked to 
Join Join Join “Just 2 Will Do”  

Pictured here are: Niall 
Farrell & Sarah Newham 

from The Dragons Den, 
promoting the launch of the 
“Just 2 Will Do” campaign, 

which MDI is delighted to 
be associated with.    
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MDI in conjunction with Trim member Niall Winters organised and hosted 
a Golf Classic in the South Meath Golf Club in Trim, with great support and 
assistance from Paul Harris & Michael O'Flaherty (also from Trim).  

 

The event was held on Saturday 
the 4th September and raised the 
tremendous sum of €10,297 
which will go towards funding the respite support 
services MDI strives to provide to members na-
tionwide.  The day was a great success and saw 47 
teams playing a straight 4 ball scramble. The pres-
entation was held that night in the GAA Club 
House in Trim and the music and entertainment 
went on till the early hours.   A raffle was also held 
on the night to supplement funds raised. 
 

MDI members and staff were truly amazed by the 
generous support received in Trim by all the locals 
and businesses who kindly donated prizes, money 
and put forward teams to play in the golf.  
 

It was a memorable day and evening for all and it 
is hoped that this will become another one of 
MDI’s annual fundraising events. Here’s to 2011!!   
Much thanks and appreciation to Niall, Ann and all 
the Winters family, Paul Harris & Michael 
O'Flaherty and all who supported the event. 

“FOUR” “FOUR” “FOUR” --- Golf Classics for MDI!    Golf Classics for MDI!    Golf Classics for MDI!      

Trim: 4th September 

Golf has obviously been growing more and more popular in recent years and this is definitely apparent 
amongst MDI members and friends who in September organised and ran four different Golf Classic 
events around the country to help raise funds for MDI.  Below are more details .   

Golf Classics were also held in: St Margaret’s 
Golf Club, Co Dublin on 2nd September 
(organised by Nigel Moran, friend of MDI); in 
Navan Golf Club, Co Meath on 11th September 
(with support from MDI members Carol & Pe-
ter Cosgrove); and in Armagh City Golf Club on 
24th September, organised by the Tiger Charita-
ble Trust in Armagh.  (This event was a fund-
raising event on behalf of Garry Toner, Chair-
person, with all proceeds going to MDI).   
 
MDI would also like to thank all the organisers 
and supporters of these three events for your 
hard work and support and for helping to raise 
much needed funds and promoting awareness 
for Muscular Dystrophy Ireland. Cheque pres-
entations for these events (with total amounts 
raised) will feature in the next newsletter.   

Trim Golf Classic organisers: Paul Harris, Paddy Kelly, Amy Trim Golf Classic organisers: Paul Harris, Paddy Kelly, Amy Trim Golf Classic organisers: Paul Harris, Paddy Kelly, Amy 
Bramley MDI, Niall Winters and Michael O'FlahertyBramley MDI, Niall Winters and Michael O'FlahertyBramley MDI, Niall Winters and Michael O'Flaherty    

MDI Executive Member Florence Dougall pictured with 
Paul McKeever (McKeever’s Pharmacy in Armagh)  
who generously bid £800 stg  at an auction at the Golf 
Classic in Armagh for MDI.    
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MDI had a great three days at 
the National Ploughing Cham-
pionships in Athy, Co Kildare 
in September.  Our MDI mer-
chandise sold very well (which 

included umbrellas, mobile phone pouches, pins, key rings and pens) and 
people in general were very interested to learn more about muscular dys-
trophy. Thank you to all who supported the fundraising initiative and gave 
a donation / contribution.  Thanks also to everyone who volunteered over 
the three days to help to make this event a great success.  A special thanks 
to all volunteers who helped out on the day including Amy’s parents, Ron 
and Anne Bramley and Brian Close, pictured here on the right!   
 

All in all it was a very positive event for MDI to attend.  Maybe we will 
have a stand at next years ploughing championships. All money raised will 
go towards funding the respite support services which include youth and 
adult respite camps. 

National Ploughing National Ploughing National Ploughing 
Championships 2010Championships 2010Championships 2010   

Thanks to Alan Collins (left) who raised the tremendous 
amount of €13,862.48 for MDI by skate boarding the whole 
way from Mizen Head to Malin Head in July. Alan presented 
the total amount he collected to MDI on Wednesday 15th Sep-
tember in Dublin 
 

Alan completed the grueling skateboard challenge of approxi-
mately 835km in 11 days and astonished friends, family and 
the general public for his resilience, determination and speed to 
reach Malin Head on target..  An amazing physical achieve-
ment. Well done Alan and again many thanks on behalf of all 
the members and staff.  The money he has raised will go to-
wards funding medical research for treatments for children with 
Duchenne Muscular Dystrophy.  

MDI raised the tremendous amount of €1,881.06 at a bag 
pack held in Marks & Spencers, Frascati Centre, Black-
rock, Dublin, on 11th & 12th September.  Well done and 
many thanks to Betty Collins and all the kind volunteers 
who assisted on both days.  We couldn’t run such events 
without your support and assistance. So, many thanks for 
giving up your time and again well done!  Thanks also to 
Marks & Spencers in Blackrock for your continued sup-
port.   

Mizen / Malin Skateboard Challenge - Total Raised €13,862 

Betty Collins (MDI member) 
Gwyn Mullens (volunteer) & 
Sandra Quigley (volunteer) 
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Marks & Spencers Bag Pack Marks & Spencers Bag Pack Marks & Spencers Bag Pack 
Raises €1,880 for MDIRaises €1,880 for MDIRaises €1,880 for MDI   
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MDI Social Group Quiz NightMDI Social Group Quiz NightMDI Social Group Quiz Night   
 

The MDI Adult Social Group held its first table quiz night on Thurs-
day the 12th August in Dublin. There was a great turn out of mem-
bers and friends and the night was a great success. Well done to the 
MDI social group who organised the night and to member Gerry Ly-
ons who did a great job as quiz master. Many thanks also to all who 
supported this fundraiser and to the following who donated prizes for 
the winners and the raffle:  Superquinn, Dunnes Stores, Jameson 
Family, Farrell Family, Phelan Family, Downey Family, Geraldine 
Kane, Siam Thai Restaurant Group, Joels Restaurant, Bewleys Hotel 
Newlands Cross, Hilton Hotel at Kilmainham and the Aisling Hotel 
Dublin.   
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MDI member Gerry Lyons (Quiz master) 
with Julie Ann Coleman (FSW / MDI) 

Thank you to everyone who sup-Thank you to everyone who sup-Thank you to everyone who sup-
ported the Annual MDI Benefit ported the Annual MDI Benefit ported the Annual MDI Benefit 
Greyhound Race Night which Greyhound Race Night which Greyhound Race Night which 
was held in Newbridge Grey-was held in Newbridge Grey-was held in Newbridge Grey-

hound Stadium on Saturday 9th hound Stadium on Saturday 9th hound Stadium on Saturday 9th 
October.  A great night was had October.  A great night was had October.  A great night was had 

by all who attended.by all who attended.by all who attended.   
 
 
 
 
 
 
 
 

National Draw Results:  
 

1st Prize: Voucher for Brehon Hotel, Killarney  
Winner: Dualta Macken from Dublin  

 

2nd Prize: Voucher for Clarion Hotels 
Winner: John Walsh from Laois 

 

3rd Prize: Mobile Phone 
Winner: Kathleen Dalton, Kildare 

 

Thanks again for your  
continued support!  

Well done Glen & Maria Walsh 
from Cork who raised the tre-
mendous sum of €3,813.00 for 
Muscular Dystrophy Ireland 
support services in Cork and 
towards funding the MDI mem-
bers Christmas Party.  
 

Both Glen (who is a member of 
MDI) and his sister Maria did a 
parachute jump in Kilkenny 
recently and raised over €2000.  
They then organised and hosted 
a social evening in their local 
GAA Club, “The Glen Hurling 
Club in Cork” and raised a fur-

ther €1,800 plus!  Many thanks to Glen, Maria and all the 
Walsh family for your fantastic support and fundraising ef-
forts. It is very much appreciated by all the members and 
staff of MDI.   

Skydivers raise over €3,800 for Skydivers raise over €3,800 for Skydivers raise over €3,800 for 
MDI Support Services in CorkMDI Support Services in CorkMDI Support Services in Cork   
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Portlaoise Gospel Choir, Damien Bowe & Portlaoise Gospel Choir, Damien Bowe & Portlaoise Gospel Choir, Damien Bowe &    
the Ballinakill Folk Group Perform a the Ballinakill Folk Group Perform a the Ballinakill Folk Group Perform a    

Benefit Concert Benefit Concert Benefit Concert    
In aid of Muscular Dystrophy Ireland (MDI) 

on 
Sunday 7th of November 2010 at 7pm 

at 
St Brigids Church, Ballinakill, Co Laois 

 

  
Ticket price: €10.00 per adult & €5 per child 

 
 Thank you for your support 

 
Babywearbrands.com is offering Muscular Dystrophy Ireland 

members, friends, supporters a 10% of all products on 
www.babywearbrands.com.    They have set up a discount code of 
'MDI10' which you can use in the view cart option when shopping 

on their website. MDI would like to sincerely thank Babywear 
Brands for this special offer....happy shopping for the little ones!! 

 
Babywearbrands.com  offers 'Top Brands, Low Prices, Order 

Online' For our lovely branded clothes, toys, gifts and accessories 
at great prices for babies and children please click on 

www.babywearbrands.com    
Free delivery in Ireland and UK for orders over €50 / £50 

MDI Awareness 
Campaign for 2011 
is fast approaching  
 
 
 
 
 
Volunteers Wanted 
(to help sell chocolates etc).   

 
For further information con-
tact Amy on (01) 8721501 or 

Email: amy@mdi.ie  
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Appeal for Volunteers!  Appeal for Volunteers!    
 

Anyone interested in assisting with fundraising?   
 

 MDI fundraising events are ongoing and help is always required.  If you can help, MDI 
would  really welcome your support.    For further information please contact  

Amy Bramley on 01 872 1501 or email amy@mdi.ie. 

Our group had a great holiday in Kilcuan House, 
Clarinbridge Co Galway and were lucky enough to be 
there for the Oyster Festival in September.   
 
Activities included a boat trip on Lake Corrib which 
everyone enjoyed.  The lads had a fishing trip while we 
ladies went shopping in Eyre Square.  We all had a good 
night at the Oyster Festival, with plenty of music and 
dancing in the marquee.  We had our photograph taken 
with Daithi o Sé.   
 
Thanks so much to MDI, Kate Power, all the carers and 
drivers and everyone else who helped to give us a great 
time.  Looking forward to catching up with same friends 
next year.  

Pauline Commins 
MDI Member, Louth  

Adult Members Camp, Galway Adult Members Camp, Galway Adult Members Camp, Galway --- Sept 2010 Sept 2010 Sept 2010   

Pauline Commins pictured on camp with member 
Tony Farrell from  Dublin and Marcus Long (PA) 

Young members pictured at an MDI teenagers camp in August. New Office New Office New Office --- Galway Galway Galway   
 

The MDI Galway Office 
has moved!  The new ad-

dress and phone number is:  
 

MDI Office 
Suite 1, Sinus Centre 

North Point 
Galway  

Tel: 091 384515  
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A day in the life……...A day in the life……...A day in the life……...   

Introducing “A day in the life Introducing “A day in the life Introducing “A day in the life 
of…… Amy Bramley of…… Amy Bramley of…… Amy Bramley  
 

I am the Fundraising & Public Relations Coordinator for 
MDI since 2007 and a lot of fantastic and positive events 
have happened in the last three years. This year has been 
extremely busy as the requirement for fundraising has 
intensified due to increased cuts to funding made by the 
HSE.  
 

My role entails planning, organising and hosting an 
event that will both raise money and also assist in in-
creasing the awareness and understanding of muscular 
dystrophy and the crucial role which MDI play in the 
lives of individuals and families nationwide.  
 

I am based in the MDI head office on North Brunswick, 
Dublin but as my role is varied and involves a level of 
travelling l am in and out of the office daily. A typical 
day would start at 9am but most mornings l like to get 
into the office early and prepare a list of things to cover 
during the day, to check my mails and any messages on 
my mobile. When l am planning an event, l always con-
tact the media by writing a press release to submit to the 
appropriate channels. These events could be anything 
from a “Supermarket Bag Pack” or a “Skate Board 
Challenge from Mizen Head to Malin Head”.  No matter 
how big or small the fundraiser, l feel it always merits 
media attention. 
 

I find regional media channels (radio and press) always 
very supportive to cover local based events with local 
people / communities involved. My role is to support 
and work with the MDI member on the specified event 
they want to host and get participation from a local ce-
lebrity which will assist in securing as much publicity as 
possible. It is vital that members get involved in media 
exercises as they are the spokespeople for the condition 
and the voice of MDI that the public want to hear.  
 

Recap of my work in October 2010 
In October I had a fundraising event every weekend so 
pre planning was essential. I began the month with a 
consumer show in Cork.  MDI had an exhibition stand at 
the Ideal Homes Show from the 1st to the 3rd. This 
event entailed selling MDI merchandise and promoting 
the charity.  
 

The 9th October was MDI’s Annual Benefit Race Night 
in Newbridge Greyhound Stadium. This week involved 
securing raffle prizes, dealing with the Greyhound Sta-
dium and finalising advert space on the race booklet etc.  
 

And lastly the Fire Walk Challenge in Croke Park on the 
15th October was a tremendous success. It was a unique 
and novel event that raised funds and attracted a new 
fundraising audience for MDI.  In total 26 people walked 
over 20 feet of hot burning embers burning at 1236 de-
grees Fahrenheit.  A lot of pre media coverage was re-
ceived and a mention on TV3’s Ireland AM on the 
morning of the walk. 
 

I enjoy my job immensely and support MDI 100% in the 
incredible work and range of services we continue to 
provide to our members.  

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 MDI’s  Fundraising & PR Coordinator, Amy 
Bramley. 

Amy Bramley  
Fundraising & PR Coordinator  
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MDI Christmas Cards 2010MDI Christmas Cards 2010MDI Christmas Cards 2010   

Selection of 8 Beautiful 
Cards for Christmas 

2010 

 Only €7.00 Only €7.00   
a packa pack  

 All proceeds to 
Muscular Dystrophy Ireland 

To order please contact:  
Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7 

Tel: (01) 8721501  -  Email: amy@mdi.ie  - Website: www.mdi.ie 

 
Verse on inside of card reads: Verse on inside of card reads: Verse on inside of card reads:          

 
“With Best Wishes for Christmas  

and the New Year  
Beannachtaí na Nollag agus na 

hAthbhliana”    
 

Card size: 6" x 4" (150mm x 105mm) 

Please support Please support Please support --- Thank you  Thank you  Thank you    
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Please “Sponsor a Brick”Please “Sponsor a Brick”Please “Sponsor a Brick”   
and help to fund MDI’s new Information and Support Centre and help to fund MDI’s new Information and Support Centre and help to fund MDI’s new Information and Support Centre 

of Excellence for People with Neuromuscular Conditionsof Excellence for People with Neuromuscular Conditionsof Excellence for People with Neuromuscular Conditions   

All sponsors will be entered into a free 
draw and their name will be engraved 
on our “Block Board”  which will be 
displayed permanently in the new 

premises to acknowledge your support. 

For more details and how to For more details and how to 
sponsor visit: www.mdi.iesponsor visit: www.mdi.ie  

€5 a €5 a 
brickbrick  
1000’s of bricks 1000’s of bricks 1000’s of bricks 

needed!needed!needed!   

Building RenovationBuilding RenovationBuilding Renovation   
The building itself requires extensive reno-
vations to make it fully wheelchair accessi-
ble. On 5th July 2010 work commenced on 
these renovations and the proposed comple-
tion date is mid January 2011.   

Below: Images of building progress and construction of 
the new premises in Chapelizod, Dublin 20 

MDI’s dream is slowly becoming a reality.  
Please show your support by individually 

sponsoring one or more bricks yourself at just 
€5 per brick, or join together with your family, 
friends or colleagues and sponsor a number of 
bricks.  To sponsor a brick visit the MDI web-

site at: www.mdi.ie.   

Thank you for your support!Thank you for your support!Thank you for your support!    

Other Ways You Can HelpOther Ways You Can HelpOther Ways You Can Help   
Can you, or do you know anyone who can help 
with supplying, sponsoring or providing any of 
the following: 
· Office furniture and fittings 
· Shelving for library 
· Apartment Furnishings 

(e.g. for bedrooms / dining room). 
· Kitchen appliances 

(e.g. cooker, fridge/freezer,washing machine, 
etc) 

· Blinds / curtains & carpets 
· Soft furnishings 

(e.g. duvets, pillows, sheets,cushions etc). 
· Lift and Ceiling Hoist supply and in-

stallation 
· Environmental Controls 

(e.g. Automatic door / window openers etc). 
· Dining room equipment 

(e.g. crockery and cutlery, etc). 
· Plants for garden 

Upstairs  

Downstairs  


