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Fair City cast members
pictured above with
members of MDI at a
photo shoot on the Fair
City set in RTE to launch
our 2008 Awareness
Campaign and right: MDI
member Kevin Gannon
from Dublin with Sandra
Curran (aka: Una from
Fair City). MDI would like
to thank the Fair City cast
for their ongoing support
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Advances in Care of
Duchenne Muscular
Dystrophy
Sunday 2nd March 2008

Muscular Dystrophy Ireland in conjunction with Dr
Bryan Lynch, Consultant Paediatric Neurologist
held an information day on the “Advances in Care
of Duchenne Muscular Dystrophy” (DMD), on
Sunday 2nd March last in the Clarion Hotel, Lucan.
Presentations on the day were given by: Prof. Kate
Bushby from the University of Newcastle in the UK,
Mr. Damien McCormack, Paediatric Orthopaedic
Surgeon; Ms. Pamela Foley, Physiotherapist, Dr.
Dubhfeasa Slattery, Respiratory Paediatrician and
Dr Colin McMahon, Paediatric Cardiologist.

Dr Bryan Lynch addressing the
DMD Awareness Information Day

TREAT-NMD
Duchenne Muscular
Dystrophy
Standards of Care

The purpose of the DMD Awareness Information
Day (which was funded by the Department of
Health & Children) was to ensure that all families
affected by DMD were aware of the services that
are currently available in Ireland, to demonstrate
how treatments are advancing and to ensure that
members are getting as much support as is
available to them.

The US Centre for Disease Control, in collaboration
with TREAT-NMD, is in the process of drawing up a
comprehensive set of recommendations for
standards of care in Duchenne muscular dystrophy,
on the basis of international consensus. This
process will be completed later in 2008.

The day, which was chaired by Dr. Orla Hardiman
and Dr. Ronan Walsh, Consultant Neurologists,
was extremely well attended and proved to be a
highly informative and interesting day for everyone
who attended.
A full report on the conference will be available in
due course.

In the interim, a brief set of recommendations has
been released. These are not based on a systematic
review process but should be considered as
guidelines for care. The ability to follow the
guidelines will vary between different countries and
regions, but they can be regarded as goals to aim
for.

Karen Pickering making a presentation to
Prof Kate Bushby at DMD Day

The guidelines cover aspects of care including
diagnosis, the use of corticosteroids, respiratory
care, cardiac care, orthopaedics, physiotherapy and
occupational therapy. As they are guidelines, they
allow for individual differences and collaboration
between health care professionals, parents and
young people with Duchenne MD.
If you would like a copy of these guidelines, you can
find them on the TREAT-NMD website at www.treatnmd.eu/soc/eng/dmd/ or you can contact Karen
Pickering on 01 8721501 or email karen@mdi.ie and
I will send you a copy.
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Dublin Bus Survey

MDI
Members
Meet the TDs

Currently over 60% of the Dublin Bus fleet is
wheelchair accessible. It is planned to have
100% accessibility by 2012. Unfortunately, the
design of many bus stops, prevents wheelchair
users from entering and exiting many of these
accessible buses.
The Irish Wheelchair
Association Advocacy
Team has decided to
conduct a survey to
try to identify the
particular bus stops
which
cause
wheelchair
users
difficulties, in order to
evaluate the extent of
the problem. It is
intended to give the
results of the survey
to Dublin Bus to try
and stimulate some action on the relevant bus
stops.
If you are returning information, please:

In a new initiative, MDI is holding an awareness
raising event for politicians, and we need your
help to make this a success.
It will be held on Wednesday 9th April 2008 in
Buswells Hotel, just across the road from
Leinster House, at 12pm. The three main issues
to be covered are:
•
•

•

To inform TDs about muscular
dystrophy and the role of MDI
Access to community services, e.g.
physiotherapy, occupational therapy
and personal assistance, and the need
to increase funding and availability of
these services
Funding of research into muscular
dystrophy.

•
•

Give exact location of the bus stop
Give details of bus route e.g. 66A

We are also looking for people to let us know if
they have specific difficulties using the Dart
service in Dublin. Are there any issues, you
would like to see raised which would make
travel easier on the Dart service. If so, please let
us know.

MDI would like to invite members to attend on
this day, to meet their TDs and raise issues
affecting them directly with the people who
make the decisions.
MDI would also like members to contact their
local TDs and ask them to attend the event. An
invitation will be sent out to all TDs, but we need
people in their local areas to encourage their
government representatives to attend.

Please return details to tony.maher@iwa.ie
For more information contact:
Tony Maher,
Irish Wheelchair Association,
Advocacy Team,
Ballinnagappa Road,
Clane,
Co. Kildare.
Tel: 045 893094

This is your opportunity to make your
voice heard.
We would appreciate your support in
this matter.

Access Directory 2008

A guide to products and services for people with limited mobility.
If you would like a copy, contact Karen Pickering on 01 8721501 or email karen@mdi.ie
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Muscular Dystrophy
Ireland’s 2008
National Awareness
Campaign

Blanchardstown Dublin Newbridge Co Kildare
Tallaght Dublin
Limerick City
Henry Street Dublin
Tralee Co Kerry
Blackrock Dublin
Galway City
Waterford City
Cork Mahon Point
Cork City – chocolates left at cash registers only

Muscular Dystrophy Ireland’s “Have a Heart”
National Awareness Campaign was officially
launched on the 9th February in Dublin with TV3
weatherman Martin King, actor and comedian Joe
Rooney and the beautiful Dublin model Lizanna
Kirwan turning out to support and represent MDI in
this year’s “Have a Heart” campaign, along with the
support from the MDI member Colin Boland,
Wicklow (see photos on page 5).

This year MDI was given the opportunity to position
a stand in the renowned Arnotts Department Store
on Henry Street in Dublin, and with the kind help of
members, staff and volunteers we sold the
chocolates also from the 9th through to the 14th
February. Along with Debenhams Stores this was a
huge benefit to Muscular Dystrophy Ireland.

MDI also had the great support once again from
the cast of Fair City and both members Colin
Boland and Kevin Gannon from Dublin were
delighted to attend the photo shoot in RTE’s Fair
City Studio before the campaign commenced.

A big thank you also to Kylemore Food Group who
has 26 outlets and restaurants nationwide and
kindly sold the MDI chocolates, and also a thank
you to Dublin Bus who assisted MDI and
purchased a tremendous sum of chocolates. MDI
would also like to thank all the participating
colleges and universities nationwide who were
involved in the campaign.

I would like to offer sincere thanks and gratitude to
all the members, friends and staff of Muscular
Dystrophy Ireland for what I can only describe as
marvellous support displayed and a kind effort to
assist the organisation in this year’s Awareness
Campaign.
This was my first campaign and I was truly
delighted with the enthusiasm and assistance
shown to me by all involved. To review the week,
the selling of the Lily O’Brien’s chocolates began in
the Debenhams stores nationwide on the 9th
February for six days and ended on the evening of
the Awareness day, Thursday the 14th February.
This awareness & fundraising campaign was only
POSSIBLE for this duration due to the kind effort,
help and time allocated by kind members, staff and
volunteers. I envisage that next year’s campaign
will be a week long event where the emphasis will
again be placed on increasing awareness by
informing the public of the condition and
maximising our fundraising efforts.

Other areas of the country I must mention where
members & staff kindly came on board and
organised their own stands and outlets to distribute
the chocolates were Drogheda, Dundalk, Limerick,
Kilkenny, Sligo, Donegal, Westmeath and
Tipperary. A group of boys in Transition year from
St Aidan’s School in Whitehall, Dublin, volunteered
the afternoon of St Valentine’s Day to sell
chocolates on Grafton Street. The students were a
marvellous help and did a great job of promoting
the chocolates, and for just a few hours work raised
over €1200.00.

I would also like to thank Interlink for providing a
complimentary service to aid MDI in distributing the
chocolates around the country making it a
seamless operation. Thank you also to Fast Track
for providing a similar service. This was sincerely
appreciated and a great benefit to the overall
campaign.

The Debenhams stores where awareness raising
and selling took place were:

4

Terry Dullaghan in Dundalk participated in and did
a fantastic interview with Harry J Lee on Dundalk’s
radio station, Dundalk FM on the morning of the
12th February and Aisling Glynn from Kilrush Co
Clare, also did a great interview on Limerick’s
South West Radio on the morning of the 14th
February. Thank you also to Geraldine Kane who
featured on Joe Duffy’s Live Line programme on
the morning of the 11th February.

concerned for raising such a huge amount of
money. Well done.

White Christmas Party
A big thank you to Alexander Martin who raised the
tremendous sum of
€7,930.00 for MDI by
organising and holding a fabulous White Christmas
Party which was held on the 26th December 2007
at the Spy Bar & Wax, South William Street, Dublin.

I look forward to meeting and discussing this year’s
“Have a Heart” Campaign with all the people
involved and reviewing the feedback, opinions and
ideas people may have once the final sum is
confirmed from the total sale of the chocolates.

There was a €30.00 donation made by all who
attended in aid of Muscular Dystrophy Ireland.
Many thanks again Alexander.
Amy Bramley
Fundraising & PR Coordinator
Muscular Dystrophy Ireland

Other Fundraising News
Croke Park Pre Six Nations
Saturday 23rd February 2008
As there is a surplus of chocolates left over from
the Awareness Campaign, MDI endeavoured to
continue to sell the chocolates and raise money on
Saturday 23rd February outside Croke Park before
the Six Nations Rugby Match.
I would like to thank all the kind volunteers involved
especially the McElligott family and the boys from
Transition Year in St Aidan’s School, Whitehall who
helped out for the second time in selling the
chocolates.
The tremendous sum of €1485.86 was raised, not
bad for a couple of hours work!

Pictured above selling chocolates on Valentines Day are: (l-r)
Karen McKenna, Gerry Lyons, Karen Mooney, Karl Butterly
and Jean Butterly

If anyone has any ideas or suggestions on how to
sell the remaining chocolates please contact Amy
Bramley MDI Head Office on 01 8721501

Organic Flower & Vegetable
Gardener raises €6,115 for MD
Research
A big thank you to Bennie Clerkin from Scotstown,
Co Monaghan who raised a magnificent total of
€6,115 at an “Open Day” which he held in his
Organic Flower and Vegetable Garden last August.
Bennie (whose Grandson is MDI member Patrick
Quinn from Donegal), presented this cheque to Joe
Mooney on the same day as Imelda Quinn and
friends of the Donegal Branch of MDI presented a
cheque for €7,225 last September (as referred to in
our last newsletter).
So, to clarify: a total of
€13,340 was raised overall. We apologise for any
confusion caused and again thanks to everyone

MDI Staff Laura Leeson (left) and Kate Power pictured at
Debenhams in Henry St, Dublin selling chocolates
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Awareness Day 2008
Photo Shoot Launch

Pictured below on the 9th February in Dublin at the official launch of MDI’s
Awareness Campaign for 2008 are various shots of; TV3 weatherman Martin
King, actor and comedian Joe Rooney (dressed as “Cupid”) and Dublin model
Lizanna Kirwan, with Joe Mooney (Director MDI) and MDI members Steven
Valentine, Colin Boland and friends.
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be reduced in line with the appropriate reduced
rates of payment for Disability Allowance. The
maximum amount you can earn is €432 and
still keep an entitlement to the minimum
Disability Allowance of €2.80 (and retain your
Household Benefits Package).
While no
restriction has been placed on the number of
hours you may work you should use a
maximum of 20 hours a week as a guideline.

Disability Payments
& Work
Following on from changes anounced in the last
budget with regards to Disability & Work Payments,
we thought some members might find this useful.
_________________________________________

Social insurance payments

Impact of FÁS Allowances &
Rehabilitative Work on Disability
Payments

Invalidity Pension and Illness Benefit are social
insurance (PRSI based) payments. If you are
getting Invalidity Pension or Illness Benefit and
take up rehabilitative work you can keep your
payment in full, but you may have to pay
income tax on your total income.

If you are getting getting a disability payment,
eg, Disability Allowance, Invalidity Pension or
Illness Benefit, you may be allowed to
participate on a FÁS training course or
Community Employment scheme or do some
other work that is rehabilitative or therapeutic.

For Illness Benefit the rehabilitative work must
not exceed 20 hours a week.

First you must get written approval from the
Department of Social and Family Affairs to do
rehabilitative work and retain your disability
payment.

In practice the Department also operates a
limit of 20 hours work a week for people getting
Invalidity Pension, although there is no limit on
the time worked set down in any information
the Department has published about Invalidity
Pension.

How a FÁS training allowance or earnings from
rehabilitative
employment
(including
Community Employment) affects your disability
payment, and any secondary benefits you may
be getting, depends on how much your
training allowance or earnings are and whether
you are getting a social assistance (meanstested) or a social insurance (PRSI based)
disability payment. (see table below).

FÁS training courses / CE Schemes
Training Cources (TC):
If you are a trainee on Disability Allowance you
will receive a FÁS training allowance at the
same rate as your social welfare payment and
an additional training bonus of €31.80. Your
social welfare payment is suspended when you
are on the training course. You can continue to
get your social welfare payment when you
leave the training course.

RULES
Social assistance (means-tested) disability
payments

If you are a trainee on Invalidity Pension or
Illness Benefit you will get a standard FÁS
training allowance of €197.80 plus your full
social welfare payment including any increases
you get for your dependents.

Disability Allowance is a means-tested
disability payment. Some earnings from
rehabilitative type work are not taken into
account in the assessment of your means and
will not affect your payment.

Community Employment (CE) Schemes:

For Disability Allowance, earnings up to €120
from rehabilitative type work are not taken into
account in the assessment of means. If your
earnings from rehabilitative work is above €120
per week, 50% of your earnings between
€120 and €350 will not be taken into account in
the means test.

A single adult Community Employment
allowance is €222.20. This is paid even if you
have dependants. As this exceeds the €120
rehabilitative earnings threshold, half of your
allowance between €120 and €222.20 is
assessed as means and your Disability
Allowance is reduced. Invalidity Pension and
Disability Benefit are paid in full but you may
be liable for Income Tax.

However, all earnings over €350 will be
assessed as income and your entitlement will
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Other Rehabilitative Employment (ORE):
If your earnings from rehabilitative employment exceeds the €120 rehabilitative earnings threshold,
Disability Allowance payments are reduced. However, only 50% of earnings between €120 and
€350 will be taken into account in the means test.
Invalidity Pension and Illness Benefit are paid in full but you may be liable for Income Tax.
Other benefits you may be getting are affected as follows:

Secondary Benefit
Fuel Allowance
Rent Supplement
Household Benefits
Package
Medical Card
Mobility Allowance

Disability
Allowance

Invalidity Pension

Illness Benefit

Retain

Lose

Lose

May be affected (on TC)
Will be affected (on CE)
For all the above
Affected if earning more than €120 (on ORE)
Retain (on TC or CE)
People getting Illness Benefit
Retain
Lose if you are earning more do not qualify for the
than €100 (on ORE)
Household Benefits Package
May lose (on TC or ORE)
May lose (on TC or ORE)
Retain
Retain (on CE)
Retain (on CE)
Retain (on TC or CE)

For all the above

Affected if earning more than €120 (on ORE)

For all the above

For further information on any of the above contact your local Social Welfare office or visit:
http://www.citizensinformation.ie

First Ever Speed Dating Fundraising Evening for MDI
5th July 2008 - Athlone, Co Westmeath

l am delighted to announce Sammy Brill (Secretary MDI) and friends, in conjunction with
MDI are hosting for the first time ever a Speed Dating Fundraising Evening in Athlone, Co
Westmeath on the 5th July 2008 in the Prince of Wales Hotel in aid of MDI.
For further information on this event please contact Amy Bramley Fundraising & PR
Coordinator on 01 8721501 / 086 8185352 or email amy@mdi.ie
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Santa in Spring!!!

I don’t think so, but many of our younger members were pictured at the various
Christmas parties held in Dublin, Galway, Kilkenny, Limerick and Tullamore last
December and we thought it would be nice to capture some of the “Santa Smiles”,
even if it is nearly summer!!!!
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News from Cork / Kerry
Below: Peter Pan and the cast pictured with Ciaran Calder,
Cork. On the 8th December 2007, a group from Cork and
Kerry went to see the BRILLIANT Peter Pan Panto at the
INEC, Killarney. Although the show was absolutely brilliant,
the real treat came after the show, when the ENTIRE cast
came to say hello. All the group were very lucky to get
pictures with some of their favourite characters, including the
hilarious “Smee” and “Peter Pan”. Here Ciaran Calder, from
Togher, Cork is surrounded by the cast. After the show we
had a lovely lunch in the hotel, while some of the members
were testing their power chairs to see who was fastest!
Thankfully there were no speed cameras!

Pictured above is; Derek Kiely from
Youghal,, who was a big winner
during a trip to Curaheen Park
Greyhound stadium in November.
Although everyone who attended had
a great night, it was Derek who went
home smiling because he made the
most money! He said he was going to
spend his winnings on buying
Christmas presents for his family!
Next time, let’s hope Derek shares his
tips!

On 16th December, a group of young
members from Kerry travelled to see
Keith Barry’s live stage show at the
INEC, Killarney. He is a fantastic
magician and illusionist and puts on a
truly amazing show. We spent the
evening trying to figure out some of the
tricks, but to no avail! MDI are extremely
grateful to Keith and his team for
providing us with complimentary tickets
to see his mind-boggling show, and also
for taking the time to meet us and pose
for some photos. Pictured here is Aoife
Flanagan from Kerry. Aoife was involved
in the show as Keith Barry read her
thoughts and knew some personal details
about her, which amazed us all. Thanks
to Keith and his agent Eamonn Maguire
for helping to make this possible.
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You could have used this page……..
if you had sent me a story, Rory
if you had posted a picture, Paddy
if you had asked for an ad, Albert
if you had only contacted Hubert!
The next newsletter will be out in
June 2008, so the deadline for
receipt of articles, photos etc is:
rd
23 May 2008.
So please…………..use this page!
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Flora Women’s Mini Marathon

Be part of the MDI Team

Bank Holiday Monday
nd
2 June 2008
Application forms are now available to register for this year’s
Women’s Mini Marathon in the Evening Herald each Thursday and Saturday
or you can register online at www.womensminimarathon.ie

Why not run for

Muscular Dystrophy Ireland
We will be meeting as usual in Café en Seine on Dawson Street
after the event for a drink.
For further information, sponsorship cards and T-Shirts, contact
Amy in the MDI office on (01) 8721501 or E-mail amy@mdi.ie
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Your support will be much appreciated

