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Research News
MDI recently approved research funding to Dr. Bryan Lynch, Consultant Paediatric Neurologist, towards
the cost of a research registrar who will be based in the CRC in Dublin. This registrar will attend neuromuscular clinics to assist in the care of children with neuromuscular conditions. They will also aim to carry
out audits and implement protocols for the management of neuromuscular conditions, e.g. steroid treatment, respiratory management, cardiac management, orthopaedic management. In doing this they would
hope to link with the North Star database in the UK to ensure that the CRC is providing a high standard
service. They would also aim to liaise with international research centres.
The post is currently funded for one year, jointly by MDI and the CRC research foundation. The registrar,
Dr. Niamh Ni Shuilbhne, who is filling the post in September has a lot of experience working with children
with neuromuscular conditions, including some time spent with Prof. Francesco Muntoni, a leading neuromuscular specialist in London.
We look forward to September and will let you know more after they settle into their new role.

MRCG / HRB
Joint Funding
Scheme
Prof. Kay Ohlendieck, NUI
Maynooth, recently submitted a research proposal to MDI which has
been sent to the Health Research
Board (HRB) for consideration under the Medical Research Charities
Group / Health Research Board
Joint Funding Scheme. This proposal follows up on the article in
the last MDI newsletter, in relation
to Prof. Ohlendieck’s collaboration
with Prof. Steve Wilton in Australia, who was instrumental in developing exon skipping as a potential
therapy for Duchenne muscular
dystrophy. If successful, Prof. Ohlendieck’s research would be
funded jointly by MDI and the
HRB. We will find out later in the
year if this project is picked for
funding by the HRB.

Myotonic Dystrophy
Information Day
MDI is holding an information day for
people with myotonic dystrophy, their
families, friends and health professionals on Saturday 26th September 2009
in the Clarion Hotel, Liffey Valley,
Dublin. We will have a number of excellent speakers, including Dr. Ronan
Walsh, Consultant Neurologist, Prof.
Richard Costello, Consultant Respiratory Physician, and Margaret Bowler
from the Myotonic Dystrophy Support
Group in the UK.
Further information will be sent out in
due course and we look forward to
seeing you there.

MDI - Annual General Meeting - Summary of Speakers Presentations
23rd May 2009

Prior to the AGM on Saturday 23rd May 2009, three
speakers addressed the members of Muscular Dystrophy Ireland. We would like to thank Prof. Kay Ohlendieck from NUI Maynooth, Dr. Deniz YilmazerHanke from University College Cork, and Natasha
Spremo, Assisted Living Coordinator from the Irish
Wheelchair Association for their very interesting and
informative presentations. A summary of all three
presentations are featured on the following few pages.
Photo details:
Caroline Lewis (NUI Maynooth).Karen Pickering (MDI),
Prof. Kay Ohlendieck, (NUI Maynooth) and
Dr. Deniz Yilmazer-Hanke, University College Cork
First Presentation:

Prof. Kay Ohlendieck, NUI Maynooth
Exon Skipping Therapy
Prof. Ohlendieck is Head of Biology in NUI Maynooth and has received several research grants from MDI over the last number
of years. Along with his student, Caroline Lewis, he has recently completed the second year of the MDI funded project
“Identification of Novel Biomarkers in Dystrophic Heart and Muscle Fibres Using Comparative Proteomics”. Prof. Ohlendieck
was featured in the Irish Times in January 2009 due to his collaboration with Prof. Steve Wilton from the University of Western
Australia, who was instrumental in developing the exon skipping technique as a potential therapy for Duchenne muscular dystrophy. This presentation focused on that collaboration.
Prof. Ohlendieck began with a run through of the biological basis of Duchenne muscular dystrophy. Diagnostic criteria include
clinical indications, such as progressive symmetrical muscle weakness with symptoms beginning before five years of age and a
drastic increase of marker enzyme activity. An examination of the muscle would show abnormal variation in fibre diameter, necrotic and regenerating fibres, an increase in connective and fatty tissue, and central nucleation. There would be an absence of
dystrophin Dp427 from most fibres. The gene for Duchenne
MD is found on the X chromosome at Xp21. Different genetic mutations lead to Duchenne or Becker muscular dystrophy and result in abnormal expression levels and/or molecular size of the dystrophin protein. This is demonstrated
on the graph on the left.
There are several sites where there could be potential therapeutic intervention. You could target the genetic defect with
gene therapy, the lack of dystrophin protein could be targeted with cell therapy, and the drastic reduction in dystrophin associated elements could be targeted with drug therapy. Exon skipping would lie between the gene and cell
therapy techniques. The idea behind this technique is to use
an antisense oligonucleotide (a molecular patch) to skip
over the mutation in the dystrophin gene, which would result in some functional dystrophin being produced, as in
Becker MD.
Primary genetic rearrangements or nonsense mutations in
the dmd-gene have, besides triggering a loss in dystrophin,
severe downstream effects on many different proteins. Identifying this altered pattern in protein expression could lead
to the identification of novel biomarkers, which could be
useful in the diagnosis of muscular dystrophy and in evaluating the effects of potential therapies by studying biomarker expression levels before and after treatment.

decreased cellular stress. This was demonstrated by studying
two particular marker proteins. The first, adenylate kinase,
which is a biomarker of metabolism in muscle fibres, recovered
in the exon skipping-treated dystrophic diaphragm, and the
second, cvHsp (cardiovascular heat shock protein), which is a
biomarker of stress response in muscle fibres, decreased.
The diagram below concluded Prof. Ohlendieck’s presentation

The proteomic profiling of control muscle, dystrophic muscle
and treated muscle showed that exon skipping results in the
recovery of key metabolic and ion-regulatory enzymes and
Second Presentation

Dr. Deniz Yilmazer-Hanke, University College Cork
Contribution of the Inflammatory Reaction in the Muscle in Duchenne Muscular Dystrophy to Depression: Development of New Treatment Properties
Dr. Yilmazer-Hanke was awarded funding from MDI at the end of 2008 for this research project, which has just begun, so this
presentation was an introduction to what she intends to carry out over the two year duration of the project.
Dr. Yilmazer-Hanke looked at the role of inflammation. As skeletal muscle degenerates in muscular dystrophy, muscle tissue is
replaced by fatty tissue and white blood cells infiltrate the muscle. Inflammatory markers such as creatine kinase (CK), interleukin 6 (IL-6) and tumor necrosis factor-alpha (TNFa) are increased with muscle damage and lead to muscle damage.
There is evidence for the role of inflammation in depression. In depression, you can find increased IL-6 in the blood, and increased stress hormones but loss of sensitivity. Antidepressants improve mood and also reduce IL-6. New research has shown
that not only do they reduce IL-6 but antidepressants can improve the course of heart disease, rheumatism and inflammatory
bowel disease. The question then is, is there is a contribution of inflammation to mood changes in muscular dystrophy? People
with muscular dystrophy can experience fatigue, apathy, high anxiety levels and depressive signs. This could be a reaction to
dealing with insecurity and fear around having the condition, but it also might be a bodily response with inflammation in the
muscles leading to depression. The working hypothesis therefore, is that treatment with antidepressants would reduce the levels
of CK, IL-6 and TNFa and that this would then decrease the muscle damage. The aims of the project are:

1. To establish the relationship between muscle damage, inflammation and mood disturbance
2. To treat and identified mood disturbance with antidepressants
3. To monitor muscle damage and inflammation during antidepressant treatment.
In a model of Duchenne muscular dystrophy, methods will include behavioural testing for anxiety and depression, treatment with
antidepressants vs. non treated groups and measurement of inflammatory markers.

Alongside this, there will be measurement of depression in people with muscular dystrophy correlated with inflammatory
markers in the blood. In order to survey people with the condition, the first step will be an application to the Clinical Ethics
Committee. Following their approval, there will be a cross sectional clinical study. Antidepressant treatment will only be
given if clinically indicated. The design of the study will be:
First visit:
• Participants come in for blood test
• They receive a clinical examination
• They fill in a questionnaire
• If signs of depression are indicated there is a thorough interview
• If depression is confirmed, antidepressant treatment can be
started.

Second visit:
• Participants come in for blood test
• They fill in a questionnaire
• There is a follow up of their depression.

To conclude, Dr. Yilmazer-Hanke said that antidepressant treatment has the potential to improve the course of muscular dystrophy. This hypothesis will be tested in a model and preliminary analysis in people with the condition. The aim is not to find a
cure for muscular dystrophy, but to relieve symptoms.
Third Presentation

Natasha Spremo, IWA
The IWA Assisted Living Service
Natasha Spremo is the Assisted Living Coordinator in the
Irish Wheelchair Association. She began her talk with a brief
history of the IWA. It was set up in 1960 by people with disabilities. In 1983, the IWA successfully lobbied for the first
in home care service for people with disabilities and their
families and in 1994 they began to provide Personal Assistant
services in the Dublin region. In 2004, the Assisted Living
service was rolled out nationally.
The aim of the Assisted Living Service is:

• To provide the service of a Personal Assistant to people
with a physical or sensory disability

• To provide this service to individuals in their homes and
•

communities, facilitating them to have access to education, employment and community participation
Services are delivered in a manner which ensures the
person with the disability exercises maximum control
over how their services are organised.

The IWA provides two types of Assisted Living Service; a
supported service and a self directed service. The supported
service would be the first service offered to people with disabilities. In this service, the Service Coordinator takes responsibility for some or all of the management, delivery and
operation of the service. The level of responsibility that the
individual has is discussed and agreed at the commencement
of the service. In the self directed service, the person with the
disability acts as the “Leader” or line manager. This involves
recruiting their own personal assistants, organising their
weekly rosters, returning their timesheets, ensuring that
Health and Safety and training needs are met, arranging holiday cover etc. It involves ongoing communication between
the Leader and the Assisted Living Service’s team. Currently
in the eastern region there are 247 service users and 300 personal assistants in the supported service and 58 Leaders with
198 personal assistants in the self directed service.

The tasks undertaken by personal assistants vary widely depending on the needs of each individual but they may include
some of the following:
• Assistance for access to employment or education
• Social support, e.g. trips to shops, the bank, social events,
outings etc
• Essential overnight / weekend services
• Personal care, including showering, bathing, toileting,
transferring to bed / wheelchair
• Essential cooking, feeding and domestic support.
The IWA liaises regularly with a group of Leaders to discuss
areas that impact on the service or changes that occur. The
Leader Consultative Group acts as an advisory group to relay
issues or concerns that Leaders may have.
Referrals for the Assisted Living Service can come from the
person themselves or the community and voluntary sectors,
e.g. other agencies, public health nurses or social workers.
The Disability Manager of the Local Health Office may request the provision of a service. With funding restrictions at
present, referrals are only being accepted from Disability
Managers, so people requiring the service are advised to contact their local Disability Manager.
The strategy for the IWA Assisted Living Service from 20082011 is to maintain the current level of service and seek increased funding, to continually improve the standards, availability and quality of the service nationally, and to develop a
model of Assisted Living for groups not currently in a position to avail of the service, e.g. those aged over 65 years.
For more information, please contact
Karen Pickering, Information Officer,
Muscular Dystrophy Ireland
01 8721501 or email karen@mdi.ie

Disability Factsheets
The Citizens Information Board (CIB) publishes a wide range of factsheets to ensure that the public has
access to accurate, up to date and comprehensive information on rights and entitlements. Due to ongoing requests etc from members regarding information on disability issues and for members who do not
have internet access, MDI has decided to include a CIB factsheet on various disability issues in our next
few newsletters. This factsheet provides information on Supports and Entitlements for Carers.
To view a full list of factsheets online visit: http://citizensinformationboard.ie/publications/

DISABILITY FACTSHEET 4

Support & Entitlements for Carers
Some people with disabilities may need full-time care and
attention. If you are caring for someone with a disability, you
may qualify for a carer'
s payment such as Carer'
s Benefit
(based on PRSI contributions) or Carer'
s Allowance (which is
means-tested). You may be entitled to a half-rate Carer'
s Allowance if you are receiving certain other social welfare payments and taking care of someone with a disability. The
Health Service Executive (HSE) pays a Domiciliary Care Allowance to people who take care of a child with a disability.
Carers may also qualify for an annual Respite Care Grant,
which allows them to take a break from their caring duties.
Carers can also take unpaid leave from work for up to two
years to care for someone in need of care and attention.

Carer’s Benefit

A short-term payment made to insured people who leave employment temporarily to care for someone who needs fulltime care.

How do I qualify for Carer's Benefit?

You must have 156 PRSI paid contributions in Class A, B, C,
D, E or H and:
• 39 contributions paid in the relevant tax year, or
• 39 contributions paid in the 12 months immediately before the start of Carer'
s Benefit, or
• 26 contributions paid in the relevant tax year and 26 paid
in the relevant tax year prior to that
You must leave employment (of at least 32 hours a fortnight)
to look after someone with a disability in need of full-time
care. You must have been employed for at least eight weeks
in the six-month period prior to starting full-time caring duties. If you are self-employed and paying Class S PRSI contributions, you are not eligible for Carer'
s Benefit.

Carer’s Allowance

This is a long-term means-tested payment for carers on low
income who are looking after someone in need of full-time
care because of age, physical or learning disability or illness,
including mental illness.

How do I qualify for Carer's Allowance?
You must be aged 18 or over and satisfy both a means

test and a habitual residence test. You must be living with the
person you are looking after, or be providing full-time care
and attention to a person who is not living with you. The person you are caring for must be aged 16 or over, require fulltime care and attention for at least 12 months (medical certification is required) and not normally be living in a hospital,
home or similar institution. They can be under the age of 16 if
a Domiciliary Care Allowance is being paid. You may still
receive Carer'
s Allowance if you are over the age of 66 and
satisfy the conditions. If you are aged over 80, you are entitled
to an Over-80 Increase on top of your payment.

Caring for more than one person

An additional payment of up to 50% of the maximum personal rate is paid to carers who are providing full-time care to
more than one person.

Other payments & half-rate Carer's Allowance

From September 2007, if you are getting certain social welfare payments in your own right, you may keep your main
payment and get an extra half-rate Carer'
s Allowance. These
payments include all the disability payments – although you
must meet the criteria for caring and be fit to care. Note that
the new half-rate Carer'
s Allowance is not payable with Jobseeker'
s Benefit and Allowance, Back to Work Allowance, or
Supplementary Welfare Allowance.
If you are being claimed for as a qualified adult on your
spouse/partner'
s social welfare payment (with the exception of
Supplementary Welfare Allowance) and you are providing
full-time care to another person, you may apply for half-rate
Carer'
s Allowance and retain your current increase for a qualified adult in full.

Domiciliary Care Allowance

This is a monthly means-tested HSE payment (due to transfer
to the Department of Social and Family Affairs (DSFA)). It is
made to the parent or carer of a child with a severe disability

and is based on the child'
s means. This means test will be removed when the payment is transferred to the DSFA.

Carer’s Leave

children may qualify for Disability Allowance in their own
right). The allowance is not payable for a child living in institutional care. A reduced payment in respect of time spent at
home (holidays, for example) is paid for children who normally live in special schools or institutions.
If you are getting a Domiciliary Care Allowance while caring
for a child, you may also be eligible for Carer'
s Allowance or
Carer'
s Benefit and a Respite Care Grant.

How do I qualify for Carer's Leave?

How long can I get Domiciliary Care Allowance?
The allowance is paid until the child reaches 16 (at 16,

You may be able to take temporary unpaid leave from employment to care for someone who needs full-time care. This
is called Carer'
s Leave.

Respite Care

The Carer'
s Leave Act provides for employees to take leave to
care for an incapacitated person while preserving their employment rights. In order to get the leave, you must have been
in continuous employment for at least a year. The leave is
unpaid but many of the employees concerned are likely to
qualify for Carer'
s Benefit. If you take Carer'
s Leave but do
not get Carer'
s Benefit or Allowance, you are entitled to
Carer'
s Leave credits (credited PRSI contributions) for each
week taken, up to a maximum of 104 weeks (2 years).

Respite care is provided at a number of locations around the
country. The purpose of respite care is to give carers a break
from their caring duties. Respite care can cover very shortterm respite such as a few hours, or a much longer arrangement such as for a holiday. The person being cared for may be
admitted to a public nursing home or public acute hospital for
a period of up to two weeks.
Respite care is organised through your public health nurse or
your GP. It is advisable to book as far in advance as possible
as demand exceeds the supply of beds. For further details
about how to apply for respite care and a list of respite care
facilities, contact your Local Health Office, public health
nurse or your GP.

Respite Care Grant

A Respite Care Grant is paid automatically by the Department
of Social and Family Affairs in June each year to all carers
getting Carer'
s Allowance, Carer'
s Benefit, Prescribed Relative Allowance or caring for someone who gets Constant Attendance Allowance. It is also payable to anyone providing
full-time care to an older person or a person with a disability,
regardless of the carer'
s means. The carer must not be working
outside the home for more than 15 hours per week or getting
an unemployment payment (because they would have to be
available for full-time work). A grant is paid for each person
being cared for.
The HSE pays Respite Care Grant to those getting Domiciliary Care Allowance and no other carer'
s payment. You will
not get a grant if you are on a reduced Domiciliary Care Allowance unless the child has spent at least six months, in total,
of the previous 12 months at home. The HSE does not pay a
Respite Care Grant for more than two people.

Homemaker’s Years/Credits

You may be able to avail of the Homemaker'
s Scheme, if you
gave up work to care full-time for a child or children up to 12
years of age or an incapacitated child (12 years or over) or an
adult who needs full-time care or attention. This means that
the years spent working in the home (since April 1994 when
this provision was introduced) are disregarded when calculating your average contributions for pension purposes.

Tax Relief

You may be able to claim a tax allowance if you employ a
carer. A tax credit is also available for a spouse who works in
the home caring for a person with a permanent disability.

How long does Carer's Leave last?

You are entitled to a maximum of 104 weeks leave to enable
you to give full-time care and attention to an incapacitated
person who needs such care. You may take the leave in one
block or broken up into shorter periods. The minimum period
that you can take is 13 weeks, unless your employer agrees
otherwise. If two people live together and both require fulltime care, you can take leave for both people. In such a case,
the total leave cannot exceed 208 weeks.

Contacts & Further Information
Citizens Information Board - Head Office

George'
s Quay House, 43 Townsend Street, Dublin 2
Tel: (01) 605 9012
Website: www.citizensinformationboard.ie
Email: info@ciboard.ie

Department of Social & Family Affairs

Information Services
College Road, Co. Sligo
Lo-call: 1890 20 23 25 (to request an information leaflet
or booklet)
Lo-call: 1890 66 22 44 (for general information)
Website: www.welfare.ie
Carer's Allowance/Carer's Benefit Section
Social Welfare Services,
Ballinalee Road, Longford
Tel: (043) 40000 or (01) 704 3000
Respite Care Grant Section
PO Box 10085, Dublin 2. Tel: (01) 673 2222

Carers Association

Bolger House, Patrick Street, Tullamore, Co. Offaly
Tel: (057) 932 2920, (057) 932 2664
Website: www.carersireland.com
Email: info@carersireland.com

National Employment Rights Authority
Employment Rights Information Unit,
O'
Brien Road, Carlow
Lo-call: 1890 201 615
Website: www.employmentrights.ie

Camps 2009
APRIL CAMP 2009

ple broke even by the end of the night.

For 15-18 year olds

On April 4th this year 12 members between the ages of
15-18 years arrived for a week in Kilcuan, Clarinbridge,
Co. Galway. Members came from near (Roscommon),
far (Limerick, Westmeath) and really far away (Cork,
Kerry, Louth and Dublin).
We had no sooner arrived when we were out the door
and off to the dog track for an evening of greyhound
racing. At the track we even meet Scoobby Doo (who
won his own race at the end of the night!) and most peoM em

bers a

nd St
aff on

camp

After all our travelling on Saturday and the late night at
the races that night, we took it easy Sunday morning and
headed for the cinema in the afternoon. On Sunday evening we had a lovely dinner in the Maldron Hotel in
Oranmore.
On Monday we had our version of Family Fortunes,
hosted by Mary Rose and Patrick who did a great job.
We had a few adverts thrown in to provide some entertainment too. After this some of the group went swimming while others took it easy and gave the “Wii” a go.

in Ga
l

way

It was an early start on Tuesday morning. Catherine Simon (Drama Facilitator) and Gary Lowe (Whizz Kidz) arrived bright and early to run a drama
workshop and make a movie. It was a
long day and Gary left us to edit the
film. In the evening we had a table
quiz and the winners were Clodagh
Sharpe, Patrick Flanagan (Kerry) and
Nicky Hutton (Louth). There was great
effort put into the score board, it took
four people to carry it!
Wednesday was the final full day so
we took advantage of the dry day and
hit Shop Street in Galway city. After
we returned to Kilcuan we had a viewing of our film (as yet untitled) on a
large screen and everyone got to bring
a copy of it home on DVD. This was
followed by a treasure hunt and everyone found their Easter Egg.
On Thursday it was an early start as
people travelled home after a good
week. I hope the members had a good
week and a big thanks to all the staff
for making the week special and to
Catherine Simon and Gary Lowe for
all their hard work.
Aisling Dermody
MDI Youth / Respite Worker
Western Region

MAY CAMP 2009
For Adult Members

MDI members and staff pictured on camp in Galway (left), from
11th—17th May 2009. In total sixteen adult members attended
and activities included; shopping, meals out, a night at the dogs,
Trad Sessions, karaoke etc. A great time was had by all, as the
photos indicate!

Women’s World Show
at the RDS
29th – 31st May 2009

This exhibition was held prior to the Flora Ladies Mini Marathon
in June, where participants could collect their numbers for the
race. MDI had a stand at this event where we sold a variety of
promotional products and tickets for our national draw to win a
Harley Davidson.
Without the kind assistance on the three days from MDI volunteers: Gerry Lyons (Dublin), Jacqueline LeBrasse (Drogheda) and
the McElligott Family (Tullamore) the event would not have been
such a success for MDI both for raising funds and increasing the
awareness of the condition.
The total amount raised during this weekend was €2,497.00 which
was fantastic. Many thanks again to all volunteers and supporters.
Elaine & Brendan McElligott with
daughters Emer & Aisling pictured at
the Women’s World Show at the RDS.

Fundraising Activities
€12k & Rising from Ladies Mini Marathon
Monday 1st June 2009

Thank you to everyone who
participated in this years Ladies
Mini Marathon on behalf of
Muscular Dystrophy Ireland.
Over 150 ladies ran on behalf of
MDI this year and a great day
was had by all who participated.
The wonderful weather helped
to create a fantastic atmosphere
not only when participating, but
also back at Cafe en Seine on
Dawson Street after the event,
where food and refreshments
were served to MDI runners.
The photo collage here hopefully captures a flavour of the
days atmosphere!
The amount raised from this
years event currently stands at
over €12,000 (at the time of
printing), but funds are still
coming in.
To those who have yet to return
their sponsorship card(s) and
money, we would appreciate it
if you could do so as soon as
possible. All funds raised will
go towards the MDI respite
support services.
Once again, thanks to everyone
who participated and here’s to
next year!
Amy Bramley
Fundraising /
PR Co-Ordinator
Muscular Dystrophy Ireland

Bike Fest Raises €22,500 for MDI

MDI would like to thank everyone who bought tickets for our National Draw which took place on Sunday 7th June 2009 at the
Ireland Bike Fest in the Gleneagle Hotel in Killarney, Co Kerry. The results of the raffle are as follows:
1st Prize: Harley Davidson Motorbike - Winner: Martin Lynch from Macroom, Co Cork
2nd Prize: Two night stay for two at the Brehon Hotel, Killarney - Winner: Savanna Kennedy from Leitrim
3rd Prize: Leather Jacket - Winner: Edel McMullen from Saggart, Co Dublin
Now in its fourth year, this event has grown from strength to strength and MDI would once again like to express a sincere word
of thanks to the staff and management of the Gleneagle Hotel, Killarney for organising this fantastic festival. We are delighted
to be associated with this unique event, the proceeds of which helps to ensure that essential respite services which MDI provides
are maintained. Thanks also to our friends at Harley Davidson Ireland for their ongoing support and to Martina Mayse
and fellow members and friends of the Kerry Branch of MDI for their hard work with selling tickets etc.

Fundraising Activities
Cork ICA Raise €19,000 for MDI
The Cork Federation of the ICA chose
Muscular Dystrophy Ireland as its nominated charity for 2008. Throughout the
year many events were organised in Cork
to raise money for MDI and the support
and attendance at these events was great.
MDI would like to thank everyone concerned for organising and running these
events. Over €19,000 was raised and presented to MDI members from Cork earlier
this year. All proceeds will go towards
research into muscular dystrophy.
Pictured here at this cheque presentation
are: Breda Buckley (ICA), Pauline
O’Callaghan (ICA), Bill Lane (MDI),
Sheila Curran (MDI) and Jean Lane
(MDI).

Blarney Bridge Club come up
trumps with €750 for MDI
MDI would like to thank members of the Blarney Bridge Club who
recently raised €750 for Muscular Dystrophy Ireland – Pictured at
the cheque presentation below are: Teresa Murphy, June Scannell,
Tom McGrath and Rose Cotter.

Good Luck to the
Muckross Lake
Open Water
Swimmers!
The Dundag Masters Swimming
Club have kindly chosen Muscular Dystrophy Ireland as their
official charity for the Muckross
Lake Swim in Killarney which
takes place on Sunday the 26th
of July 2009.
MDI would like to wish all
swimmers participating in this
2.87 kilometre swim the best of
luck. All proceeds raised from
this event will go to MDI. We
will include pictures and a report in the next newsletter.

Speed Dating
Night Raises
€1,000 for MDI
A speed dating night in aid of Muscular Dystrophy Ireland was held at the
Tullamore Court Hotel, Tullamore, Co
Offaly on Friday 10th July 2009. The
evening was great fun and raised over
€1,000 for MDI
This was the second speed dating night
in the midlands which MDI hosted and
we would like to thank everyone who
supported this event and helped make
it a great success.
A special thanks to Brendan & Elaine
McElligott for all their support with
helping to organise this event. We
would also like to thank Anne Marie
Kelly from Midlands 103 Radio for
doing DJ on the night and providing
great entertainment. Here’s to next
year!
Amy Bramley
PR / Fundraising Co-ordinator
Muscular Dystrophy Ireland

Fair raises over €500
for MDI

The Sky’s the limit!
Some people like to fly to get from one destination to another.
Some people like to see the world from above the clouds to get a
better view of things! And some have a disability, but don’t let this
stop you from flying or seeing the world from above!
During a recent trip to New Zealand, I saw someone sky diving and
envied at the thought of how free they looked up there at 15,000
feet! I could only imagine what the views must be like and assumed that I’d never know otherwise, as I have the muscle wasting
condition – muscular dystrophy. But thanks to my brother - he immediately reacted to my thoughts and booked a sky diving jump for
the next day. My thoughts had become real with no time to think,
which was probably for the best!
The fear which I felt the next day on the plane, as we ascended to
15,000 feet was unbelievable, and compared only in intensity to the
elation and excitement experienced when we jumped from the
plane. Both feelings of fear and freedom gave me such an adrenaline rush; the whole experience was exhilarating and gave me a
huge sense of achievement.
When I came home and shared my experiences with some family
and friends, they informed me that they wouldn’t even think of sky
diving, never mind doing it - and they don’t have a physical disability! Therefore, the moral of my story is: don’t let having a
physical disability stop you from achieving your dreams!
June Scannell
MDI Member, Cork

From Sky to Sea!
June pictured here
(bottom left) with friends
participating in water
sports also. Has she no
fear!!
Well done to Carol & Adam
Cosgrove from Navan (left) who
raised the tremendous amount
€512 by organising & hosting a
raffle at the Dunderry Fair on Sunday the 10th May 2009.
MDI would like to thank Adam,
Carol and Peter for their support
and organising this event. It is sincerely appreciated and the money
raised will go towards funding
MDI’s respite support services.
Well done again.

MDI Lough
Derg Charity
Cycle

Through the beautiful
Shannon region
Saturday 15th August
2009
Muscular Dystrophy Ireland (MDI)
is seeking as much support again
this year for the second charity cycle. If you are interested in cycling
and know anyone who would like to
participate please encourage them to
take part and raise money for MDI. The cycle will bring
you through the beautiful Shannon region and will be approximately 80 miles long. Refreshment and food will be
provided along the route.
Starting point will be the Two Mile Gate (three miles outside of Killaloe) and the cycle will finish here also.
To register you can either pay a registration fee of €75 or
alternatively take a sponsorship card to raise money for
MDI. All money raised from this event will be used to fund
the respite support services.

For further information, sponsorship cards
and t-shirt please contact: Amy Bramley,
Fundraising & PR Coordinator, Tel: (01)
8721501, Mobile: 086 8185352 or Email
amy@mdi.ie

Eoghan Clifford’s
“Race Around Ireland”
At just 14 years of age Eoghan Clifford was diagnosed with
Charcot Marie Tooth (CMT) which is a form of muscular atrophy. Now at the age of 28 Eoghan’s symptoms include poor
dexterity when walking, standing and in hand movements due to
the wastage in his lower legs and hands. Since diagnosis however, Eoghan has continued to play sport and is a category A
cyclist, which is the highest division for racing cyclists in Ireland. His true love is endurance sports and he has competed in
national and international races in cycling and has won races
both in Ireland and abroad.
In September Eoghan will compete in the inaugural “Race
Around Ireland” which is one of the toughest and most grueling cycling events ever to be
held in Ireland. This is a high
caliber event which is sanctioned by both the Irish and
international cycling authorities and will receive huge
publicity both at home and
abroad. The race is approximately 2200 km and Eoghan
has entered the solo category
which means he will have to
complete the total distance in
less then 120 hours.
Eoghan (left) plans to raise
money for both CRC and
MDI by participating in this
event. MDI would like to
wish Eoghan all the best in
his adventure.

Winners on Wheels
(WOW)
The aim of The WOW Group is to make it possible for young children who are wheelchair users
to come together and enjoy recreational activities, which will involve play adapted to their needs. WOW aim to try and make it “as easy” for a child who
is a wheelchair user, to enjoy their play & activities, in the same way their healthy siblings do. There is no
age restriction, no labels, and no barriers! The objective is to be able to offer a child with special needs, the
same opportunities, friendships and social life that their healthy siblings enjoy.
Activities organised by WOW include Wheelchair basketball, wheelchair go-karting, outdoor pursuits, angling, wheelchair tennis, wheelchair Boccia, wheelchair football, wheelchair volleyball, swim tuition with
an experienced private tutor on a one to one level, horse-riding, wheelchair bowling, wheelchair golf,
wheelchair pitch & putt, music therapy/lessons, wheelchair ice skating, wheelchair dancing, wheelchair
boat rowing/canoeing/kayaking, wheelchair training courses on “how to get the best from your wheelchair”
For more details contact: Amanda on 087-7696404; Denise on 087-3300908;
Carmel on 087-1705422 or email winnersonwheelsgroup@gmail.com

Awareness Day Campaign 2009
Total Raised to date: €109,358.25

Thank You

Total money raised to date from the sale of MDI Awareness Day chocolates is the tremendous amount of
€109,358.25 Muscular Dystrophy Ireland would like to take this opportunity to thank sincerely everyone who
participated in the Awareness Campaign and either bought or sold the chocolates. Well done & many thanks
from all the team at MDI. Here’s looking at 2010
We would like to sincerely thank Eason'
s who kindly
supported the 2009 Awareness Campaign by selling the
chocolates in their stores and franchises nationwide.
They raised the tremendous sum of €7,418.00. Pictured
below is: Derek Eason - Deputy General Manager Eason
& Son Ltd (centre) with Joe Mooney and Amy Bramley
from MDI.

“Girl Power!

Pictured here at a recent Youth Club in Cork on a “Girls Bowling Day Out”,
are: (L-R) Nadine Dineen, Anne-Marie O'Shea, Jennifer Forde, Rachel
Clarke & Tara Field.

New MDI Chat Room on MDI Website (www.mdi.ie)
We wish to inform all our members that MDI has now set up a
new chat room which we hope will be an additional way for
members to keep in contact and provide support for each other.
This chat room will be monitored and evaluated over the next
few months to ensure appropriate use etc.
To sign up to MDI’s Chat Room, you must firstly register on the
MDI website at www.mdi.ie and complete a form like the one
below (image 1):
Once you have completed this process, you will then receive an
automated confirmation email with a link to a page which you
should visit to activate your account within 24 hours. Once you
have completed these steps you can then use the MDI Chat Room by clicking on “click here” to chat, as shown in
image 2 below.

Please note: As this chat room is only new,
when members log in there may be no one else
currently online. Therefore, we would suggest
that members log in between 7-9pm every evening. This would increase the possibility of
members being able to chat live.

A Nationwide
Call
for Volunteers

Are you interested in
assisting us with
fundraising?

MDI really needs
your support
Pictured above are MDI members and staff who attended
the MDI Camp in July 2009 for 11-14 year olds in Armagh.
A great time was had by all who attended. Full report in
next issue.
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To Contact Us:

Fundraising events are ongoing nationwide and we
are constantly looking for
volunteers to help with
such events
For more details please
contact Amy Bramley
on 01 872 1501 or
email amy@mdi.ie

