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Pictured here is 5 year
old Aaron Delaney (MDI
member from Cork) who
performed at the Feis
Maitiú recently and came
away with a medal for
2nd place.
Nothing is holding back
young Aaron eh?
Congrats from all at MDI.
Feis Maitiú, is a Music and Drama
Festival which is held each year in
the Father Mathew Hall in Cork
City. The Festival takes place each
year from the end of January to the
start of April and provides a platform for performers of all ages to
present their work before experienced professional adjudicators
who assess, encourages and helps
improve performances.
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A Note from the CEO,
Elaine McDonnell

I

would like to take this opportunity to introduce myself to you, the members of Muscular Dystrophy Ireland. I am from Tullamore,
Co. Offaly and am the mother of five children. I worked as a teacher with Laois/Offaly ETB
and was involved in various organisations in the
community, including the Board of Management of
the school my children attended, the Citizens Information Centre, Co. Offaly Childcare Committee
and our local soccer club.

Elaine McDonnell
Chief Executive Officer
Muscular Dystrophy Ireland

Following the birth of my daughter, Aisling, who
has Muscular Dystrophy, I became involved with
MDI. In 2000, a number of families from the area
got together and formed the Midlands Branch of
MDI. I served on the National Council of MDI for
a few years and have been on the Board since
2007. During my time on the Board of MDI, I have
previously been Chairperson and Treasurer, and
was elected as Chairperson again last May. On a
personal level, I have always had great support
from the organisation, from Joe T, all the staff and
the other members.

I am delighted to have been appointed as Interim CEO of Muscular Dystrophy Ireland. I am hoping that I can bring my own lived experience of the condition to the role. I understand what the
organisation has meant to me and to my family and I hope to continue this tradition into the future. The recent past has been a time of great change in this organisation and indeed in the charity and voluntary sector as a whole.
I think it is extremely important to connect with the members and find out what you need from
MDI. To this end, we are enclosing a survey with this issue which I am hoping you will complete.
There will be other opportunities to pass on your views, we are working with Quality Matters to
assist us in implementing a Strategic Plan for MDI and are planning a series of meetings around
the country to meet members and plan the direction the organisation needs to go over the next
few years. MDI has always prided itself on being member led and member driven and that is why
your views are so important. We need to hear from you!!!
I look forward to hearing from and meeting you all in due course.
Elaine.

Elaine McDonnell
Chief Executive Officer
Tel: (01) 6236414 / 6236415
Mobile: 086 1408412
Email: ceo@mdi.ie
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MD Research
and Information News Updates
In these exciting times there are a number of research updates on a weekly basis. It is becoming
more and more challenging to keep up with all of the breaking news. I have compiled a brief digest of the progress in research, both clinical and pre-clinical. Some of the studies are at a very
early stage, whereas others are much closer to the clinic. As always, if you have any questions
on the research in the article below, please feel free to contact me.
Clair Kelly
Information and Research Officer

Research Updates - Research Updates - Research Updates - Research Updates

Spinal Muscular Atrophy (SMA)

U

pdates in SMA research have been
coming quick and fast and a number of avenues have been taken by
researchers to treat the condition.
The first ever treatment for SMA, Nusinersen
(Spinraza) has had approval from the European Medicines Agency since the 30th of May
2017. To date a number of children with SMA
type 1 have had access to the medicine
through an Expanded Access program, meaning that the manufacturer, Biogen, have provided access to the treatment free of charge.
The expanded access program is now closed
to new applicants. The National Centre for
Pharmacoeconomics (NCPE) have not recommended reimbursement at the price submitted
by Biogen as they did not consider the treatment to be cost effective at the price submitted. Biogen are now in price negotiations with
the HSE to approve reimbursement for other
children with SMA Types 1, 2 and 3 aged 0-17
years old. MDI will update members as soon
as we have more information from Biogen or
the regulators.

Meanwhile, the STRIVE clinical trial study will
continue with AveXis assessing the safety
and efficacy of their gene therapy drug, AVXS101 in babies with SMA type 1. Three babies
were given AVX-101 and a four week waiting
period was implemented to evaluate the safety
of the drug before dosing more participants.
The US Food and Drug Administration (FDA)
have reviewed the data for the first 3 babies
and have agreed that the next phase of the
study can begin and more participants can be
recruited.
PTC Therapeutics has also released the clinical data from the first phase of their FIREFISH
study. This is a two part study on babies with
SMA type 1 investigating RG7916, an oral
drug that aims to increase the levels of SNM
protein. The preliminary data release by PTC
has shown that RG7916 was well tolerated
and increased the levels of SNM protein. No
babies in the study have needed a tracheostomy and all babies have retained the ability to
swallow. PTC is currently recruiting for the
second part of the FIREFISH study.
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Duchenne Muscular Dystrophy

R

esearch into Duchenne Muscular
Dystrophy continues at pace with a
number of clinical trials and treatments in development.

Summit Therapeutics has completed dosing
participants in its Phase II Phase Out DMD
trial. Following the previous positive results
from their 24 week interim data, this 48-week
trial, is assessing the safety and efficacy of
their utrophin modulator, Ezutromid, in boys
with Duchenne muscular dystrophy. The preliminary results of the 48 week data is expected to be reported later in 2018.
The Solid Biosciences gene therapy trial remains on hold as a result of a potential safety
concern. The first participant had a reaction to
the gene therapy, but he is reported to now be
doing well. However the FDA has allowed the
high-dose group to be included in the IGNITE
DMD trial.
Pfizer have also started a new gene therapy
trial and the first participant for its US-based
trial was recently dosed. The trial is assessing
the gene therapy PF-06939926 in approximately 12 boys with Duchenne between the
ages of 5 and 12 who are still able to walk. In
addition to safety, the trial will also assess if
PF-06939926 is able to increase dystrophin
protein levels and improve muscle strength.
Sarepta has announced that it will file an application with the FDA by the end of 2018
seeking approval for Golodirsen (SRP-4053)
an exon skipping drug that targets exon 53 of
the dystrophin gene. Sarepta can obtain an
accelerated approval if they can prove that the
drug can significantly increase dystrophin production in people with Duchenne.
Australian company Antisense Therapeutics
has also announced it has received approval
to start a phase II study to test its drug, ATL1102, an anti-inflammatory drug in boys with
Duchenne. The Australian-based trial will be
assessing the safety and efficacy of the drug
in boys aged 10-18 years who can no longer
walk. Participants will receive a single injection
every week for a period of 24 weeks. The
study plans to recruit 10 people.

The FDA has denied an appeal letter from
PTC Therapeutics for the approval of Translarna, however they have informed PTC that
they can apply for an accelerated approval
pathway if it fulfils certain requirements. Similar to the conditional approval in Europe,
PTC will now need to collect further evidence
to show that Translarna is effective. PTC
plans to use its ongoing long-term phase III
clinical trial to collect the necessary data for
the FDA.
Catabasis Pharmaceuticals has announced
further results from their open-label extension
of MoveDMD, a phase 2 clinical trial testing
the safety and efficacy of edasalonexent. Catabasis has reported the drug has been welltolerated and continues to preserve muscle
function at the 48 and 60 week treatment period. The company plan to initiate a global
phase 3 trial in the first half of 2018, with initial
results expected in 2020.
Capricor Therapeutics has announced that
the Food and Drug Administration (FDA) has
granted its cell-based therapy, CAP-1002,
Regenerative Medicine Advanced Therapy
(RMAT) designation. This designation is only
granted to specific therapies, such as cell therapies, that are targeting life-threatening conditions and have shown positive preliminary clinical data. CAP-1002’s RMAT designation
could potentially speed up the approval process of CAP-1002.
Finally Santhera Pharmaceuticals has initiated an expanded access programs in the US
and the UK, for Raxone (Idebenone). This
will allow physicians to prescribe the unapproved therapy to individuals with Duchenne
who meet pre-specified medical criteria. The
drug itself will be free, however other expenses such as transportation will not covered.
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Oculopharyngeal Muscular Dystrophy (OPMD)
Benitec Biopharma has released an update on its oculopharyngeal muscular dystrophy (OPMD)
gene therapy programme. following on from its positive preclinical data, the company is now evaluating the safety of BB-301 in animals. Benitec plans to seek approval for a phase 1/2a clinical trial
to determine if BB-301 is safe and whether it can improve swallowing function in people with OPMD.

Congenital MD

Limb Girdle MD

Santhera Pharmaceuticals successfully completed the first clinical trial of a treatment for
congentital muscular dystrophy. The treatment
omigapil for children and teenagers with COL6
-related or LAMA2-related congenital muscular
dystrophy (CMD) was shown to be safe and
well tolerated. The first phase of the study was
not design to show efficacy, so the benefit of
the treatment is still unknown at this stage.
Santhera are preparing for a phase 2 study

The US Food and Drug Administration (FDA)
has granted Orphan Drug Designation to MYO
-101, a gene therapy for the treatment of limb
girdle muscular dystrophy 2E. This will give the
drug’s manufacturer, Myonexus Therapeutics,
financial benefits that helps lower the cost of developing MYO-101.The company plans to initiate
a Phase 1/2a trial to evaluate MYO-101 later on
this year.

Myotonic Dystrophy
MO Pharma recently presented data from its
trial investigating tideglusib (AMO-02) in teenagers and adults with congenital and childhood
-onset myotonic dystrophy.
The phase 2 study enrolled 16 participants
aged between 13 to 34 years old. Most participants who received the drug had improved
cognitive (brain) function and felt less fatigued
(tired). They were also better at performing day
-to-day tasks and activities. In addition, several
participants showed improvements in autistic
symptoms.
AMO Pharma is planning to further evaluate the
efficacy of tideglusib in larger multi-site clinical
trials in the US, Canada and UK.

Additionally, an international study has found an
association between exercise and symptom onset in people with dysferlinopathies (Limb Girdle
MD Type 2B and Miyoshi myopathy).
As part of the Jain Foundation’s Clinical Outcomes Study (COS), 182 people with dysferlinopathy were asked about their exercise regimes during their teenage years. The questions
focussed on teenage years as this is typically
before symptoms occur, yet old enough for significant exercise regimens to have started.Participants who recalled doing regular, vigorous exercise as a teenager tended to experience symptoms earlier in life than those who
were less active teenagers.This suggests that
teenage exercise levels may influence when
symptoms first arise and how quickly they progress in people with dysferlinopathy. However
further research is needed to confirm this.

Facioscapulohumeral Muscular Dystrophy (FSHD)
Acceleron Pharmaceuticals has announced
preliminary results from its phase 2 trial testing
ACE-083 in adults with facioscapulohumeral
muscular dystrophy (FSHD).

the upper leg by an average of 12.6%, and the
upper arm by an average of 13.2%. The amount
of fat in the leg and arm muscles also decreased.

While these results are promising, they are
based on a small number of patients (23 in total)
and there was no placebo to compare against.
The effect of ACE-083 on muscle strength and
function is also still unknown. This will be investigated in Part 2 of the study. However Acceleron
Acceleron has released data from the Part 1
study. Overall the drug was well tolerated and no have recently received a fast track designation
which will help speed up the development and
serious adverse events occurred. The results
regulatory review of the treatment.
showed that ACE-083 increased the volume of
ACE-083 is a drug that inhibits a family of proteins that negatively regulate muscle growth
(including myostatin). This approach aims to
build muscle mass and improve muscle strength.
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Save the Date!

MDI AGM 2018
The 2018 Annual General Meeting and Conference of
Muscular Dystrophy Ireland will take place on:

Saturday, 23rd June 2018
Midlands Park Hotel
(formally Portlaoise Heritage Hotel)
Jessop St., Portlaoise. Co. Laois

An official notice, agenda and further information
will follow in due course.

Save the Date!
Saturday 6th October 2018
Ensuring Irish Duchenne Patients Have Access To Treatments

Croke Park Conference Centre, Dublin
The Join Our Boys Trust International Conference
Wonderful opportunity to hear from national and international expert including:
Professor Michael Barry
Dr. Elin Haf Daviis
Professor Keith Foster
Dr. Declan O’Rourke
Christopher Jones (Mitchell’s Journey)
We invite patients, parents, clinicians and scientists to
join us in finding the solution to access treatment.

Website: www.joinourboys.org
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Supporting

Muscular
Dystrophy
Ireland

T

hank you to everyone who collected, supported and donated to MDI’s National Collection
Day in selected Tesco stores
nationwide on 4th May 2018. Your support was very much appreciated. All
money raised will go towards MDI's respite support services in 2018.
Pictured above are (left) Transition Year
Students from St Marys College in Dundalk who were a great bunch of pupils
and the support was a great help, and
(top right) Sarah Fox from Dublin who
volunteered in Merrion Tesco in Dublin.

Store

Volunteer / Member / Staff

Ballyfermot:

Clair Kelly (MDI) & her friend Jennifer Murray

Merrion SC
Dublin:

Eoin Robbins (MDI) & Sarah Fox (member)

Dundalk:
Tullamore:
Athlone:
Mullingar:
Maynooth:
Drogheda:
Lucan:
Killarney:
Tralee:

Lynn McGuinness and all her family, Amanda
Gurren (MDI) and the Transition Year Students
from St Marys College Dundalk
Elaine McDonnell (MDI) and Aisling McElligott
Claire O'Callaghan and the O'Callaghan family
Sinead Glennon (MDI) and members Anne &
Aisling Ward
Miriam Thorton and Charlene Loughrey
John O'Brien, Kathy Le Brasse and Aidan
Hodgers
Sheila Murphy (MDI) and Audrey McMorrow
Eileen Mayse and Family
Gillian Tobin and the Flanagan Family

MDI were in 11 stores this year (see list
above) and would like to sincerely thank the following members, volunteers and staff for their
continued support and time.
The total amount raised will be announced soon and will be uploaded to our website
(www.mdi.ie) and published in our next newsletter.

Thank you again to everyone for your continued support
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Ireland Ratifies the United Nations Convention
on the Rights for Persons with Disabilities
On 7 March 2018, the Irish Government passed a motion to ratify the United
Nations Convention on the Rights for Persons with Disabilities (UNCRPD),
therefore agreeing that it will be bound by the terms and obligations contained in the treaty. The Convention came into force in Ireland on the 19th of
April 2018, 30 days after depositing the ratifying instrument with the Secretary General of the United Nations.

What is the UNCRPD?
The United Nations Convention on the Rights of
Persons with Disabilities (UNCRPD) is an international treaty that sets out minimum rights and entitlements for people with disabilities. By signing the
treaty, Ireland is obliged not to act in any way that
is contrary to the aims and purpose of the treaty.
The Irish Government is not currently undertaking
to ratify the Optional Protocol to the UNCRPD
which would allow individuals to make complaints
against Ireland at the UN Committee on the Rights
for Persons with Disabilities. The Government’s
commitment is to get the UNCRPD ratified first,
and look at the Optional Protocol at a later stage.
Therefore, individuals with disabilities will not be
able to make individual complaints to the UN Committee upon Ireland’s ratification of the Convention
itself.

Principles of the UNCRPD
Under the UNCRPD, people with disabilities include people with long-term physical, mental, intellectual or sensory impairments that may hinder
their participation in society on an equal basis with
others. The purpose of the UNCRPD is to promote, protect and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all people with disabilities.
The guiding principles of the Convention include:
respect, non-discrimination, equality and the full

and effective participation of people with disabilities in society.
The UNCRPD is made up of 50 separate articles
covering a wide range of areas including:
• Health
• Education
• Employment
• Access to justice
• Liberty and personal security
• Independent living
• Access to information

Health
Under Article 25 of the UNCRPD, Ireland must
take all necessary steps to ensure people with disabilities enjoy the highest attainable standard of
health without discrimination on the basis of disability.
Ireland must ensure that:
• People with disabilities have access to the
same range, quality and standard of free or
affordable health services as others, including
family planning services
• People with disabilities get the health services
they need because of their disability, including
early identification and intervention
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•
•
•
•

Health services are provided as close as possible to where people live, including rural areas
Health professionals give the same service to
people with disabilities as to others
People with disabilities are not discriminated
against in health and life insurance
People are not refused care or treatment because they have a disability

Education
Under the UNCRPD, Ireland must ensure people
with disabilities have the opportunity to go to quality mainstream schools as part of an inclusive education system.
Ireland must make sure that people with
disabilities:
• Are able to develop their skills and abilities
• Are not excluded from any sort of education
• Have their needs met as far as possible includ-

ing reasonable accommodation of their requirements
• Get proper support to learn, including any nec-

essary individualised supports

Employment
People with disabilities have an equal right to
work. This includes the right to the opportunity to
gain a living by work, freely chosen or accepted in
a labour market, and a work environment that is
open, inclusive and accessible.
Ireland must safeguard and promote the employment rights of people with disabilities by
making laws that prohibit discrimination in all
employment matters including recruitment,
employment and career advancement.
These legislative and policy measures should ensure that people with disabilities:
• Have the same conditions of work as others,

including opportunities, pay, health and safety conditions, protection from harassment
and redress of grievances
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• Have assistance in finding and keeping jobs

and to get better jobs
• Have assistance and support in setting up

their own businesses
• Are employed in the public sector
• Are more easily employed within the private

sector through appropriate measures such
as affirmative action programmes and other
incentives
• Can benefit from reasonable accommodation

being provided for them in the workplace

Access to justice
All persons are equal before and under the law
and are entitled to the equal protection and equal
benefit of the law without any discrimination. Ireland must take all appropriate steps to ensure reasonable accommodation for people with disabilities
is made within the justice and legal systems.
Under the UNCRPD, people with disabilities have
the right to make their own decisions and have legal capacity in the same way as everyone else.
Ireland must provide any necessary supports to
ensure that people with disabilities have these
rights.
Ireland must also have appropriate and effective safeguards to ensure that measures relating to the exercise of legal capacity:
• Respect the rights, will and preferences of

the person
• Are free of conflict of interest and undue in-

fluence
• Are proportional and tailored to the person’s

circumstances
• Apply for the shortest time possible
• Are subject to regular review by an inde-

pendent authority
People with disabilities must have equal rights
to:
• Own, inherit or be given property

• Have a right to join a trade union

• Control their own money

• Can go on work programmes, placement and

• Borrow money in the same way as other

work training

people
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• Not have their homes or money taken away

from them

Liberty and personal security
People with disabilities should enjoy the same level of freedom and safety as everyone else. They
should not be detained unlawfully or arbitrarily and
the existence of a disability shall not justify a deprivation of liberty. If people with disabilities are detained, they should be treated as any other person
under the law and in accordance with guidelines
under the UNCRPD, such as given reasonable accommodation.

Independent living
Under the UNCRPD, Ireland must ensure that
people with disabilities have the same choices
as everyone else about how they live and how
they interact with their communities. Ireland
must take effective and appropriate measures
to ensure that people with disabilities enjoy
these rights, along with full inclusion and participation in the community.
Under the UNCRPD, people with disabilities can
choose:
• Where and with whom they live and are not

obliged to live in a particular living arrangement
• From a range of different in-home, residential

and community support services, including
personal assistance
• From the same range of services as other

Ireland must also take steps to make sure people
with disabilities can get around as independently
as possible. These steps may include facilitating
the personal mobility of people with disabilities
through quality mobility aids and affordable assistance.

Implementation of UNCRPD in
Ireland
Ireland should have one area of government
dealing with matters relating to its implementation, and all other areas of government should
co-ordinate with this area.
There must be a framework, to promote, protect
and monitor the implementation of the Convention.
Citizens, particularly people with disabilities and
their representative organisations, should be involved and should participate fully in this monitoring process.
In Ireland, the main policy objective for people with
disabilities is that people should be supported to
lead full and independent lives, to participate in
work and society and to maximise their potential.
The Government has set out plans to achieve
these objectives in various policies and strategies
including the National Disability Inclusion Strategy
2017–2021 and the Comprehensive Employment
Strategy for People with Disabilities 2015–2024.
These strategies and policies are underpinned by
a range of existing legislation. In addition, several
pieces of upcoming legislation aim to ensure that
Ireland’s obligations under the UNCRPD are fully
met.

people, and can expect those services to be
responsive to their needs

The Disabled Drivers Association of Ireland (DDAI)
are hosting a

Disabled Drivers Motor Show & Conference
Venue:

The Shelbourne Hall, RDS, Dublin
Friday 16th and Saturday 17th September 2018
The event will provide information about motoring with a limited mobility and will cover key topics
such as choosing, buying and adapting the right vehicle and financial supports available.

The show and conference are open to all and admission is FREE.
For more information visit www.ddai.ie
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Editor’s Introductory piece for the article below entitled “Operation Enable”

T

he article below, entitled “Operation Enable” was taken from the most recent edition of the Irish
Wheelchair Association’s newsletter “Spokeout”. Operation Enable is a multi-agency awareness
campaign to remind motorists to respect disabled parking bays, and permit holders to respect the
conditions attached to their permits.
As a background to this campaign, we have included this article in our newsletter also, firstly because of
the importance of creating further awareness of this new initiative which will obviously benefit thousands of
disabled motorists and passengers nationwide (many of whom are MDI members) and secondly, to inform
our readers that the disabled motorist in question who initiated the opening conversation with Sergeant
Peter Woods (referred to in this article) was none other than MDI’s Jimmy Murray. Jimmy, who currently
works as part-time receptionist in MDI’s Head Office, has been involved with MDI for over 35 years and is
a former Chairperson, Secretary and Board member of MDI.
Some years back, Jimmy set up a Facebook page entitled “Disabled and Limited Mobility Parking Bays” to
help highlight the abuse of and illegal parking by non
-disabled motorists in disabled parking bays throughout the Republic of Ireland. This Facebook page
now has over 5,200 followers and individuals can
post photos of illegally parked cars on this social media platform and comment on same.

Jimmy Murray

In December 2016, Jimmy approached Sergeant
Woods in a west Dublin suburb to inform him about
an illegally parked car in the area, a discussion initiated and as the say, the rest is history! Because of
the ongoing foresight and campaigning by Jimmy
Murray and the sheer interest and actions of Sergeant Peter Woods since their initial meeting, I think
it can be safe to assume that credit should be afforded to both men for the part they played that ultimately led to the establishment of Operation Enable.

Operation Enable
Operation Enable, a multi-agency awareness
campaign to remind motorists to respect disabled parking bays, and permit holders to respect the conditions attached to their permits,
is being extended nationwide. Anita Matthews
(from IWA’s Spokeout) talks to the man behind
the campaign, Sergeant Peter Woods.

F

ollowing a conversation with a disabled
motorist in December 2016, Sergeant Peter Woods from Dublin Metropolitan Region
Traffic Division in Dublin Castle decided to put together an operation to address the difficulties
caused by the misuse of disabled parking bays
and parking permits in the Dublin City area. "The
role of the Garcia Traffic Division is to oversee all
road traffic enforcements and legislation," he ex-

plains. "After the conversation I had with a local
motorist with a disability, who highlighted the difficulties he experiences to me, I decided to engage
with IWA and the DDAI [Disabled Drivers Association of Ireland] to see where An Garda Síochána
could assist with the enforcement of the legislation
associated with illegally parking in a disabled parking bay, and also with misusing the parking permit."
The campaign, titled 'Operation Enable', was
launched in the Dublin Metropolitan Region (DMR)
in March 2017 and is a multi-agency initiative between An Garda Síochána, IWA and the DDAI, the
two official agencies who administer the Disabled
Drivers Parking Permit on behalf of the Department of Transport.
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Following the success of the campaign last year in
the DMR, the initiative is now being extended nationwide, and will include all divisions of An Garda
Síochána Traffic Divisions in the coming months.
Sergeant Peter Woods explained that misuse of
the parking permit is, unfortunately, a frequent issue, "Many of the motorists prosecuted during
2017, had been using the parking permit of a relative or friend when the person with the disability
was not travelling in the vehicle with them. This is
a serious offence and results in the ceasing of the
permit, a court appearance for the driver of the vehicle, and a fine ranging from €500 - €1,000."
In 2017, there were 62 permits seized for fraudulent use nationwide: 53 of those were seized in the
DMR; seven in Cork; one in Galway; and one in
Tralee.
Sergeant Woods was recently awarded a 'Leading
Light s Award ' by the Road Safety Authority (RSA)
for his work on Operation Enable. His nomination
for the Award was made by Tony Maher, IWA
Transport Manager, who commented, "Operation
Enable is an ongoing initiative, but since its inception in March 2017, it has proven hugely success-

ful in apprehending offenders abusing the permit
system and in raising public awareness on the importance of the facilities provided for disabled motorists. We see Operation Enable as the most significant development taken to address this problem
and it is very successfully sending a clear message to would-be offenders that they risk prosecution."
Alongside Operation Enable, the Department of
Transport is raising the fixed charge for the offence
of illegally parking in a Disabled Parking Bay from
1st March 2018 from €80 to €150. The off ender
will have the usual 28 days to pay the fine. If it is
not paid within those 25 days, the fine will increase
to €225 and the offender will have a further 28
days to pay. If the fine is still not paid, a district
court summons will follow.
Gardai remind motorists it is an offence to forge or
fraudulently alter any permit, or fraudulently lend to
or allow a permit to be used by any person other
than the holder. An offence of this nature is subject
to a maximum fine of €3,000 and/or six months'
imprisonment.
Taken from the Spring edition of IWA’s Spokeout.

Sergeant Peter Woods from Dublin Metropolitan Region Traffic
Division who received a 'LeadingLights Award' for his work on
Operation Enable
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Recognition of an outstanding academic
achievement by an MDI Member from Laois
Last April MDI members Pearse and Carmel McNicholl from Laois sent us in the following article
about their daughter Aiofe who was presented with a Chancellors medal on 29th March at a ceremony in DCU in recognition of her outstanding academic achievements and contribution to university life. On behalf of Muscular Dystrophy Ireland, we would like to congratulate Aoife on such
a fabulous achievement. You are an inspiration to all.

Aoife being presented with
the Chancellors medal by
Dr Martin McAleese

Aoife was presented the Chancellors medal by Dr
Martin McAleese the current Chancellor of DCU at
the Spring graduation conferring ceremony on
29th March. This medal, which is not awarded
every year, is presented in recognition of
outstanding academic achievement and
contribution to university life. Aoife was the first
ever recipient from the school of Psychology.
Below is an extract from the citation read out
during the ceremony.
Aoife Mc Nicholl, A DCU Academic Award Recipient and DCU Sports Scholarship Recipient, was
awarded the highest and most outstanding overall

Aiofe pictured with Dr McAleese and the academic
staff from the school of Psychology.

final year grade in her graduating class. She consistently attained H1 in all pillar modules within
psychology, demonstrating her knowledge base,
mastery and critical evaluation of each of the core
areas of Psychology. During an internship on the
DCU ACTicare Project in 2016, she demonstrated
insight and a skillset at a standard expected at
Level 9, with her independent research work winning her the UGSI School of Nursing & Human
Sciences outstanding performing Merit Award
2016 and peer recognition with her award winning
presentation at the 8th National Dementia Conference for her team work on the FP7 funded, DCU
led project INMIND. Her Final Year Thesis : “Job
Seeking Behaviour for Those with Mobility Issues”,
under the supervision of Prof Pamela Gallagher,
demonstrated her deep appreciation of the vital
importance of translational research and the value
of working with key stakeholders, such as Muscular Dystrophy Ireland and the Irish Wheelchair Association, amongst others. Aoife plays a vital role
in the social life of the University and was pivotal
to the setup of the DCU Powerchair soccer team
(DCU STORM).
Some of Aoife’s outstanding sporting achievements include: Representing Ireland in Powerchair
Football at the World Cup in 2011 & 2017 and in
the 2015 European Cup. In 2015, she won
"football for all" player of the year at the FAI 3
Awards.
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MDI Siblings Day 2018
Most typically developing children love their sibling
with special needs. Yet they may also resent how
much of their parents’ time is taken up by caring
for their sibling or feel embarrassed about their
sibling’s behaviour.

On Friday the 6th of April, the first Siblings Day
took place. Activities included Drama therapy in
the morning in the Midlands Park Hotel, followed
by lunch and fun activities in Roll n Bowl in
Portlaoise.

Typically developing siblings may be lonely because they don’t have peers who have siblings
with special needs. So they feel different when
their friends ask “what’s wrong with your sister?”
Some children also feel self-conscious about their
sibling with special needs, and aren’t sure when or
how to tell their friends about him/her. Others feel
uncomfortable inviting friends over because they
are unsure of how their friend or sibling will react.

Drama therapy is the use of theatre techniques to
facilitate personal growth and promote mental
health. It is also a treatment approach that provides a theatrical platform for people in therapy to
express their feelings, solve problems, and
achieve therapeutic goals.

Some typically developing children are expected to
help care for their sibling with special needs from a
young age, even if that sibling is older.
For these reasons, MDI is developing a sibling
support programme to help create a safe space for
siblings to connect and express their feelings.
They will also build friendships and gain support
from their peers. This is the first stage in the programme; it is a pilot day to see if there is interest
from siblings to attend days without their siblings
who is an MDI member. It gave us a better idea of
what activities will suit different ages also.

Young participants at the MDI
Siblings Day in Portlaoise

The primary goal of drama therapy is to provide
people with a safe and secure experience that encourages the full expression of their emotional
voice through playful, dramatic activity. The desired outcome of drama therapy is different for
each participant, but the fundamental model is designed to promote healing and growth through the
use of role playing and dramatic interactions. As a
practice, drama therapy aims to do the following:
•
•
•
•
•

Promote positive behavioural changes
Improve interpersonal relationship skills
Integrate physical and emotional well-being
Achieve personal growth and self-awareness
Improve overall quality of life
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At the Roll n Bowl, participants were given the choice of
activities before the day. We had lunch and then Roller Disco/
Indoor Soccer. This was followed by Laser Tag.

Participants were asked about their day:
Participants on the day were from different parts of Ireland and
aged between 6 and 12 years old. Positive feedback was received from everyone who attended with comments such as:
“Good, Educational”, “Amazingist day! It was so cool and good
activities”, “Grand”, “Best Day Ever!”, “Great, Amazing, loved
it!”, “Fun”, “Great, my favourite part was the leader game”, “I
liked the leader game and actions” and “Today was great because I finally got to do something I could do. My brother is in
a wheelchair so we always have to do something he can do
but today we could do something I wanted to do”.

What happens next?
MDI Youth Workers are working with staff from the Central
Remedial Clinic (CRC) to develop and organise a “Sibshop”
type of event during the summer holidays 2018. This type of
national siblings event should take place annually as close to
10th April, as this is international siblings day.
A siblings day with siblings and members could happen during October holidays, providing three events
during the year for siblings.
For more information contact your local MDI Youth Respite Worker or phone MDI on (01) 6236414..

Writers Group in Ballincollig raise over €2,400 for MDI
Many thanks to Diana Cassidy and all the members of the writing group ‘Litwrits’ in Ballincollig,
Cork who raised the tremendous amount of €2,449.70 from the sale of their second book ‘More
Tales from the White Horse’s’. The book was a great success and we at MDI really appreciate the
support and fundraising efforts from the group. Many thanks to Diana (centre, with the hat!) and
all from Litwrits for your ongoing support.
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Remembering Passed Members

A

s many of our members and readers will
already know that
living with a neuromuscular condition often brings
with it many challenges both
physically and emotionally, but
thankfully if the right supports
and services are in place, people with muscular dystrophy can
live full and active lives. However, another aspect of living with
a long term disability sometimes
results in a reduced lifespan and
while we all must eventually
face our demise, sometimes
people must face this sooner
than expected because of underlining conditions.
Sadly MDI lose some members
every year and over the past
few years in particular many of
us from MDI have experienced
such loss with the passing of
our CEO, Joe T Mooney and
former Board Members: Judy
Windle, Florence Dougall and
Martin Naughton. Additional
losses also extend locally
amongst our branches and
membership nationally.
After receiving a number of requests over the past few years
from bereaved parents and siblings to acknowledge and remember our passed members in
the MDI newsletter, we have
decided to include a memorial
space in every future issue.
The most recent request for
such a space was from a member’s sibling in Dublin, Erica
O’Driscoll (whose brother Stephen passed away in October
2017). Stephen and his family
were very active members of
MDI and were involved with our
organisation for over 25 years.
Stephen had made some good
friends over the years through

(Dublin). Jack O’Brien (Wexford)
and Mary McBride (Donegal).
We would like to extend our
deepest sympathies to the families and friends of the above
members and indeed to all bereaved members of MDI and to
remind you that MDI will always
be here for you should you require any support or information
in the future.

Stephen O’Driscoll

his participation in the MDI
Camps and Youth Clubs and he
and his family were always
great supporters of various MDI
fundraising and awareness activities.
Sadly, since January we at MDI
have been notified of the passing of another six members this
year. We remember: Fintan
O’Reilly (Cavan), Gearoid
O’Donnell (Cork), Adam Cosgrave (Meath), John Molloy

In the Autumn 2017 edition of
our newsletter, you may also
remember reading about a new
memorial space which was
erected on the grounds of MDI
Head Office (outside the entrance to our “Home from
Home” Apartment). The space
consists of a beautiful mother
and child water feature (donated
by the family of Florence
Dougall), a solid wrought iron
bench, a handcrafted sandstone
rockery with some nice plants
and most recently, an engraved
plaque with appropriate wording
(which was installed above the
fountain) to remember all
passed members of MDI.
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In addition to the plaque above the fountain, a second
memorial plaque was fitted near the main entrance to
our offices in memory of former CEO Joe T Mooney.
The plaques and all other aspects of this memorial
space were funded by donations received to MDI (in
lieu of flowers) after Florence’s (Flo’s) funeral as well
as a substantial donation to MDI by the Farquharson
family (other long-term members of MDI).
In the coming weeks, we plan to invite friends and representatives from the Dougall and Moony families to
our offices in Chapelizod for an unveiling of both these
plaques and for some light refreshments. And indeed, all members and friends are welcome to call in
to our offices (during office hours) for a “cuppa” and to
visit this space, share stories and chat about memories etc. We look forward to welcoming you.

Variety Concert in Cork raises
€5,000 for MDI
On Friday 13th April last, Caoimhe Forde from Cork held a Variety Concert in
memory of her brother Ciaran who passed away over three years ago. The
night was an amazing success and raised €5,000 for Muscular Dystrophy
Ireland. The following is an extract which Caoimhe posted on Facebook to
acknowledge and thank everyone for their support and generosity in helping
to make this event such a huge success.

Caoimhe’s Facebook
post: 14th April 2018:
What a night! Honestly it couldn’t have gone better!
A massive thanks again to everyone who travelled near and far
to my Variety Night in Memory
of Ciarán in aid of Muscular
Dystrophy Ireland last night!
I’m so thankful for all the local
talent, from singers to dancers
and musicians, ye were unreal.
To our amazing presenter... comedian and author of the ‘Irish
Mammies’ books, Colm O’Regan who travelled all the way
down from Dublin without a
complaint. Special Guests
Stephanie Rainey and Gary
Keane, Conor O’Donohoe and
David Whelan of Dublin band
Wild Youth and their manager
Niall Morris. The actual nicest
bunch of people! They really
tied to show together.

This event wouldn’t have been
possible without the help of
such amazing people ... To PR
and Fundraising Coordinator at
MDI Amy Bramley, for emailing
back and forth for months - I
really couldn’t have completed
this without her! To Mary Rose
O’Driscoll, (who was Ciarán’s
Youth Worker since he was
four, and who is still a massive
part of our lives) who helped out
so much! To Dick O’Sullivan on
lights and Trevor Osborne on
sound ... We wouldn’t have had
a show without him!
To Cork Radio C103 for having
me on work experience for the
week and letting me have a chat
on #CorkToday with Patricia
Messinger.
To all the businesses and individuals who sponsored spotprizes... at least we can say we
had enough…

Ciaran Forde

To Principal John Murphy for all
his help, the use of the hall and
providing tea, coffee and sugar.
To Vice-Principal Niall Collins
for his massive contribution with
helping towards this special
night, couldn’t have done it without you either!
To everyone who baked all the
highly complemented buns and
cakes for the interval, (which I
never got to try!). To all who
served teas and coffees and to
Kanturk Creamery for donating
milk!
To my friends for helping out
and selling out all the raffle tickets!!!!
To my family, for just being the
best.
And last but not least.... To
Ciarán, Keith, Tommy, Jack,
Neil, Christian, Joe and Marc
THANK YOU
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Foróige Club in
Ballydehob, West Cork
raise over €2k for
Muscular Dystrophy
Ireland

O

n 31st March last, the Aughadown
Foróige Club in Ballydehob, West
Cork hosted a Coffee Morning for
three charities: Muscular Dystrophy Ireland (MDI), West Cork Rapid Response
(Jeep for Jason) and Anam Cara. This event
(which was held in memory of a young MDI
member, Brian Young who sadly passed away
in December 2017) raised over €6,000 in total,

which was an absolute amazing achievement
and in turn MDI were presented with a cheque
for €2,070 for MDI. We would like to thank the
members and supporters of the Aughadown
Foróige Club and Brian’s family for nominating
MDI as one of the chosen charities and your
donation to us from this event will go towards
funding our respite support services.

Pictured on the day with members of the Aughadown Foróige Club who organised the coffee
morning are (2nd from right) Lynne Dennehy (MDI Family Support Worker, Sothern Region) and
(right) Mary Rose O’Driscoll (Youth / Respite Support Worker, Sothern Region).
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Photos from recent youth activities

Newsletter of Muscular Dystrophy Ireland
Updates on research, information, fundraising, social activities and upcoming events.
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To donate to MDI by text message
at anytime you can also

Text MDI to 50300
to donate €2.00
We would really appreciated your support.
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:
20012038
Directors: Grace Greene, Hazel Bridcut, Ephraim Purcell, John Roche, Garry Toner, Tom Nolan (Co
(Co--opted).

To Contact Us:
Phone: 01 6236414
Fax: 01 6208663
Email: info@mdi.ie Website: www.mdi.ie
Email (for newsletter): newsletters@mdi.ie Design / 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.

