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

MDI News Update
Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7.
Tel: (01) 8721501 Fax: (01) 8724482 Email: info@mdi.ie Web: www.mdi.ie

MDI Sporting Patron and former Kerry football player Eoin Liston and RTE’s Mary Kennedy lending their support at this years
national launch of MDI’s 2011 Awareness Campaign with MDI
member Fatiha Akka from Dublin.

MDI new premises in Chapelizod, Dublin 20.
Near completion - See page 13.
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Information / Research News

Europlan Conference
On Thursday 20th January 2011, the Europlan conference took place in Farmleigh in Dublin. This conference has provided valuable information which will assist the Government in developing a National Plan for
Rare Diseases, which they have committed to do by
2013. MDI was well represented at the conference with
Karen Pickering, Information Officer being a member
of the organising committee, Kate Power, Respite Coordinator presenting on the day and video interviews
with Joe Mooney, CEO and Margaret Whelan, MDI
member also being shown at two of the workshops.
Ms. Margaret Webb opened the conference as Chair of
the organising committee and outlined some of the issues affecting people with rare conditions, such as the
human and economic cost of delayed diagnosis, the
additional burden of living with a rare condition in
terms of stress and social isolation. While it is not possible to have a support group for every specific rare
condition, everyone should have somewhere to go for
information and support. Access to treatment must be
seen as a right and we need to continue to support research and development. There should be dedicated
funding in the health budget for research into rare conditions.
Mr. Yann Le Cam, CEO of EURORDIS spoke about
the key priorities for national plans:
1. Research: basic, clinical, translational and social.
2. Centres of expertise: multidisciplinary approach
with coordination between hospital, community and
home care.
3. Information and patient services: rare disease
helplines, web based information tools such as Orphanet and patient group websites, respite care services and recreational activities.
4. Gathering of expert opinions: protocols and recommendations on standards of diagnosis and care,
population screening, assessment on clinical added
value of orphan drugs.
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5.Empowerment of patient organisations: best allies
in shaping research, healthcare, social support.
GRDO should receive Government support as the
Irish group representing people with genetic and rare
conditions.
Regarding the governance of the plan, all interested
parties should be involved including patient organisations, industry, the Department of Health and the HSE.
Patients and patient representatives must be involved at
every stage of the process. The national plan will create building blocks for the future but it needs long term
sustainability.
Dr. John Devlin from the Department of Health is a
member of the EU Committee of Experts on Rare Disease and sees huge added value in working collectively
in this way. A national group will be set up within the
next couple of months to advance Ireland’s national
plan. This conference is an important milestone and the
report from it will feed into the group’s deliberations.
Mr. Alvin Shih from Pfizer’s Orphan and Genetic Diseases Research Unit, spoke about why rare diseases are
relevant to the pharmaceutical industry. The orphan
drug universe is becoming less neglected, due to the
decline of the blockbuster model driving large industry
players to diversify and due to clinical, regulatory and
reimbursement advantages.
After this plenary session there were two workshops,
one on Centres of Excellence and one on Orphan
Drugs and Access to Treatment. I attended the Orphan
Drugs workshop which opened with MDI member
Margaret Whelan’s video. Margaret spoke about her
route to diagnosis and living with Pompe’s Disease.
There is a therapy for Pompe’s Disease but it is very
costly and Margaret has been waiting for a decision on
whether or not the HSE will pay for her to have this
treatment. While it is expensive, as Margaret says “I
need it” and people in other EU states are accessing it.
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Europlan continued.
Mr. Shaun Flanagan from the HSE Corporate Pharmaceutical Unit spoke about the issues that health services are dealing with. Between 85 and 105 orphan
medicinal products are expected to be launched over
the next ten years, so health services need to plan to
fund a significant number of new medicines. However,
due to the economic situation it is unlikely that there
will be any significant investment in health services
over the next few years. The decision that has to be
made when it comes to reimbursement is “Am I sure
that what I am reimbursing is the best use of resources?” It is important to have greater transparency
in relation to how pharmaceutical companies set their
prices and to have early engagement with regulators.
He admitted that there is a subset of orphan medicinal
products which current funding decision making procedures struggle to adequately manage, so this must be
addressed.
Ms. Wills Hughes-Wilson from Genzyme emphasised
that the conditions we are talking about are not just
rare, they are rare and serious. Also, when looking at
the cost of treating someone, we must also weigh up
the cost of not treating them (e.g. inability to work,
need for carers). The EU has legislated for access to
orphan drugs as much as it can and it is now up to
member states. It is important to fund solutions for
patients now, as there are many who cannot wait until
2013 when the national plan should be in place.
Yann Le Cam from EURORDIS spoke about the Clinical Added Value of Orphan Drugs (CAVOD) which is
rooted in the EU Orphan Drugs Regulation’s concepts
of a “unique treatment” or one that provides
“significant benefit”. There is a scientific assessment
of data available on CAVOD at the time of the marketing authorisation (MA) but there should be an agreed
plan for post-MA research activities. In-use data gathering would build up real life experience in order to
further good medical practices and make good use of
economic resources.
There were another two workshops taking place in the
afternoon, one on Research and one on Patient Empowerment and Support, which is the one I attended.
MDI’s CEO Joe Mooney was featured in a video interview in which he spoke about the importance of access
to supports for independent living, and outlined some
of MDI’s support services including respite and 24hr
phone availability, as when someone needs support in
the case of a carer being ill for example, they cannot
wait, they need support immediately.
Ms. Kate Power, Respite Coordinator with MDI spoke
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about how MDI provides different forms of respite
such as in home support, emergency respite, youth respite and summer camps, and works with other service
providers such as the HSE, Irish Wheelchair Association and Centre for Independent Living to try to secure
more long term options. MDI looks at the family unit
as a whole and operates within a family centred framework. The aim is to be flexible and responsive to the
individual and family’s changing needs. A Personal
Assistant service is essential for independent living but
there is great demand for this and more funding is
needed. Without this, it is difficult to participate in further education, training and employment, and family
members are relied upon to provide the necessary care.
Ms. Anne Lawlor from the support group 22q11, spoke
about her experience as a mother whose daughter has
this condition. She said that although it is a different
condition to those covered by MDI, there are many
similarities in terms of the social needs. Anne emphasised the importance of meeting other people affected
by the same condition and how it helped her daughter
to know others were going through the same things.
These are lifelong conditions – “I grow up, not out of
it”. Anne also said that the social care aspect is sometimes less emphasised than medical care but this is
what is so essential for families. “Knowledge is
power” and the 22q11 group have been fortunate to
have Prof. Kieran Murphy’s expertise.
Prof. Murphy spoke about research he has undertaken
on 22q11. It is a problem that funders can be shy about
giving money to something they categorise as rare, and
so Prof. Murphy focused on some aspects of 22q11
which have wider applicability such as mental health
issues. Doctors and researchers need to work in partnership with families, and it is very important that professionals understand the issues that families may be
dealing with. In everything, the patient must be put at
the centre.
The EUROPLAN conference was an important step in
beginning the development of Ireland’s National Plan
for Rare Diseases and we look forward to seeing how
it progresses. A full report is currently being developed
and this will be launched by the three groups involved
in the conference, GRDO (Genetic and Rare Disorders
Organisation), IPPOSI (Irish Platform for Patient Organisations, Science and Industry) and MRCG
(Medical Research Charities Group).
Karen Pickering
Information Officer
Muscular Dystrophy Ireland
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Information / Research News
Muscular Dystrophy Ireland
Clinic Information Sheet
Respiratory Neuromuscular
Clinic, Children’s University
Hospital
Patients are referred to this clinic
from doctors involved in the care of
children with a neuromuscular disorder.
The purpose of this clinic visit is to
assess and monitor your child’s respiratory function. This clinic visit
runs over the course of the morning
until lunchtime. It is carried out on
Level 2 of the Main Outpatient’s
Building. During the clinic visit you
will meet the Respiratory Consultant and her team including doctors,
Respiratory Nurse Specialist, and
Respiratory Scientists.
During the clinic visit, a chest xray, lung function testing, a blood
test, an assessment by the doctor
and education by the Respiratory
Nurse Specialist will be carried out.
This will occur over the course of
the morning.

A respiratory clinic for children with neuromuscular conditions runs in Children's University
Hospital, Temple Street, Dublin. The factsheet
below was written by Ursula Caulfield, Respiratory Nurse Specialist, for parents whose children
attend the clinic. MDI Family Support and Clinic
Coordinator, Margaret Goode, also attends this
clinic to provide support to families on the day.

Lung function testing: A number of
breathing tests help assess your
child’s lung function. This is carried out in the Respiratory laboratory on the same floor as the clinic.
Chest x-ray: A chest x-ray is carried out on a regular basis to assess
your child’s respiratory condition.
This is carried out in the Radiology
Dept in the main hospital.
Blood test: Special numbing cream
or spray is used prior to the blood
test. The department is in the main
Outpatient building.
Oxygen study: This is carried out at
home. A small monitor is worn to
carry out the overnight study while
your child is asleep in bed. This
may be carried out prior to the visit
or given to you on the day of your
visit.

Doctors’ assessment: During this
review the doctor will enquire
about any ongoing respiratory
symptoms, relevant past medical
events, examine your child, and
review some of your child’s test
results with you.
Education: The doctor may recommend some medical appliances that
can assist with clearing your child’s
respiratory secretions or helping
your child’s night-time breathing
while asleep. Education and support
in using these appliances is carried
out by the Respiratory Nurse Specialist.
Follow-up: Children are reviewed
on a 6 monthly to 1 yearly basis as
required.

Other Clinics
Muscle clinics for people with
muscular dystrophy are also run
monthly at the Central Remedial
Clinic (CRC) and Beaumount
Hospital in Dublin. MDI’s
Family Support and Clinic Coordinator Margaret Goode, is available to support members and
their families who are attending
these clinics.
Pictured right are the members of
the Muscle Clinic Team based at
the CRC in Clontarf, Dublin.
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L - R (seated): Ger McGuirk (Dietician), Dr. Bryan Lynch (Paediatric Neurologist), Pamela Foley (Physiotherapist), Dr. Niamh Ni Shuibhne (Research Fellow to
Dr. Bryan Lynch). Standing L-R: Andrea Tobin (Occupational Therapist), Donna
Fisher (Orthotist), Tami Brown (Occupational therapist), Paul O'Donoghue
(Psychologist), Margaret Goode (MDI Family Support / Clinic Coordinator), Prof.
Damien McCormack (Orthopaedic Surgeon), Clodagh Killeen (Physiotherapist).

MDI
Newsletter
- Issue
4848
- Spring
2011
MDI
Newsletter
- Issue
- Spring
2011

AFM Withdraws Research New Consensus Document on
Standard of Care in Congenital
Call due to Uncertainty
Muscular Dystrophies
over the Téléthon
AFM, the organisation for people with neuromuscular conditions in France, has been in partnership with French Television to broadcast a
Téléthon since 1987. This Téléthon has raised
millions of euro for research and support. However, it has been accused of raising too much
money for a single cause to the detriment of
other charities, and French Television has not
yet renewed its partnership with AFM to broadcast the Téléthon in December 2011. This is of
great concern, as the funds raised from the Téléthon go towards research into neuromuscular
conditions taking place throughout the world,
and AFM also funds research into rare conditions other than neuromuscular conditions (e.g.
Huntington’s Disease, epidermolysis bullosa).
It makes it possible to fund research programmes that otherwise might not exist.
With the uncertainty over the Téléthon, AFM
has unfortunately had to withdraw its 2011 research call, which is bad news for researchers
working in the field of neuromuscular and rare
conditions.
We hope that a new agreement will be put in
place to broadcast the Téléthon this year in order to raise much needed funds for research and
would like to highlight the petition set up by
Eurordis supporting the AFM Téléthon.

In November 2010, a Consensus Statement for Standard of
Care in Congenital Muscular Dystrophies was published in
the Journal of Child Neurology. This statement covers conditions such as congenital muscular dystrophy with primary
or partial merosin deficiency, Ullrich congenital muscular
dystrophy and Bethlem myopathy.
An international committee considered current care issues,
reviewed literature for evidence-based practice and achieved
consensus on care recommendations in seven areas: diagnosis, neurology, pulmonology (respiratory management), orthopaedics / rehabilitation, gastroenterology / nutrition /
speech / oral care, cardiology and palliative care.
The full academic article is available to download from
TREAT-NMD at http://www.treat-nmd.eu/cmd/care/carestandards/ or contact Karen Pickering, Information Officer
on 01 8721501 or email karen@mdi.ie if you would like a
copy posted to you.
A working group led by CURE CMD in the USA is now
developing a guide to the standards for individuals with the
condition and families. They hope to have this summary
available in the first quarter of 2011.
This is the third document on standard of care for a neuromuscular condition to be published after previous documents on spinal muscular atrophy and Duchenne muscular
dystrophy and we look forward to additional documents
covering other neuromuscular conditions.

You can sign it to pledge your support at:
http://telethon.soutien.eurordis.org/en

TREAT-NMD
Relaunch Website
TREAT-NMD, the network working to create an infrastructure to ensure that the most promising therapies
reach people with neuromuscular conditions as quickly as possible, has relaunched their website and it
now has even more information than before. As well as general information, you can also search by condition with five conditions highlighted so far; Duchenne muscular dystrophy, spinal muscular atrophy, congenital muscular dystrophy, Charcot-Marie-Tooth and myotonic dystrophy.

The website address is: www.treat-nmd.eu
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CARE-NMD is a three-year project to improve the quality of care
for Duchenne muscular dystrophy (DMD) in Europe. It brings together a network of specialist centres in seven EU countries to assess the quality of current care for DMD, identify areas where current provision is lacking, and disseminate information about best
practice care standards.
Although expert centres for the care of patients with neuromuscular diseases exist in many European countries, access to high
quality care remains uneven. In 2010, the first international
consensus standards of care for DMD were published in The
Lancet Neurology, following an extensive review process by 84
leading experts. CARE-NMD aims to build on the momentum
provided by these guidelines by reaching out to patients, families and care providers to promote high quality DMD care.

About the Project
Part-financed by the EC Executive Agency for Health and Consumers (EAHC), CARE-NMD has funded partners in the UK
(Newcastle), Germany, Denmark, Hungary, Poland, the Czech
Republic and Bulgaria. Questionnaires will be distributed to
clinicians, patients and families in these countries through national patient registries, in order to understand the level of care
currently available. The responses will be used to target training resources and clinical information, and will provide support
for the campaign for better care provision at a national level.

Get Involved
If you are not already registered on the DMD registry, please
consider doing so: your feedback as patients and families is
vital to improving the quality of care you receive. By registering on the UK and Ireland DMD registry
(http://www.dmdregistry.org/), and completing the CARENMD questionnaire which will be distributed later this year,
you can make your voice heard. Identifying areas of weakness and strength is the first step to improving the quality
of care available to all Duchenne patients.
The CARE-NMD website (www.carenmd.eu) has the Lancet Neurology Standards of Care article available to download
for free, as well as an accompanying Guide
for Families which explains the care standards in more accessible language. These
represent the latest international consensus
on the care Duchenne patients should receive. More resources will be made available as the project continues, including
training materials for health professionals
involved in care for Duchenne.
If you would like more information about
the project, or have any questions, please
get in touch on info@care-nmd.eu
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Do you have a Disability or Long Term
Medical Condition?
FÁS provides a range of services for people
with disabilities to help you find paid employment. Such services include a variety of Employment Support Grants as outlined below:

FÁS Employment Support Grants
Wage Subsidy Scheme - WSS: This grant offers financial support to employers to encourage them
to employ a person with a disability where they have a shortfall in their work productivity.

Workplace Equipment Adaptation Grant - WEAG: This grant is available to a person with a
disability who requires a more accessible workplace or piece of assistive technology to help them do their
job. i.e. Wheelchair accessible toilets/ramps, Specialised Software. Current limit on grant € 6,350 per
annum.

Job Interview Interpreter Grant - JIIG: This grant is available to someone who is deaf, hard of
hearing or someone with a speech impediment who requires the assistance of an Interpreter for job interviews. This grant provides funding to cover the costs of the Interpreter. It can be applied for as often as is
required. It may also be used for a 3-hour induction period for new employees.

Personal Reader Grant - PRG: This grant is available to someone who is blind or visually impaired who requires assistance with work related reading. 640 hours can be funded in a 12-month period,
paid at the minimum wage.

Supported Employment: This service is available to a people with disabilities who require additional support in finding & retaining employment through the use of a Job Coach.

Employee Retention Grant: This grant is available to a person who acquires a disability and is in
danger of losing their job. Funding is available to identify accommodations & supports necessary to retain them in their current post or have them retrained to take up another position in the same company.

Disability Awareness Training: This grant provides funding to employers to try to eliminate some
of the mistaken perceptions about people with disabilities in their capacity to be effective employees &
work colleagues.

All of these grants are administered through Local FÁS Employment Services or
FÁS Services to Business
For further information on any of the FÁS grants, please contact your local
FÁS office or log on to www.fas.ie
www.fas.ie..
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Transport updates and changes for drivers/
passengers with disabilities
New terms of Disabled
Parking Scheme
A review of the Disabled Parking Scheme has been
undertaken by the Department of Transport, in cooperation with the Irish Wheelchair Association and
the Disabled Drivers Association. The scheme is designed to provide wider, longer parking bays close to
services such as post offices, banks, pharmacies and
shops for people for whom access to such services
would be denied if they could not park and disembark
either because of the
size of a parking bay
or because their limited mobility required that they park
within a short distance of a service.
The review made
recommendations to
ensure that more
disabled parking
bays are available to
those most in need
of them.

Changes
Arising from those recommendations new medical
eligibility criteria are being put in place with effect
from 1st January 2011. New forms reflecting the new
criteria will be in circulation this month. Key points to
note are that the medical eligibility criteria now focus
more on the level of mobility impairment rather than
the type of disability. Only those for whom walking,
even short distances, is extremely difficult, detrimental
or impossible are included. The role of General Practitioners in determining eligibility for the scheme has
also been revised. The scheme now provides that
General Practitioners are requested to provide to the
authorized issuing body (the Irish Wheelchair Association or the Disabled Drivers Association of Ireland)
the requisite medical information through a process of
responding to a series of questions on the application
form. The authorized issuing body, on the basis of the
information provided, will then take the decision regarding the appropriateness of granting a permit.

Numbers beyond Capacity available
In 2010 it was estimated that approximately 80,000
valid parking cards were in use and given 2009/2010
levels of applications, without a fundamental review
of eligibility the numbers could rise to over 100,000
within a short period. Of the 80,000 qualified permit
holders, approximately 22,000 who also held a Primary Medical Certificate and those registered blind
are unaffected by the revised medical criteria. For all
others, under the new terms the primary determinant
of eligibility for the Disabled Parking permit is an individual’s inability to walk at all, or up to 50 metres
unaided or without stopping to
rest.

Appeals process
Applicants dissatisfied with the
adjudication on their case by the
authorized issuing bodies can avail
of an appeals mechanism whereby
the documentation regarding their
case is reviewed independently.
Details of this appeal process are
available from the authorized issuing bodies.
The Department of Transport is
also seeking to establish an appeal by way of a further
medical assessment carried out by a different medical
practitioner and this guidance will be updated following establishment of that process.

Security
The ready availability of colour scanning and colour
print technology has meant the relatively simple and
inexpensive current parking card is too easily copied
or forged. The Department intend to authorize the
issuing authorities to introduce a higher specification
plastic card, which will allow parking authorities to
securely scan for validity and the basic personal details of the holder.

Fee increase
Because of the increased administration for a reduced
number of parking cards issued and primarily the
higher cost of the card itself, the administration fee for
the issuing of the parking card increased to €35 in
January 2011.
Page 8

MDI Newsletter - Issue 48 - Spring 2011

East-Link toll Bridge Limited
Concession Travel Update
East-link has announced an enhanced
process for vehicles modified for disabled use. Such vehicles are entitled
to free passage under the toll scheme
bye-laws. In the past customers were
requested to apply for a laminated
concession travel pass which had to be renewed and reissued every three years or when the customer details
changed. They now have the ability, using number
plate recognition cameras, to capture and compare the
registration of your vehicle to the “National Vehicle
Data File” (NVDF).
What this means to you as a disabled driver/passenger
of an adapted vehicles is that you will no longer need to
apply for a special identity card normally supplied from
the East-Link Toll Plaza.
You will however still need to ensure your vehicle is
registered as “tax exempt” for a disabled person with
the motor tax office. Once this is done the vehicle will
be registered on the NVDF. If your vehicle is currently
exempt from motor tax your registration is in order.

The new procedure will be as follows:
1.

2.

3.
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The adapted vehicle can only gain toll free access through a manned operator lane. For
East-link these are the lanes which form part of
the building. As you drive into the lane you
should simply notify the operator that your vehicle is registered as a disabled vehicle. The
operator will press a button and the system will
check your vehicle registration number against
the NVDF. Once the vehicle is confirmed as
being registered as an adapted vehicle the barrier will automatically lift and you can drive
through. This process takes just a couple of
seconds to complete.
If for some reason the camera cannot read the
license plate of the vehicle the operator will
ask you to call out the registration number and
will then manually process the transaction.
The main condition of the process is that it is
the vehicle which is exempt from paying the
toll and not the driver or passenger. If a disabled person approaches the toll booth in a vehicle which is not registered as an adapted vehicle the driver will be requested to pay the toll
to complete the journey.

4.

5.

Toll free status for an adapted vehicle is not
valid for vehicles used for the conveyance of
goods or persons for hire or reward (i.e. a taxi,
delivery van, mini bus used for hire etc).
Abuse of the conditions of the toll exempt procedure could constitute an offence under the
Roads Act 1993 and may be reported to the
motor tax office.

Please Note
As and from the beginning of January 2011 you no
longer need to apply for a Concessionary Travel Card
from the East-Link Toll Bridge as they will no longer
be issued.
You should only use the “manned” toll booths for the
exempt travel procedure.
The technology only compares the registration to the
NVDF in real time and we do not retain or have access
to any customer information from the NVDF.
This system is similar to the system used on the M50
and we understand will be introduced at the new Waterford N25 and Portlaoise M7/M8 plazas.
Should you require further information or wish to provide feedback please contact East-Link Toll Bridge
Telephone 01 6682888.
We hope this new system at East-Link simplifies the
process and improves your driver experience.

New Waterford N25 toll plazas.
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Change in Vehicle Registration
Procedure
The National Car Testing Service (NCTS) has been appointed by the Revenue Commissioners to carry out a
range of vehicle registration functions on their behalf.
From 1st September 2010, to register a vehicle examined
and pay the VRT due (and other tax liabilities as appropriate). This applies to new vehicles purchased in Ireland being registered under the Disabled Drivers & Disabled Passengers Tax Relief Scheme and all imported
vehicles. In the case of a second hand Irish registered
vehicle being entered under the scheme, special arrangements apply and applicants should contact the Disabled
Drivers & Passengers Section of Revenue in Monaghan
directly.
Because these functions are only carried out in selected
NCTS centres, the waiting time for an appointment has
varied from 3 weeks in some areas to 8 weeks in others
in the early days of this new system. This means that
where adaptations necessary for driving are being transferred, the transfer should be scheduled to the NCTS
appointment as soon as possible to minimize the loss of
transport and inconvenience. Details of the NCTS centres accepting appointments to register vehicles are
available at: www.ncts.ie/vrt.html.

All good dealers will manage the registration process.
The documents an authorized trader (TAN Holder) requires for registering a new vehicle exempt under the
Disabled Drivers & Disabled Passenges Tax Relief
Scheme in customers name or required by an individual
importing themselves are:

• Original CoC, A copy of the Revenue Birth Certificate (it is important that not only the vehicle details are
on this form but also the extras amount in euro).
• If the Co2 limit is not on the Birth Cert, then proof
of Co2 value is required.
• Copy of utility bill of customer.
• Their own VAT number (if old style then POPSN of
customer or their Revenue Customer Number)
• Conversion invoice showing the VAT amount
• Exemption Notification letter from Revenue
• Photo Id of the person presenting the vehicle
• Customer letter allowing garage to register the vehicle in their name

MDI Receives Biodiesel Purchase
Certificate for Environmentally
Friendly Fuel!

MDI have been using
“FleetGreen” fuel cards on all of
its vehicles since early 2010.
This facility offers MDI a competitive price for diesel on all of
our busses which helps us to
keep our fuel costs down. In
addition, it also means that we are doing our bit for the environment
and to verify this, we have been issued with a Biodiesel Purchase Certificate which basically details our contribution to Carbon Emission
Savings for the previous year end. So, it’s all good!

For further information on any of the transport issues raised
in this newsletter, or for general transport enquiries contact
Darren Lyons on: (01) 8721501 or email darren@mdi.ie
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Transport & Equipment Summary for 2010
MDI Equipment
In 2010 MDI received some equipment which was
kindly donated by members and friends of MDI.
These include the following:
Two x Fully adjustable electric beds… These were
utilised during the summer camps and are now on medium term loan to two members in the North East
area.
One x Power Wheelchair….Currently on loan to a
member until their own chair is
provided by the HSE.
One x Oxford Mini Lift
Hoist…..On medium term loan
at present to a member, thus
facilitating them to visit a relative that otherwise would not be
possible.
One x Shower chair/ Commode.
MDI also has a stock of six Liko
Lite hoists; these were loaned out on
21 separate occasions in 2010 to
various members throughout the
country. Two are currently out on
loan.
Other equipment loaned throughout
the year included: Ramps, Wheelchairs (both adults
and childs), Shower chair/commodes.
MDI’s equipment storage area changed location during the year due to the building of the new HQ in
Chapelizod. Currently we are using the Oman storage
facility in Kill, Co. Kildare for lesser used items and
archive material. Robert Dowd, a former employee of
MDI is kindly allowing us to use his secure shed in
Celbridge Co. Kildare to store more frequently used
items, many thanks to Robbie for this.

MDI Transport

One x Nissan Interstar…carries up to 3 wheelchair
passengers and 4 ambulant passengers.
Six x Nissan Primastars – High Roof…carries up to
two wheelchair passengers and three ambulant passengers each. Five of these busses are used by MDI’s
Youth Respite Workers and the sixth is based in
Donegal.
One x Nissan Primaster – Low Roof….. Carries up to
two wheelchair passengers and three ambulant passengers. This bus is based in Limerick.
Two x VW Transporters…. Available for loan to
members, one is currently on medium term loan and
the other is on loan to a family whose own vehicle is
under repair.
One x VW Carravelle…On loan to a Dublin member
at present.
The mini bus in Limerick is looked after and loaned
out with the kind help of the Slattery family.
The North West minibus changed location during
2010, from Roy Willkie’s house (many thanks to Roy
and his family for their help over the years with the
bus) to Donegal CIL for a period and is now based in
Porthall, Lifford, Co. Donegal with the kind assistance
of Mr John O Neill.
Please note: All MDI mini busses with the exception
of the Renault Master and the Nissan Interstar are
available to members of MDI for loan provided that
they meet with the terms set down in the bus loan
agreement form. The availability of the busses is
based on first come first served and when the bus is
not being used to provide services by MDI staff.
For further information on any of the above contact
Darren in the MDI office on (01) 8721501.
Darren Lyons
Transport / Fleet Coordinator

We currently have a fleet of
twelve minibuses; this consists of the following,
One x Renault Master…carries up to 3 wheelchair passengers and 3 ambulant passengers.

Darren and his busses!!!!!
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Fundraising / PR News
Eamon Nolan Award
Congratulations to MDI member Eamon Nolan who was one of ten
people shortlisted for the Charity Hero Awards in the "Better Together
Awards” which were hosted by RTE's Mary Kennedy in Dublin Castle
on 25th November 2010.
Well done Eamon for being shortlisted and doing tremendous volunteering and fundraising for MDI over the years. Your efforts and hard
work are sincerely appreciated by all at MDI, you are a true champion!
The winner of the overall award went to Mercy Fleming - for her volunteering with Outreach Moldova.

Damien Bowe & The
Portlaoise Gospel
Choir Concert raises
€1,600.00 for MDI
Well known Laois singer Damien Bowe performed
at the Benefit Concert in aid of Muscular Dystrophy
Ireland at St Brigids Church, Ballinakill, Co Laois
on Sunday evening the 7th of November 2010.
The evening was a great success with fabulous performances from Damien Bowe, the Portlaoise Gospel Choir and the young pupils in the Ballinakill
Folk Group. Over 140 attended the concert and the
event raised €1,600.00 for Muscular Dystrophy Ireland’s respite support services.
Many thanks to all who supported the night and
everyone left the concert truly uplifted and smiling
from the fabulous music and entertainment.
A big thank you to Fr Sean Conlon in Ballinakill for
his kindness, support and hospitality. You can see
Damien singing along with the Portlaoise Gospel
Choir on You Tube.
http://www.youtube.com/watch?v=58PME-eWWD4

Pictured above are (left to right)::
Eamon Nolan MDI, Mary Kennedy RTE, Amy Bramley Fundraising/PR Coordinator MDI, Joe Mooney CEO MDI.

Amy Bramley
Fundraising & PR Coordinator

DUBCO Credit Union Donate
€1,000 to MDI
Muscular Dystrophy Ireland was recently selected as the chosen
charity of Dubco Credit Union for 2011.
Dubco are committed to actively supporting the communities in
which its members live and work and they provide resources to
charitable, educational, and social outreach efforts that parallel their
mission of financial education, social inclusion, and building better
communities.
David McAuley is a Manager at Dubco Credit Union and nominated
MDI for this award. David (whose son Conor has Duchenne) is pictured (right) presenting Joe Mooney, CEO MDI, with a cheque for
€1,000 on 9th February last.
MDI would like to thank David and all the staff and members of
Dubco Credit Union for nominating us for this award and for supporting us in our work
Page 12
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The article featured below was sent in to MDI by Antoine Ó Coileáin from Gael Linn and gives details of the
forthcoming release of a CD of tin whistle playing by the late Donncha Ó Briain who had MD. Donncha was a
member of MDI and (known as Denis to us), he along with seven other people with disabilities (myself included)
met on a few occasions back in 1989 with a view to improving services for people with disabilities. Denis played a
significant role at these meetings, which in turn led to the establishment of the Centre for Independent Living
(CIL) in Ireland in 1992. Unfortunately Denis passed away in 1990 and never got to celebrate this achievement,
but his memory lives on within CIL and in the world of Traditional Irish Music.
Hubert McCormack, Editor

Donncha Ó Briain Ceol ar an bhFeadóg Stáin
The late Donncha Ó Briain was a member of a well-known Dublin musical family: his brothers Mick (pipes), Tom (fiddle), Andrew (fiddle) and John (pipes), all learned music from an early age from their father Dinny (accordion). Despite suffering from
muscular dystrophy, Donncha became one of the finest whistle players of his generation. In 1979 he recorded a highly acclaimed
LP for Gael Linn which is now re-released as a CD with additional tracks which had been recorded by Raidió na Gaeltachta.
Donncha passed away in 1990 aged 30.
The whistle playing of Donncha Ó Briain is most highly regarded in critical circles. The Waltons Guide to Irish Music (2005)
lists Donncha as being among the most famous tin whistle players of
recent decades. Another measure of the calibre of Donncha’s playing is
that he features in the tutor Irish Tin Whistle Legends by Tommy
Walsh, a work which includes such luminaries as Mary Bergin, Paddy
Moloney and Seán Potts. In his book The Essential Tin Whistle Toolbox, Grey Larsen documents and discusses many styles and approaches
to ornamentation, including that of Donncha.
In 1980 Donncha received a People of the Year Award for ‘his triumph
over disability, his musical prowess and the inspiration which he provided for so many.’ So taken with Donncha was Charlie Lennon that,
in his honour, he composed the jig ‘The Flying Wheelchair’, a piece
that has become established in the tradition.
This album is a masterclass of fine whistle playing and includes airs
such as ‘The Dublin Reel’, ‘The Ivy Leaf’ and, one of Donncha’s favourites ‘Seán sa Cheo’. The original recording was produced by
Paddy Glackin who has written:

This recording represents the music of a young man with a
spirit and a love for life. Every tune is played with conviction
and sincerity – traits that can only be brought out by a musician who appreciates and understands the beauty and cruelty of life.
On two of the tracks, Donncha is joined by members of his family. On
‘The Maid of Mont Cisco’, he is joined by on guitar by a young Mark
Kelly who was a great friend of Donncha’s. The album also features
Johnny Connolly’s playing of ‘The Flying
Wheelchair’, the jig composed by Charlie Lennon
in honour of Donncha.

Release Date:
3 March 2011
For further information
contact:
Antoine Ó Coileáin
eolas@gael-linn.ie
01-6751200
www.gael-linn.ie
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MDI’s new Information
and Support Centre of
Excellence for People
with Neuromuscular
Conditions

Due to Open
April 2011

You can still help to fund this
venture by

“Sponsoring a
Brick”
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 sponsor visit:

www.mdi.ie
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Images from Recent Youth Activities

The following is a list of all MDI camps
which will take place in 2011
Children’s Camp:
(11 – 14 year olds):

Saturday 16th April to Thursday 21st April 2011
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Camp Coordinator: Aisling Dermody

Adult Camp:
(25 – 50 year olds):

Monday 23rd May – Sunday 29th May 2011
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Camp Coordinator: Kate Power

Adult Camp:
(18 – 25 year olds):

Saturday 25th June – Friday 1st July 2011
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Camp Coordinator: Mary Rose Howell

Teenagers Camp:
(14 – 17 year olds):

Monday 18th July – Sunday 24th July 2011
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Camp Coordinator: Sinead Glennon

Adult Camp:
(Over 50 year olds):

Monday 5th September – Friday 9th September 2011
Venue: Galway or Wexford – To be confirmed
Camp Coordinator: Kate Power
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A day in the life……...
Continuing on with our series of “a day in the life” of various staff members of Muscular Dystrophy
Ireland, we now introduce you to a day in the life of MDI’s Youth / Respite Worker for the Western Region, Aisling Dermody.

Introducing “A day in the
life of… Aisling Dermody”
I am the Youth / Respite Worker for Galway, Mayo,
Roscommon and Leitrim. I started with MDI in April
2005 and time has just flown by. I don’t think I’ve had
two days the same since I started. My office base is in
Galway city but you could spot me anywhere from
Ballina to Boyle, from Blinamore to Ballinasloe and a
lot more places in-between!
In the (almost) six years that I’ve been working with
MDI, I’ve seen a lot of developments take place, not
just in MDI in general, but also within the Youth Service we provide. For example Power Soccer has
grown from a handful of MDI members playing once a
month, to teams training in every region every week
and some members being picked for the Ireland Team!
What an achievement for them! Camps were always
popular and now that so many members apply to go on
them we have had to start keeping a cancellation list, as
numbers are limited.
When I first started with
MDI, attending my first
camp was a daunting experience so I can understand why members are
nervous on their first
camp. It is amazing to
see some members so shy
when they first attend and
then they make friends
throughout the week and
on the last night ask “can
we not stay another
day?”. As I write this in
January I am beginning to
plan for a camp in April
which I am co-ordinating.
A massive amount of
planning goes into a camp
to ensure that members
are well cared for and enjoy their respite break.

Today is a typical day for me. This morning I am in
the office catching up on admin work etc. This afternoon I will meet a member and take her shopping, to
the bank and for dinner. The afternoon however could
just as easily be spent with a younger member helping
them with their homework and then playing a board
game with them. I also work a lot of Saturdays especially during the school terms and these are mostly outings for younger members to pet farms, play centres,
shopping, bowling, swimming, cinema or other activities that they might like to do.
I hope that the next six years don’t go as fast (I’m beginning to feel old!). Thanks to all the members whom
I work with for making my job so enjoyable and thanks
to MDI who are still managing to provide great services even in these ‘economic times’. Here’s to another busy year! ☺
Aisling Dermody
Youth / Respite Worker
Western Region

Aisling Dermody pictured with Eileen
Gormley from Galway while selling
chocolates and candles for MDI’s
Awareness Campaign in February.
Page 15

Newsletter of Muscular Dystrophy Ireland, featuring updates on recent research,
information, fundraising and social activities and details of some upcoming events.
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Images of Promotional Photo Shoots taken from around the
country to launch MDI’s 2011 Awareness Campaign
Cork

Galway

Laois

Fair City Set,
RTE, Dublin

Louth

Dublin

National Awareness Campaign 2011 - Thank You
MDI would like to thank everyone who bought our chocolates and candles and supported our 10th
National Awareness Campaign which ran over Valentines weekend. Thanks also to everyone who
volunteered and helped with selling. You hard work and commitment is sincerely appreciated by all
at MDI.
The campaign went very well this year with 37 Tesco stores and all eight Debenham stores manned
with volunteers and staff. Thank to Debenhams & Tesco for their ongoing support. We have no
idea yet on the money raised but we will keep you posted.

