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MDI Research Presented at
European Conference
On Friday the 27th of May, MDI’s Information and Research Officer travelled to the European Conference
for Rare Diseases in Edinburgh, Scotland. Here she presented the findings of MDI’s Independent Living
study, conducted in collaboration with the School of Nursing and Midwifery in Trinity College. The results
of the study were also presented at our AGM.
The following is a summary for the research findings. MDI would like to thank the team at TCD, Dr Honor
Nicholl, Dr Aileen Lynch, Dr Catherine Treacy, Ms Carmel Doyle, Ms Geraldine Prizeman and Ms Jessica
Eustace-Cook for their work on the project and also to thank the Irish Research Council for funding the
study.

Introduction
This study follows up on the national survey undertaken in 2014 by Muscular Dystrophy Ireland (MDI)
in which a questionnaire was distributed to all MDI
members (n=697). Significantly, 69% of respondents reported that their condition had a big/very big
impact on their independence. With this in mind,
the aim of this study was to investigate issues that
may impede individuals with muscular dystrophy
(MD) from independent living.
The key objectives of the study were to explore the
issues which impede individuals with MD from independent living in terms of:
assistance and support
supporting and managing health
the physical environment
education, employment and further training
financial implications.

Methodology
A descriptive qualitative study was employed. The
sample for this study consisted of adults with MD
encompassing all genetically determined muscle
wasting conditions. A purposive non-probability
sample of thirty one participants was recruited via
MDI who acted as the gatekeeper for this study.
Ethical approval was obtained from the School of
Nursing and Midwifery Research Ethics Commit-

tee, Trinity College Dublin. Data collection consisted of four focus group interviews which took place
across the country in three different locations. Biographical data were analysed using simple descriptive statistics in Microsoft Excel. All qualitative
data were analysed using a combination of data
analytical approaches in simple thematic analysis
(Halcomb and Davidson 2006; Massey 2011). To
protect participants’ identities all participant focus
group interviews were coded. © Dr Honor Nicholl
School of Nursing and Midwifery, University of
Dublin Trinity College.

Findings
The findings of this study were categorised under
five key headings; assistance and support, supporting and managing health, assistive equipment,
physical environment, education, employment and
further training, financial implications and voicing
for change.
Assistance and support
What was clear from participants in this study was
that irrespective of who was involved, some form
of assistance and support is essential to facilitate
independent living. There was some confusion regarding the precise role of personnel who assist
and support people with MD. Above all, many participants were unclear about the role of the PA,
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what the eligibility criteria are: to acquire PA, to
obtain more PA hours when needed in the future,
to secure funding and to engage with the application process.
Supporting and managing health
Health professionals’ knowledge levels regarding
MD were considered by participants to be highly
variable. The wait lists to access health professionals and diagnostic tests are prohibitively long such
that people with MD end up self-funding appointments so as to avoid pain and discomfort and to
continue to live independently. Multidisciplinary
teams and GPs were praised for the important
roles they play in supporting the health of people
with MD.
Participants were not aware of the range of entitlements that were available to people with MD. In an
effort to reduce the health-related costs for people
with MD, participants suggested that diagnostic
tests be free and that the medical card would be
made available to all.
Assistive equipment
There are considerable delays with acquiring and
repairing assistive equipment. In particular, many
participants had experienced delays with repairing
their wheelchairs and highlighted that being without a wheelchair had negatively impacted on their
autonomy and independence. Participants had a
preference for owning essential medical equipment
and in the context of home security, would welcome free monitoring.
Physical environment
The application process for housing adaptations
and payment arrangements vary geographically. In
some cases adaptions to participants’ houses were
not fit for purpose and did not take into account the
individual needs of the person with MD. Outside of
the home environment, many public buildings, facilities and amenities are unsuitable and inaccessible to people with a physical disability and do not
comply with recommended standards, despite legislation. Many public buildings do not meet disability-friendly or wheelchair-friendly standards despite
claiming otherwise.
Education, employment and further training
Having adequate supports available while in the
education system impacts on opportunities for further education and employment later. Participants
were confused about which benefits and entitlements would have to be relinquished should they
return to the workforce. Participants queried if the
Public Sector was fulfilling the recommended 3%
quota of employees with a disability. There were
many challenges reported in the context of engaging with employment and these include: not having
transport, not having a PA or insufficient PA hours,
inaccessible buildings and the unavailability of as-
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sistive technologies in the workplace.
Financial implications
MD impacts financially on people with the condition
and the cost associated with the condition includes: paying for assistance and support, medical
- and health-related costs, assistive equipment,
housing adaptations and reduced opportunities to
engage fully with education, further training and
employment.
Voicing for change
Participants agreed that there needs to be a clear
pathway from diagnosis onwards and that the services that are currently available to people with MD
are better resourced. There was also consensus
that there should be one go-to organisation which
would provide consistent information, source funding and PAs and process relevant applications on
behalf of people with MD. Having one organisation
would remove the inequity that exists when services and entitlements are compared nationally. ©
Dr Honor Nicholl School of Nursing and Midwifery,
University of Dublin Trinity College vi.

Recommendations
Assistance and support
In the context of assisting and supporting people
with MD, there is a need to:
• Define and clarify the roles and duties of the
personnel who assist and support people with
MD
• Clarify the eligibility criteria and application pro-

cess when applying for a PA
• Have one organisation to manage all aspects of

the PA service.
Supporting and managing health
• Health professionals need to inform themselves
about MD so that they can provide MD-related
information at the time of diagnosis
• Health professionals need to be educated about

the role of the PA (who may need to be present
when the person with MD engages with health
professionals), their services in both the community and hospital settings
• The time to access health professionals, diag-

nostic tests and health-related entitlements
needs to be reduced
• The range of health-related entitlements availa-

ble to people with MD needs to be better publicised
• The Long-Term Illness Scheme should cover

the cost of medical equipment and all MDrelated medications
• The medical card should be available to all peo-

ple with MD irrespective of means.
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Assistive equipment
Participants recommended that:
• The acquisition and repair of assistive equipment be expedited
•

•

They could have the option of purchasing essential medical equipment (rather than renting it
on a long-term basis) but that service agreements be included

• There is clarity around which benefits and enti-

tlements are surrendered when one steps back
into education or the work force
• The Public Sector organisations are encour-

aged to meet the target of employing 3% of
their workforce with a disability
• Employers consider the challenges faced by

people with disabilities engaging with employment and that they take steps to reduce these,
for example, making the building more accessible and providing suitable assistive technologies.

People with MD should have access to free
home security monitoring.

Physical environment
Participants recommended that:
• The application process and acquisition of
funds for adapting houses needs to streamlined
nationally
• Stage-wise payments are available to assist

with financial budgeting

Financial implications
Participants recommended that:
• Energy companies consider reviewing their tariffs for people with a physical disability
•

• Grants be flexible to meet the needs of people

with MD if/as their condition changes
• Adaptations to a person’s house are tailored to

the person with MD’s needs
• Public buildings and areas comply with disabil-

ity-friendly and wheelchair-friendly standards in
line with legislation.
Education, employment and further training
Participants recommended that:
• Supports are available from childhood onwards
when engaging with the education system

Government assesses the true cost and financial impact of having a disability and make realistic provisions thereafter.

Voicing for change
Participants recommended that:
• There is a clear pathway for people with MD
from diagnosis onwards
•

Current services are better resourced

•

There is a one organisation (one stop shop)
which would provide consistent information,
source funding and PAs and process relevant
applications on behalf of people with MD.

Clair Kelly, MDI Information Officer (Centre) pictured with Dr Aileen Lynch, &
Dr Catherine Treacy from Trinity College and Dr Declan O’Rourke, Paediatric
neuromuscular consultant in Temple Street Children’s Hospital.
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Translarna Not Recommended
for Reimbursement
MDI are disappointment at the decision by the
National Centre for Pharmacoeconomics
(NCPE) not to recommend Translarna for reimbursement.
Muscular Dystrophy Ireland has raised access to
this therapy on a number of occasions in recent
months, including on World Duchenne Awareness Day, and in various meetings with public
representatives and other stakeholders.
Translarna has already been approved for use in
England under a managed access agreement
wherein it is being made available for a period of
time to allow further evidence to be gathered on
its use whilst also ensuring that patients receive
access to the drug. Translarna has become the
first Duchenne Muscular Dystrophy targeting

therapy to receive conditional marketing approval by the European Medicines Agency (EMA).
The drug is currently available and being prescribed to boys in over 20 countries within the
European Union with some children receiving
the drug since late 2014.
While this recommendation has been made by
the NCPE, the final decision on reimbursement
rests with the Health Service Executive (HSE).
We are now calling on the HSE to enter into discussions with the manufacturer and to come to
an arrangement which would make the therapy
available here and to do so in as timely a manner as possible. MDI are working with the families directly affected by this decision.

MDI Supporting Research
In 2016 €114,515 has been allocated to research in the area of Muscular Dystrophy.
In May 2016 we provided a grant of €14,515 to Prof Thomas Walther from University College Cork for
his project “Angiotensin – (1-7) has beneficial effects in muscular dystrophies : identification of the
role of satellite cells”
MDI also made applications to the Health Research Board for the Medical Research Charities Group
and Health Research Board Joint funding scheme. This is a scheme whereby the HRB fund 50% of
the research project and the Charity fund the other 50%.
MDI were delighted to have two successful applications to the value of €100,000, half of which will be
covered by the Health Research Board. The successful projects are:
Professor Kay Ohlendieck,Maynooth University “Comparative mass spectrometric profiling of the
dystrophin complexome in normal versus pathological muscles with differing degrees of fibre degeneration”
And
Dr Melissa Bowerman, Oxford University “Investigating the Role of TWEAK/Fn14 in SMA”
MDI will continue to fund research which aims to find treatment and improve quality of life for people
living with neuromuscular conditions.
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MDI AGM and Conference

Muscular Dystrophy Ireland’s Annual General
Meeting and conference took place in Croke Park
Stadium on Saturday the 7th of May. Approximately 140 members and family members were in attendance on the day and over 20 children were
entertained in our kid’s zone.
The day began with the business of our AGM. All
in attendance were welcomed by MDI chairperson,
Garry Toner and the meeting began with the reading of the chairperson’s report. Tribute was also
paid to Mr Joe T. Mooney former CEO who passed
away in 2015. The accounts were read next by Ms
Sheila Murphy. The final important matter was the
election of the National Council and National Executive Committee. As the number of candidates for
the executive committee exceeded the number of
positions available, a private ballot took place with
members in attendance that had fully paid their
registration electing the new executive committee.

draw for the AIPF National Cup final and Shield
final.

The next speaker was Dr Aileen Lynch from the
School of Nursing and midwifery in Trinity College
Dublin. Dr Lynch was a member of the team who
conducted the independent living study for people
with neuromuscular conditions. This study was collaboration between MDI and TCD and was funded
by the Irish Research Council. (More information
on the study is provided on pages 2 - 4).
During the afternoon, members were invited to select one of three practical workshops to attend.
The first workshop was on education and was
jointly led by Ms Aoife McNicholl and Mr Garry

After the AGM lunch was provided and we were
treated to two presentations. Mr Donal Byrne first
gave a presentation on Powerchair Soccer and
there was some excitement as he then made the
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Toner. Aoife is a Psychology student in DCU and
has represented Ireland in Powerchair Soccer on a
number of occasions. Aoife is also a member of
MDI. Mr Garry Toner is the chairperson of MDI and
works as a Disability Officer in Institute of Technology Tallaght. Both Aoife and Garry spoke about
their own experiences of education and gave advice to workshop attendees on a range of issues.

itated by Dr Declan O’Rourke, Paediatric neuromuscular consultant in Temple Street Children’s
Hospital. Dr O’Rourke gave a summary of current
medical research and took questions from the audience on individual topics of interest.
The second workshop was independent living and
was jointly led by Mr Owen Collumb, facilities coordination at MDI and Dr Aileen Lynch and Dr
Catherine Treacy from Trinity College. Owen has a
wealth of experience in the independent living
movement and gave pearls of wisdom from his
own personal journey. Dr Lynch and Dr Treacy
were researchers on the MD Independent Living
study.
The final workshop was on research and was facil-

While all of the workshops were taking place, the
younger members had a great opportunity to take
a tour of the stadium and even had the chance to
go up on the roof of Croke Park as part of their
skyline tour. A great day was had by all.
MDI would like to thank all of our members who
attended our AGM and conference. We would also
like to thank the speakers who gave up their time
and the staff at Croke Park for their service on the
day.
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Transport Supplement
This section of our newsletter provides information
on transport issues which many of our members
may have queries on such as car or van adaptations,
or grants and entitlements available for people with
disabilities. We hope you find it useful.
Over the last couple of months, we at MDI have received several requests from members about
information and queries in relation to transport issues such as van adaptations or transport grants
and entitlements available for people with disabilities. It has been several years since we have
included information on this topic in our newsletter so to answer recent questions in more detail
we have decided to once again include an updated and comprehensive feature on grants and details about purchasing an adapted vehicle for people with disabilities and list companies who provide adaptations for same in Ireland.

Tax relief for drivers and passengers
with disabilities
Introduction
The Disabled Drivers and Disabled Passengers
Scheme provides a range of tax reliefs linked to the purchase and use of specially constructed or adapted vehicles by drivers and passengers with a disability. The
rules of the scheme are set out in the Disabled Drivers
and Disabled Passengers (Tax Concessions) Regulations 1994 (SI 353/1994) as amended. Under the terms
of the scheme, you can claim remission or repayment of
vehicle registration tax (VRT), repayment of valueadded tax (VAT) on the purchase of a vehicle and repayment of VAT on the cost of adapting a vehicle. In
addition, if you qualify under the scheme, your vehicle
may be exempt from the payment of annual motor tax
on application to a Motor Tax Office.

Fuel grant
Since January 2015, if you qualify for tax relief under
the scheme you are also eligible for a fuel grant under
the Disabled Drivers and Disabled Passengers Fuel
Grant Regulations 2015 (SI 635/2015 (pdf)). The grant
replaced the repayment of excise duty on fuel. The rate
of grant payable per litre, up to a maximum of 2,730
litres per calendar year, is as follows:

•
•
•

Petrol – €0.59
Diesel – €0.48
LPG – €0.10

Toll road fees
An adapted vehicle driven by a driver with a disability is
entitled to exemption from toll road fees. Toll road operators issue special passes which are recognised by all
other toll road operators and which allow such vehicles
pass through the tolls without paying. To obtain a special pass apply to your nearest toll road operator (visit:
http://www.tii.ie/roads-tolling/tolling-information/disabled
-drivers/).

Changes to Scheme in 2016
A number of changes have been made to the Scheme.
They include:
The limit on the vehicle’s engine size of less than
2,000cc in the case of a driver and 4,000cc in the case
of a passenger has been increased to 6,000cc for drivers and passengers.
• The maximum amount of VRT and VAT relief available under the Scheme has being increased from
€9,525 to €10,000 for drivers and from €15,875 to
€16,000 for passengers.
• A new category of specifically adapted vehicle for
drivers with severe disabilities where the vehicle needs
significant adaptation. The maximum amount of VRT
and VAT relief available for this category is €16,000 and
the vehicle must be retained for 3 years.
• A new category of extensively adapted vehicle for
drivers and passengers where the cost of the required
adaptions exceeds the open market selling price of the
vehicle being adapted. The maximum amount of VRT
and VAT relief available for this category is €22,000 and
the vehicle must be retained for 6 years.
Vehicles no longer have to be purchased from an authorised motor dealer.

•

Rules
In order to qualify for tax relief under the scheme, the
person with a disability must have a valid Primary Medical Certificate. A Primary Medical Certificate confirms
you are severely and permanently disabled.
Local Health Offices of the Health Service Executive
(HSE) process applications for a Primary Medical Certificate. If the HSE refuses your application for a Primary
Medical Certificate, you may appeal the refusal to the
Disabled Drivers Medical Board of Appeal, National Re-
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habilitation Hospital, Rochestown Avenue, Dun
Laoghaire, Co. Dublin.

Drivers with disabilities
You can claim tax relief on
A new vehicle
A used vehicle that has not been previously registered in the state
You can also buy a previously registered used vehicle,
in which case the amount of the repayment will be the
residual VAT contained in the value of the vehicle. However, the majority of used vehicles purchased from a
dealer are purchased under the Margin Scheme. This
means that no VAT is payable when the vehicle is purchased and therefore no VAT is refundable.

•
•

If you bought the vehicle before you qualified as a disabled driver, a repayment of VAT and VRT, appropriate
to the market value of the vehicle at the time of entry to
the scheme, will be made.
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days, the residency requirement may be met. The Revenue Commissioners may, in exceptional circumstances, waive the residency requirement.
You should contact the Central Repayments Office to
make sure that you meet the residency requirements for
relief under the scheme before purchasing a vehicle.

Restrictions on disposal
"Disposal" means the sale of the vehicle, the gift of the
vehicle to another person and the hiring or renting of the
vehicle. The vehicle must not be disposed of for at least
2 years from the date the relief is granted. The retention
period is 3 years for a specifically adapted vehicle and 6
years for an extensively adapted vehicle.
You will only be allowed to dispose of the vehicle within
the retention period if you refund to the Revenue Commissioners a substantial portion of the relief allowed,
calculated by reference to the value of the vehicle at the
time of disposal.

A vehicle that has been acquired under a hire-purchase
agreement qualifies for tax relief.

If the vehicle is disposed of following damage in an accident, the damage will be taken into account in calculating the value of the vehicle at the time of disposal.

Passengers with disabilities

How to apply

You can claim tax relief on

Download and complete Form DD1 (pdf). This application form is also available from the Central Repayments
Office.

A new vehicle
A used vehicle that has not been previously registered in the State
You can also buy a previously registered used vehicle,
in which case the amount of the repayment will be the
residual VAT contained in the value of the vehicle. However, the majority of used vehicles purchased from a
dealer are purchased under the Margin Scheme. This
means that no VAT is payable when the vehicle is purchased and therefore no VAT is refundable.

•
•

Applying for remission of VRT
You need to send the following documents to the Central Repayments Office

•
•

If you bought the vehicle before you qualified as a disabled person, a repayment of VAT and VRT, appropriate
to the market value of the vehicle at the time of entry to
the scheme, will be made.
If you buy a used vehicle that has previously qualified
for tax relief under the scheme for transporting disabled
passengers and where the original adaptions remain in
place when you buy it, it is eligible for the scheme.
A vehicle that has been acquired under a hire-purchase
agreement qualifies for tax relief.

Residency
A family member of a disabled passenger can also
qualify for relief provided they are living with and responsible for the transport of the disabled person in
question and has acquired the vehicle for that purpose.
If the disabled person only stays with a family member
on a part-time basis, the residency requirement is not
met. However, if the disabled person is a minor who is
in residential or medical care on a part-time or occasional basis and who spends a significant part of their
time at home, for example, every weekend and holi-

Form DD1
The original Primary Medical Certificate if you are
claiming for the first time. You must apply to the
Health Service Executive (HSE) for an application
form for a Primary Medical Certificate – obtain an
application form from your Local Health Office in the
HSE. Complete the application form and return it to
the Senior Medical Officer of the Local Health Office. You will then receive an appointment for an
assessment of the level of your disability. If you satisfy the requirements, you are granted a Primary
Medical Certificate by the HSE.

If your application for remission of VRT is acceptable,
you will be sent a Letter of Authorisation which authorises you to purchase a vehicle. When you have chosen
the vehicle, the vehicle identification number (VIN) must
be submitted to the Central Repayments Office on the
form issued to you with the Letter of Authorisation. You
will be issued with an Exemption Notification that allows
the vehicle to be registered exempt of VRT at the NCTS
centre.
When you have bought the vehicle, you must obtain the
following documents

•

An original invoice from the dealer showing the full
purchase particulars of the vehicle and verifying that
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•

•

payment of the amount due has been made in full
An original invoice from the person who adapted
the vehicle, showing that payment has been made
in full. The invoice must show full details of the adaptations to the vehicle and the VAT charged.
A new vehicle that is adapted requires an Individual
Vehicle Approval (IVA) certificate from the National
Standards Authority of Ireland (NSAI)

To register the vehicle at the NCTS centre the dealer
must submit these documents, along with the Letter of
Authorisation, the Exemption Notification and the completed Form DD1. If the documentation is in order, the
NCTS will register the vehicle without charging VRT.
When the vehicle is registered, to obtain a repayment of
the VAT the dealer should submit the Letter of Authorisation, the Exemption Notification and the invoices
mentioned above to the Central Repayments Office.

Applying for repayment of VRT
and VAT
If VRT has not been remitted and you want to claim
repayment of VRT and VAT, you need to submit the
following documents to the Central Repayments Office.
A fully completed Application Form DD1
The original Primary Medical Certificate if you are
claiming for the first time.
• An original invoice from the dealer showing the full
purchase particulars of the vehicle and VAT
charged and showing that payment of the amount
due has been made in full
• An original invoice from the person who adapted
the vehicle, indicating that payment has been made
in full. This invoice should set out the full details of
the adaptations and the VAT charged.
• The vehicle's Vehicle Registration Certificate.
If the vehicle has been registered before, there is no
need to go through the usual change of ownership procedure as this will automatically happen when the vehicle is taxed exempt at the Motor Tax Office.

•
•

If your claim is accepted you are issued with a Certificate of Approval by the Central Repayments Office
which you should submit to your local Motor Tax Office.
You will be issued with a new Vehicle Registration Certificate which you should send to the Central Repayments Office where it will be endorsed to the effect that
the vehicle was purchased under the Disabled Drivers
and Passengers Scheme and cannot be disposed of for
two years. This certificate will be returned to you immediately.
If the vehicle has previously qualified for tax relief under
the scheme, the maximum amount of tax relief that can
be claimed for the vehicle will probably have already
been claimed. However, you should still submit form
DD1 with all the required documentation as listed
above.
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Applying for exemption from
motor tax
If your vehicle is being registered in Ireland for the first
time, you need to present your Vehicle Registration
Certificate to your local Motor Taxation Office.
If your vehicle was previously registered in Ireland before you entered the scheme, you will be given a Certificate of Approval by the Central Repayments Office,
which you should present at your Motor Taxation Office.

Applying for the fuel grant
Since January 2015, members of the scheme are eligible for a fuel grant which is paid 12 months in arrears.
You should continue the practice of keeping receipts for
the fuel purchased for 2 years, but do not have to submit them when you apply for the fuel grant. You have to
estimate the percentage of the fuel that is used for your
own transport or the transport of a disabled passenger.
You can claim your fuel grant for 2015 from January
2016 using Revenue's online service myAccount. To
register on myAccount you need your PPS number,
mobile or landline number, email address and home
address. If you do not have internet access you can
contact the Revenue Commissioners, Forms & Leaflets
Section on 1890 306 706 and request a paper form.
The fuel grant is paid directly into your bank account so
you have to provide details of the account into which
you wish it to be paid.
If you wish to make a claim for repayment of excise duty on fuel used up to 31 December 2014 you should
make it using Form DD3.

Where to apply
You can find further information on the tax relief
scheme (pdf) on the Revenue Commissioners' website
- http://www.revenue.ie/en/tax/vrt/leaflets/changesdisabled-drivers-and-passengers-scheme.html

Central Repayments Office
Office of the Revenue Commissioners
M: TEK II Building
Armagh Road
Monaghan
Ireland
Tel:047 62100
Locall:1890 60 60 61
Homepage: http://www.revenue.ie
Email: cromon@revenue.ie
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Disabled Person's Parking Card
How to apply
To obtain an application form for a parking card, write to
either the Disabled Drivers Association or the Irish
Wheelchair Association, enclosing a stamped selfaddressed envelope. In your letter you should give
details about your disability and how it affects your mobility. You should mention your age and the type of mobility aids that you use, if any. If you have a Primary
Medical Certificate or are registered blind you should
also mention it.

Information
Disabled Person's Parking Permits or Cards (also
known as European Parking Cards or Disabled Parking
Badge) are available to people living in Ireland with certain disabilities and those who are registered blind,
whether they are drivers or passengers. The parking
card can be used by a disabled person in any vehicle in
which he or she is travelling. This means that a disabled
person who is being driven at different times by different
people can bring the parking card with himself or herself
and display it in the appropriate vehicle. The parking
card is valid for 2 years from date of issue. Generally,
the card is not issued to anyone under 5 years of age.
The parking card scheme for disabled drivers and passengers applies to public car parking areas only. However, the scheme also enables private car parks, supermarkets, etc., to more effectively monitor parking in areas that they have designated for people with disabilities.
If you have a parking card, the disabled parking spaces
provided by local authorities are free of charge and no
time limits will apply to your parking. Some private car
parks may charge for use of a disabled parking space,
but this will vary depending on the operator.

Rules
You will automatically qualify for a parking card if you
hold a Primary Medical Certificate (exempting you from
payment of VAT, motor tax and Vehicle Registration
Tax), however, you must still formally apply for the parking card.
Local Health Offices of the Health Service Executive
(HSE) process applications for a Primary Medical Certificate. If the HSE refuses your application for a Primary
Medical Certificate, you may appeal the refusal to the
Disabled Drivers Medical Board of Appeal, National Rehabilitation Hospital, Rochestown Avenue, Dun
Laoghaire, Co. Dublin.

Rates
A parking card costs €35.
Illegally parking in a disabled parking space will result in
an €80 fine, rising to €120 if unpaid within 28 days.

The application form must be completed and certified by
your doctor and must be countersigned by a Garda.
Decision makers within the issuing authorities will determine if you are eligible based on the information provided.

Where to apply
Disabled Drivers Association
Parking Card Section
Ballindine
Claremorris
Mayo
Ireland
Tel:(094) 936 4054
Fax:(094) 936 4336
Homepage: http://www.ddai.ie/
Email: info@ddai.ie

Irish Wheelchair Association
National Mobility Centre
Ballinagappa Road
Clane
Kildare
Ireland
Tel:+353 (0)45 893094/5
Fax:+353 (0)45 861144
Homepage: http://www.iwa.ie
Email: maats@iwa.ie

Primary Medical Certificate
To obtain a Primary Medical Certificate obtain an application form from your Local Health Office. You must
complete the application form and return it to the Senior Medical Officer of the Local Health Office. The Senior Medical Officer then appoints a HSE doctor to visit
your home and carry out an assessment of the level of
your disability. If you satisfy the requirements, you are
then granted a Primary Medical Certificate by the Health
Service Executive (HSE).

MDI News Update
Issue 67 - Summer / Autumn 2016

Page
12

Companies in Ireland who provide and/or supply
wheelchair accessible adaptations and conversions to
vehicles for people with disabilities
Cuddihy Mobility

McCormack Car Sales

OC Cars & Mobility Ltd

Brittas, Tullaroan
Kilkenny
Phone: 056 7769121
Mobile: 086 252 8675
Email: jcuddihy@eircom.net
Website: www.cuddihymobility.ie

Prosperous
Naas, Co. Kildare
Phone: 045 868234
Mobile: 086 2655214
Email: pat@mccormackcarsales.ie
Website: www.mccormackcarsales.ie

56 Howth Road
Clontarf
Dublin 3
Phone: 01 833 2301
Email: sales@occars.ie
Website: www.occars.ie

Donal Murtagh Mobility

Motability Ireland Limited

Unit 1 Moate Business Park
Clara Road, Moate
Westmeath N37 AH05
Phone: 09064 81050
Mobile: 087 8400403 / 087 3994500
Email: donal@dmmobility.ie
Website: www.DMmobility.ie

Freedom Mobility
Cornmarket, Ballinrobe,
Co. Mayo. F31 EP63
Phone: 094-9542652
Mobile: 087-7607879
Email: sales@freedommobility.ie
Website: www.freedommobility.ie

Unit 21 Ashbourne Industrial Park
Ashbourne
Co. Meath
Phone: (01) 8359173
Email: sales@motabilityireland.com
Website: www.motabilityireland.com

Mobility Vehicles Ireland
Barrowmount, Goresbridge
Co. Kilkenny
Tel: 059-9775994
E-mail: jjmaher@eircom.net
Website:
www.mobilityvehiclesireland.ie

Parfit Ltd.
Old School,House Works,
Cloghran, Swords,
Co. Dublin
Phone : 01 840 7880
Email : info@parfit.ie
Website: www.parfit.ie

Wheelchair Cars Ireland
Glasson Village, Athlone,
Co Westmeath
N37 HF98
Tel: +353 (0) 9064 39438
Mob: +353 (0) 874662895
Email: sales@wci.ie
Website: www.wci.ie

Freedom Mobility
Specialist Company for Wheelchair
Accessible Vehicles
Cornmarket, Ballinrobe, Co. Mayo. F31 EP63 - Phone: 094-9542652 - Mobile: 087-7607879
Email: sales@freedommobility.ie - Website: www.freedommobility.ie
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Donal Murtagh Mobility
Wheelchair Accessible Vehicles & Conversion Specialists

OVER 40 VEHICLES IN STOCK TO SUIT ALL NEEDS - ** Free na*on-wide no obliga*on home demonstra*ons **

Call Donal or David on 087 8400403 / 087 3994500

Visit us @ www.DMmobility.ie
Donal Murtagh Mobility, Unit 1 Moate Business Park, Clara RD, Moate, Westmeath N37 AH05
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Fundraising News & Updates
Ireland Bikefest 2016, Killarney
MDI celebrated a special anniversary in June as we
joined the Ireland Bikefest Festival in Killarney for the
10th year as the event’s official charity partner during the
June Bank Holiday weekend. It was a very enjoyable
weekend, with MDI again playing a key role in the success of the event as our raffle, volunteers and members
were the focus of praise and support from event organisers and patrons.
As in previous years, the weekend culminated with the
annual Harley-Davidson® Raffle, the draw for which took
place on Sunday evening 5th June, in what was both celebratory and poignant as we remembered our late CEO

Joe T Mooney who was the driving force of the event for
many years.
The winner of the Harley-Davidson® motorcycle was Mr.
Sean Taaffe from Killarney, with the 2nd and 3rdprizes won
by Lorraine O’Shea from Cork and Laura Hickey, from
Killarney. Overall, the event was a great success and
raised a gross figure of over €20,000 for MDI as well as
creating huge awareness for our organisation.
Thank you to everyone who purchased tickets and pins
and supported this years event. Roll on 2017!
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Thank you to all the Ladies who supported
MDI in this year’s Women’s Mini Marathon

On Bank Holiday Monday June 6th, 56 amazing women took part in the VHI Women's Mini Marathon
and completed the 10km race for Team MDI.

well as everyone who supported your great efforts.
Thank you also to McGrattans on Fitzwilliam Lane who
hosted Team MDI for the day and provided refreshments for our post-race celebration.

Thank you to every one of our Team MDI members, as

MDI will shortly be preparing for
the Cork Women's Mini Marathon
on September 25th. Anyone who
would like to represent Team MDI
for this event or would like more
information is asked to contact
patrick@mdi.ie or (01) 623 6414
6414.
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Carrigallen 10k Race/Walk
he 6th Carrigallen 10k Race/Walk took
place in Co. Leitrim on Saturday July 2nd.
The event was organised once again by
MDI Member Katherine Lyons and her
family, and this year it was held in memory of Joe
T Mooney - Former CEO of MDI, who had been a
great supporter of this event in previous years.

T

ebration as the Mardi Grá Margaret of New Orleans Festival took place, celebrating the amazing
story of Margaret Haughrey who was born in Carrigallen, and became a celebrated figure in the history of New Orelans in the USA. For more info, visit: http://margaretmardigra.com/html/
planning_visit.html

As in previous years, this years event also received great support by the local community, sponsors and supporters such as the Red Cross and
local GAA Club. And all funds raised were donated
to MDI.

MDI would like to take this opportunity to thank
Katherine, Vincent, Gerry and all the Lyons family,
friends and supporters for helping to shape this
annual event into the success which it has become
over the past six years and for their ongoing support of the work of Muscular Dystrophy Ireland. It
is very much appreciated by all at MDI.

The race/walk was part of a larger weekend of cel-

Muscular Dystrophy Ireland would like to express a
special word of thanks to Margaret Kissane and
the “Connect Kerry Women in Business Awards”
who raised €2,500 for our organisation during their
award celebrations in June. The money raised will
go towards providing respite support services to
MDI members in living in the Kerry region. Your
support is very much appreciated. Thanks again,
from all at MDI.
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After recently been informed about the below article online, I felt that I had to include it in the
next issue of our newsletter, given that Eoghan is a member of MDI.

The day that changed my life - Irish paracycling
world champion Eoghan Clifford
The three-time world champion
talks about racing with his gut.
Reference: http://the42.ie/2820127
EOGHAN CLIFFORD only started
his paracycling career in 2014 and
immediately made his mark by taking gold in the Men’s C3 Road Race
at the UCI Paracycling Road World
Championships. He followed it up
in 2015 and 2016 with gold in the
Men’s C3 Time Trial in the UCI
Paracycling Road World Cup.
Eoghan - a member of the An Post
Irish Paracycling Team - lives with
the degenerative muscle condition,
Charcot-Marie-Tooth (a form of muscular dystrophy) but still races at a
national level in able-bodied events.
Here, the NUI Galway lecturer talks
about the day that changed his cycling career:
“I know a lot of people would probably say winning a world championship, but I’d like to go back to a race
where I made a particular mistake
that, I think, has completely changed
the way I race since.

200km to go so I thought to myself
‘it’s a bit early to go with them’ and
because we were in a bigger group
behind, we could work together to
catch them before the end.
“They pulled out a big gap, about 15
or 20 minutes because there was
absolutely no co-operation within our
group and, with about 100km to go, I
figured that I still had really good
legs and if I didn’t try to do something, the race was gone.
“So I attacked out of my group and
managed to chop down the attack to
the leading five or six riders from a
15 minute lead to a five minute lead
at the finish but, because I was on
my own, I just couldn’t do any more.
“I came in sixth and I was completely
gutted because it was one of those
days that I knew from the moment I
sat on the bike I could win the race
but I didn’t trust myself.

“For as long as I’d been racing, I’d
never really learned to trust my gut
but I was doing some racing in Norway in 2006. I was taking part in the
Jotunheimen Rundt, one of the longest and most demanding one-day
races in the world.
“It’s 432km long, open to any national level cyclist. The race starts in the
evening and keeps going through
the night. It’s quite a big race.
“About 160km into the race, it had
split up all over the place. I was in a
group of about 20 and we were at
the lead end of the race and a couple of guys attacked out of our group
and I had a decision to take.
“I knew I was on a ‘good day’ as
they say and I knew I could go with
them. However, there was well over

“The impact of that though was that
when I came back to Ireland I took
part in the Connacht Championships
which, might not sound like a big
race, but there was a lot of high
quality riders in it and I completely
changed my style of racing.
“I just had a lot more confidence and
belief and, instead of waiting for the

race to happen, I started attacking a
lot more and getting out there in races and the results started happening.
“I won Connacht on my own from a
solo break that year and won it the
next year from a solo break 100km
out and I just banked a lot of good
results over the next few years.
“For me, it was a lesson that, as an
athlete, you just need to trust yourself, trust your ability and when your
legs are telling you to go, don’t listen
to your head or the cautious side of
you that’s maybe telling you to wait.
“In my job, I’m an engineer and that
means I have to be very logical but
now, as an athlete, when I race with
my gut I get better results but when I
try to be tactical, when I overanalyse a race, I don’t tend to do as
well as I could do.
“I’m going to be cycling for Ireland at
the Paralympics on the track but I
race able-bodied races too and, to
be honest, sometimes tactics have
to play a part but when you’re racing
some of the top guys at that level
you do have to be a bit more cautious otherwise you will get a complete kicking altogether.
“The transition between the ablebodied and paracycling events is
second nature at this stage with the
only difference being the paraevents tend to be quite a bit shorter
which probably doesn’t reflect the
ability of the guys I’m racing against.
“The fields are also a bit smaller but,
on the other hand, that’s only because the best two or three guys
from each country are qualified to
race so you really are racing guys
who could compete anywhere.
“For me, I find training a bit of chore
but, in a race, things tend to flow a
bit better.”

Eoghan will compete in his first Paralympic Games at Rio in September 2016. On behalf of
Muscular Dystrophy Ireland, we would like to congratulate Eoghan on this marvellous
achievement and we wish him all the best in Rio.
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Thank you to
Pamela Healy
(right) who ran the
West of Ireland
Women’s Mini
Marathon for MDI
and raised €300.
Well done Pamela
and thanks a million for supporting the work of
MDI. It is very
much appreciated.

My Summer Work Placement with MDI

M

y name is Jason Slattery and I have
Becker Muscular Dystrophy (BMD).
People with this condition experience
progressive muscle weakness of the
leg and pelvis muscles, which is associated with a
loss of muscle mass. Muscle weakness also occurs in the arms, neck, and other areas, but not as
noticeably severe as in the lower half of the body
as calf muscles initially enlarge during the ages of
5-15.
I am 24 years old and going into my final year in
Business with Travel and Tourism in Limerick Institute of Technology.
I am a very motivated person and try my best in
every aspect of life to not let my disability affect
me in my studies and/or social activities which I
am involved in. My condition is part of me but I do
not let it define me as a person.
The Organisation MDI plays a
major role in helping members
and supporting families of people
with MD around the country,
providing Equipment loans, Family Support, Respite and Youth
Services, Support Groups and
Transport for appointments and
respite holidays.
Muscular Dystrophy Ireland has
been very good to me I use the
Transport and Respite services
myself and have found it a great
benefit in helping me to meet other people with similar conditions.
I have and made some lifelong

friendships through the respite camps which MDI
run every summer.
I was delighted when the new CEO John Bennett
gave me the opportunity to work up in the head
office of MDI in Dublin for the summer. It was a
great opportunity to get to live independently away
from home for the first time, and to also to get
good work experience as part of my college
course. I will be entering my final year in September of this year.
I would like to thank all the staff at MDI for making
me feel so welcome and for giving me the opportunity to take part in such a wonderful organisation.
Jason Slattery
MDI Member, Limerick
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Photos of Recent Camp Activities

Maeve Clancy - Animation & Comic Workshop
Maeve Clancy is an artist who works in installation, animation and
comics. She creates work for children and adults using cut paper,
story and drawings. Participants of Meave’s workshops are shown
how to write a simple story, design characters, illustrate backgrounds and format the work into a 4-page mini-comic. Writing techniques, design skills and layout are all covered in this whirlwind introduction to comics and graphic storytelling.
On 7th July last, Meave travelled to the MDI offices in Dublin and
ran a free workshop for members from Dublin and the North East.
MDI would like to thank Meave for introducing some of our members
to this fabulous activity. A great day was had by all who attended.
For more details about Meave and her work visit her website at:
http://www.maeveclancy.com/

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and upcoming events.
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MDI Youth Activities
Young MDI members pictured at
a “Claire's Accessories Party” in
the Southern region recently.

Please Support
Text MDI to 50300
to donate €2.00

Your donation will be
much appreciated.
100% OF TEXT COST GOES TO MUSCULAR
DYSTROPHY IRELAND (MDI) across most
network providers. Some providers apply
VAT which means a minimum of €1.63 cent
will go to MDI. Service Provider LIKE
CHARITY Helpline: 01 4433890

Company registered name: Muscular Dystrophy Society of Ireland Ltd.
Company registered office: MDI House, 75 Lucan Road, Chapelizod, Dublin D20 DR77
Country of registration:
Ireland
Charity No:
60460
Directors: Garry Toner, Derek Farrell, Helen McDonnell, Florence Dougall, Grace Greene,
Maureen Brennan, Hazel Bridcut.

To Contact Us:
Phone: 01 6236414
Fax: 01 6208663
Email: info@mdi.ie Website: www.mdi.ie
Email (for newsletter): newsletter@mdi.ie Editor: Hubert McCormack

MDI QR Code
Scan the image on the left with an
iPhone or an Android mobile phone
using any QR code reader to also
access the MDI website.

