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Newsletter of Muscular Dystrophy Ireland - with updates on research,
information, fundraising, social activities and upcoming events.

Promoting MDI’s National Awareness Day on 14th February were
Fair City's Clelia Murphy and Tony Tormey
(Niamh & Paul!) with sisters Fatiha and
Manal Akka (MDI members from Dublin)
Dublin)..
Thanks for a job well done folks!

Muscular Dystrophy Ireland, 75 Lucan Road, Chapelizod, Dublin 20.
Tel: (01) 6236414 Fax: (01) 6208663 Email: info@mdi.ie Web: www.mdi.ie
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Research & Information News & Updates
Summit gets the go-ahead for new clinical trial
for Duchenne and Becker Muscular Dystrophy.
ummit Corporation plc has announced
approval from UK regulators to start a
new clinical trial. This phase 1b study
will test SMT C1100 in boys with Duchenne muscular dystrophy, when they are on
a particular diet.

S

into muscle. Researchers aim to recruit 12
boys between the ages of five and 13, at four
UK NHS hospitals. Each boy will receive a placebo and two different doses of SMT C1100
for 14 days, with a 14-day pause between
each of three treatment periods.

SMT C1100 was designed to increase levels of
utrophin in the muscles. Researchers believe
this may compensate for the lack of functional
dystrophin found in Duchenne and Becker
muscular dystrophy, regardless of the mutation.

As well as monitoring the safety and tolerability
of the drug, clinicians will measure the amount
of the drug entering the bloodstream. In addition, they will also measure changes in
an enzyme, which is a marker of damaged
muscle fibres.
As soon as further information is available regarding the recruitment process we will make a
further announcement.

This announcement of Summit Corporation plc
follows a successful clinical trial earlier this
year, which showed SMT C1100 to be safe
and well-tolerated in boys with Duchenne muscular dystrophy.
The new trial aims to test whether a particular
diet will improve SMT C1100 levels in the
bloodstream and help with take-up of the drug

Summit Corporation plc said it would announce
the results of this trial in mid-2015. If successful, it will be followed by a Phase 2 trial to test
the benefit of SMT C1100 and to monitor its
safety of over a longer period of time.

News update from Sarepta on Eteplirsen

S

arepta have announced the latest results of their phase 2B study of eteplirsen that has
been ongoing for 168 weeks. The aim of the study is to test the safety and efficacy of a
molecular patch that has been designed to promote skipping of exon 51 of the dystrophin
gene in boys with Duchenne muscular dystrophy. This allows production of a dystrophin
protein which although smaller than normal retains some of its function.
Following on from the report after 144 weeks in July last year the company announced today that
all boys receiving eteplirsen can still walk, but the distance the boys can walk has further declined. However, various tests carried out to assess lung function demonstrated that this has remained stable over the duration of the 168 week treatment.
The safety profile of eteplirsen also continues to be encouraging and no major problems relating
to the drug have been observed during the 168 week treatment.
Sarepta met last year with the Food and Drug Administration (FDA) in the USA to discuss plans
to submit an application to license eteplirsen. The regulator had asked Sarepta to provide further
data about the safety and effectiveness before applying for a license and the encouraging 168
week results will be part of Sarepta's feedback to the FDA.
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New studies on the effects of vitamin
supplements and exercise on FSH

A

ll cells in our body, especially the muscle cells need oxygen to produce
enough energy to carry out their functions. The energy produced generates byproducts such as free radicals that can be
harmful to the cells.
A number of mechanisms take place to neutralise these harmful by-products and protect the
cells from damage.
In people with FSH, a region in the DNA that
normally silences a gene called DUX4 is missing. The deletion of this gene results in DUX4
becoming over-active and the mechanism that
protects the cells from free radicals cannot
work properly. Researchers think that this
might contribute to muscle wasting.
Supplements such as vitamin C are known to
have protective effects against free radicals. To
study the potential benefits of these supplements on people with FSH, a clinical trial was
carried out.
The participants were divided into two groups
and were given either a combination of vitamin
C, vitamin E, zinc and selenium or a placebo
over a 17 week period. The study was carried
out by scientists at the University of Montpellier
(France). Their published results suggest that
supplements such as vitamin C, vitamin E, zinc
and selenium might have a positive effect on
muscle function in individuals with FSH.

The researchers then measured the strength of
the participants' thigh muscles and how far
they could walk in two minutes. The results of
the study showed that the thigh muscles of the
group taking the supplements became slightly
stronger compared to the group taking the placebo. However, the participants who took the
supplements could not walk a longer distance
than those who did not as measured by the two
-minute walking test.
While the preliminary results of this trial seem
promising, more studies are needed to confirm
the effects of vitamin supplements on FSH.
A study in the Netherlands involving 57people
with FSHD has also shown that both aerobic
exercise and cognitive-behavioural therapy
(CBT) reduce chronic fatigue. The patients who
took part in sessions of CBT with a therapist
also had an increase in physical activity, sleep
quality and social participation. After the 16
weeks of supervised sessions, the participants
were followed up for a further 12 weeks and it
was found that the improvements in quality of
life were sustained. This is not to say that the
fatigue is ‘all in your head’; the CBT involved
learning practical ways of managing the very
real fatigue that people with FSHD experience
in their daily life.

Cross Border Information
Sharing Day

Saturday 16th May 2015
This year MDI and MDC NI will be hosting a cross border information
sharing day in Riddell Hall, Queens University Belfast.
More information and the agenda for the day will be released soon!
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Summary of MDI’s
National Survey

L

ast September MDI conducted a national survey of member’s needs. The following is a summary of some of the results from the questionnaire. A full copy of the
report will be available on the website shortly.
MDI presented these findings at our TD’s day
and will use the results of the survey to advocate for our members.
A total of 171 people responded to the National
Survey which is a response rate of 24.92%. Of
these respondents 60% were people with muscular dystrophy, 37% were parents of a child
with MD the remaining 2% did not specify.
Member’s ages ranged from 2 years old to 80
years old, with an average age of 36.26

Important Issues Highlighted

ety of medical specialists, various procedures
to access entitlements, aids, appliances and
adaptations, a struggle to get the assistance
that they need and difficulty accessing employment
There is still work to be done to ensure equal
access to care and entitlements for all people
with neuromuscular conditions, without them
having to push and struggle for everything.
Major current issues for people with Muscular
dystrophy include a need for suitable housing.
This is particularly important for those with
more than one family member affected. For
those who need to adapt their home, the majority still have to self-fund or partially self-fund
this work.

• 15 Families are currently on council housing
•
•
•
•
•

•

•

•

waiting lists.
Particular issues with housing for families
with more than one member affected.
Six people have had their medical card
withdrawn.
Five members waited 12 months for domiciliary care allowance.
38% of adults unemployed down on 42% in
2009
114 people or 68% of respondents require
daily care from a family member. This has
not changed from 2009
26 people need more Personal Assistant
hours. A total of 9060 hours are needed
which is down from 16,796 in 2009
40% experienced delays in accessing
equipment down on 47% from 2009. Twenty
five members have experienced delays in
obtaining wheelchairs from the HSE, 7 were
waiting over 12 months.
38% of adults with MD are unemployed.
This is over 3 times the national average of
11.5%

Conclusion
People living with neuromuscular conditions
have to negotiate their way around a wide vari-

A number of members have had their medical
cards withdrawn and restoration of this resource is crucial for them to access the best
possible care.
Adults with neuromuscular conditions require
access to a multidisciplinary muscle clinic to
ensure that they are able to access all the necessary specialists to manage their condition.
The process for applying for aids and adaptations must be looked at, as people with a progressive condition cannot wait for over a year
to receive the necessary equipment.
There is a great need for Personal Assistance
– without PA hours, many people are relying
on family and friends for their care and in the
case of adults especially, this can have a negative impact on their family relationships.
The high levels of unemployment among adults
with neuromuscular conditions must be addressed. There are a number of people who
want to work and gain more independence but
are unable to work full time hours, or require
access to personal assistants and accessible
transport.
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New Clinical Trial for SMA Types 2 & 3

A

new clinical trial for people with spinal muscular atrophy types 2 and 3
is now recruiting participants in London and Newcastle. The aim of the
trial is to test the effectiveness of a new oral
drug in increasing the production of the SMN
protein. SMN or survival motor neuron protein
is essential for the survival of motor neurons
which are the nerves controlling the movement
of the muscles.
There are two genes that make SMN protein:
SMN1 and SMN2. About 90% of the protein is
made from the SMN1 gene while the other
10% is made by the SMN2 gene. In SMA there
is a mutation in the SMN1 gene and the protein is not produced from this gene. The small
amount of SMN protein produced from the
SMN2 gene is not enough for the nerve cells
to function properly, which leads to muscle
wasting.
The new drug RO6885247 has been tested on
animal models of SMA and it was found that it

can significantly increase the production of
SMN protein from the SMN2 gene. The drug
was also found to improve the function of the
nerve cells and extend the life span of the animals.
The drug is now in phase I clinical trial in the
UK recruiting both male and female participants aged 16 to 55. At a later stage the trial
will be extended to include participants from
two years of age. The trial is also taking place
in Italy, the Netherlands, Switzerland and the
United States. The effect of the drug on the
production of functional SMN protein will be
tested. A number of blood and muscle function
tests will also be performed to test the safety
and effectiveness of the drug
For more information contact:
Clair Kelly,
Information and Research Officer,
Muscular Dystrophy Ireland,
Phone: (01) 6236414
Email: claire@mdi.ie

Muscular Dystrophy Ireland (MDI)

Neuromuscular Support Group
Muscular Dystrophy Ireland is currently running a support
group for parents and carers of people diagnosed with
neuromuscular conditions. The aim of the group is to provide information and support for carers in a confidential
and empathic environment. Members of a support group
typically share their experiences and offer one another
emotional and moral support.
Being part of a support group can help people to develop
new skills, cope better and feel less isolated as connections are made with others facing similar challenges. In
addition, members of the group who are facing or have faced similar challenges can support each
other and may have suggestions or new ways of dealing with a particular challenge.
Perhaps one of the greatest benefits of a support group is recognising that we are not alone, that
there are other people who encounter the same challenges and may feel isolated when caring for
someone with a neuromuscular condition.
The group meet every Wednesday from 7.00pm to 8.30pm at Muscular Dystrophy Ireland’s head
office at 75 Lucan Road, Chapelizord, Dublin 20.
For more information on the group please contact MDI on (01) 6236414 or email: info@mdi.ie

MDI News Update
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A new lease of life for Ronan

M

DI Member Ronan Kelly, 26, from
County Meath, who has Duchenne
muscular dystrophy - a genetic condition which causes muscle weakness has found a new lease of life thanks to a breathing
device which gives him access to his therapy whenever he wants.

Because of his condition, Ronan is a wheelchair
user and relies on a battery powered ventilator to
ensure he gets the right amount of air into his
lungs. For around ten years he has used a traditional ventilator system, but because he needed to
wear a mask that covered his mouth and nose he
would often use it in private, only removing it to eat
and speak.
“At first I only needed my ventilator system at night
time to sleep, but then I needed it more and more
until it was pretty much all the time,” says Ronan. “It
was very restrictive. I didn’t like the mask and had
to take it on and off all the time. It was also quite
noisy.”
Ronan also used to suffer with abdominal bloating
from his therapy due to swallowing air, which was
both very uncomfortable and distressing.

But thanks to the forward-thinking respiratory team
at Beaumont Hospital in Dublin and support from
the clinical team at Baywater Healthcare, Ronan
has found new freedom. He now uses a new dedicated mouthpiece ventilation and support arm system engineered by Philips Healthcare, which attaches to the Trilogy 100 ventilator on his wheelchair, meaning he can access ventilation whenever
he wants.
The Trilogy system is discrete, inconspicuous and
quiet. In fact some people think Ronan uses the
device to control his wheelchair.
Days out used to be a challenge and Ronan was
not inclined to venture out of the house. Now he
doesn’t miss a thing. Last year he even took a family holiday in Wexford for the first time in nine years.
He joins in with family occasions and regularly goes
out to watch his brothers James and Padraig take
part in hurling matches and his sister Sarah play
Camogie. They also go shopping in town or visit the
cinema as a family.
“It’s too good to be true,” says Ronan’s mother Breda. “Before we got the system we didn’t know what

About Baywater Healthcare
Baywater Healthcare is an independent, specialist provider of homecare
services to patients with long term conditions, delivering a high-quality, costeffective solution with a focus on customer service and patient care.
They provide a service to around
8,000 individuals and their families in
Ireland and their ultimate aim is to support those who have respiratory needs,
by helping them to maintain their mobility, independence and overall quality
of life.

Ronan Kelly with Sonia Morrisson from Baywater

Their range of homecare services includes home oxygen therapy, CPAP
support for sleep disorders, nebuliser
therapy, home ventilation support, and
long term condition management
through telehealth solutions.
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to expect, but it’s been the best thing ever for us.

“Our job is all about giving patients the best possible
quality of life by using the right equipment for their
condition and their lifestyle. Although it’s not for all
patients, in Ronan’s case the new device had an
immediate impact – and that is extremely rewarding
to see.”

“We can all go out as a family now. We’ve got two
detachable batteries so Ronan can get here there
and everywhere easily. And when he wants to talk,
eat or drink he just pushes the mouthpiece to one
side. It’s so much less restrictive than the mask and
it’s really changed life for him completely.”
Professor Richard Costello, Consultant Physician in
Respiratory Medicine at the Beaumont Hospital,
“Ronan immediately mastered the mouthpiece,” said who specialises in looking after patients with muscular dystrophy, said, “Although it’s not suitable for
Sonia Morrisson, Senior Clinical Nurse Specialist
from Baywater Healthcare. “He can easily manoeu- every patient, Ronan has adapted very well to it and
vre the straw and makes it look easy. It also helps
it’s great to see him keeping well and enjoying
Ronan with cough production and his voice projec- greater freedom and independence as a result. It’s
tion, which can be a challenge for some people with been a remarkable lifesaving change for him.
muscular dystrophy.

Mouthpiece ventilation (MPV)
Intermittent Positive Pressure Ventilation (IPPV) via the mouth, also known as ‘mouthpiece or sip ventilation’, is a non-invasive method of ventilation using a mouthpiece or straw and can be a viable option for
various patient groups receiving up to 24-hour ventilatory support. It has been in use primarily in the US
since the 1950s on patients with neuromuscular disease; Duchenne muscular dystrophy; quadriplegia as
a result of spinal cord injury; amyotrophic lateral sclerosis; and multiple sclerosis and polio.
MPV is a brilliant new addition to the Trilogy 100 ventilator and is available in AC and PC modes for patients who are not ventilator-dependent but may benefit from intermittent inspiratory support. The MPV
support system uses a KISS trigger with signal flow technology which detects when a patient engages and
disengages from the mouthpiece to deliver on-demand ventilation.
Philips has also engineered a dedicated circuit with no need for a separate exhalation device and a versatile support arm system that can be
mounted almost anywhere. A range of alarms are also available in this
mode if required.

What is Duchenne
muscular dystrophy?

About 1 in 3,600 boys are born
with Duchenne muscular dystroBenefits
phy (DMD). It is an inherited
The new dedicated MPV technology (available from Baywater
Healthcare) can provide several benefits for patients which include the (genetic) condition which occurs
almost exclusively in males, startfollowing:
ing in early childhood. It causes
♦ Complete independence and greater freedom
weakness mainly in the 'proximal'
♦ Can help prevent potential further health complications and permuscles, those near the trunk of
haps the need for invasive tracheostomy ventilation
the body, around the hips and the
♦ Helps to expand the lungs
shoulders. This means that fine
♦ Can improve cough
movements, such as those using
♦ Can reduce shortness of breath symptoms
♦ Allows the person to speak more readily and can improve the quali- the hands and fingers, are less
affected than movements like
ty/loudness of the voice
walking.
♦ Can improve swallow
♦ Reduces mask problems, such as sores
The muscle weakness is not no♦ Helps improve confidence of users
ticeable at birth, even though the
♦ Is discrete/subtle
child is born with the gene which
♦ Prevents pulmonary complications
causes it. The weakness devel♦ Avoids tracheostomies and associated problems
ops gradually and symptoms are
♦ Reduces the risk of infection
mild at first, but increase as the
♦ Studies have found that mouthpiece ventilation ‘can significantly
prolong survival while optimising convenience, safety and commu- child gets older.
nication’ (Bach, 1993).
The name Duchenne comes from
the French neurologist Guillaume
For further information please contact: Colin Hallmark on the below details:
Benjamin Amand Duchenne who
Telephone: +44 (0) 207 736 1888 Email: colin@3nine.co.uk
first studied the condition.

MDI News Update
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Are you planning a Holiday?
Do you need Travel Insurance?
BeSure Travel Insurance is designed to provide cover
for people of all ages with medical conditions and their
travelling companions.
BeSure Travel Provide:
• Worldwide Travel Insurance
• No Age Limits
• A Full Range of Medical Conditions
•
•
•
•
•
•
•
•
•
•
•
•

Covered (including muscular dystrophy)
Medical Expenses
Cover for Wheelchairs / Mobility Aids
Home Help or Nanny Cover
Cancellation
Early Return Home
Loss of Medication
Personal Possessions
Missed Departure
Travel Delay
Loss of Medication
Personal Liability
Cost of Replacement Carer

BeSure to
Quote "MDI"
when booking your
travel insurance and
5% of your sale
price will go to
Muscular Dystrophy
Ireland
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Team MDI
Needs
Your Support
Page 9

The VHI Women's Mini Marathon will take place in Dublin on
Bank Holiday Monday, 1st June 2015 and MDI would like you
to join our team!
Muscular Dystrophy Ireland is looking for runners, joggers or wheelchair
users to support us by joining our team. You can now register online at
www.vhiwomensminimarathon.ie/ OR by using the entry form in the
Evening Herald every Wednesday and Saturday.
MDI participants will be meeting after the event (venue to be decided) for
light refreshments and a well earned rest! So, why not join us and help
raise funds for MDI's Respite Support Services.
For further information,
information sponsorship cards & T-Shirts,
please contact MDI at (01) 623 6414 or email info@mdi.ie.

Your support would be much
appreciated. Thank you.

MDI News Update
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MDI Fundraising News / Snippets
MDI National Tesco Appeal Raises Over €16k

T

hank you everyone who took part
in and supported the MDI Tesco
Christmas Appeal on 12th December last.
This was a very
successful campaign and raised a net total
of €16,012.55 for MDI’s Respite Support
Services. We had over 150 volunteers
across 52 Tesco stores nationwide.
A text message was sent out to thank all
volunteers, store leaders and staff on the
24th December 2014 thanking all for their
support and confirming the amount raised.
If you did not receive a text please let us
know.
We received an average positive response from the media. A press release was issued to the
press and broadcast channels and four regional newspapers covered the campaign (Kildare
Post, Donegal Democrat, Connacht Tribune and Limerick Leader). Four radio stations also covered our campaign and interviewed both Patrick Flanagan (MDI Fundraising Intern / Member)
and Amy Bramley (MDI Fundraising / PR Coordinator). So, overall the campaign was a great
success.
Thank you again to everyone for all your hard work and fundraising effects. We hope that our
2015 Appeal will be even better again. The date has already been set for Friday 11th December
2015, so put it in your diary! And if you have any feedback or suggestions for next year’s appeal,
please get in touch.

Reaching a New Height for MDI!
Thank you to Annmarie Raftice who
raised the tremendous amount of
€1,650.00 recently in sponsorship after
climbing Mount Kilimanjaro on the 27th
September last. Annmarie (who is a
friend of Amy Bramley from MDI) formally presented the proceeds from her
adventure to MDI on 14th January 2015.
She is pictured here with Amy at the
cheque presentation to MDI. We would
like to take this opportunity to thank
Annmarie for her generous support and
hard work with fundraising - it is sincerely appreciated by all our members. This
money will be used towards funding the
provision of respite support services nationwide. Well done and thanks again!
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Taking a career break!

A

fter seven and half great years working with MDI l am taking a two year career break
from MDI to travel. I have thoroughly enjoyed my time with this unique organisation and
I have gained valuable experience across PR & Fundraising. MDI is an exceptional
charity that provides a lot of support in many different capacities to families and individuals around Ireland. l was honoured to be a part of the MDI team and services. In my time with
the organisation, l introduced new fundraising events and campaigns to build new funding
streams and increase the general awareness of the condition muscular dystrophy, both nationally
and regionally. I have met and worked with some dedicated, courageous and kind people (both
members and staff) and would like to take this opportunity to thank the members who supported
fundraising in any capacity and organised events in their own communities. It is much appreciated by Muscular Dystrophy Ireland and of great
Amy Bramley and Patrick Flanagan pictured
at work in the MDI office
office..
importance to ensure
the provision and continuation of the Respite
Support Services. I
look forward to returning
to Muscular Dystrophy
Ireland in the future, all
being well.
Best wishes to you all.
Amy Bramley

Editor’s Note:
On behalf of Muscular
Dystrophy Ireland, we
would like to take this
opportunity to thank
Amy for all her hard
work and dedication to
MDI over the years. In the interim, if anyone has any queries or needs support with issues to do
with PR / Fundraising, please contact either Patrick Flanagan (MDI’s new Campaigns & Events
Officer), email patrick@mdi.ie or Joe Mooney (CEO), email: joet@mdi.ie or phone (01) 6236414.

National Awareness Day 2015
Thank you to everyone who supported MDI’s National
Awareness Day on 14th February through the sale of
our chocolates and / or via our text donation facility.
Your support is very much appreciated by all at MDI.
If you haven’t already done so, we would appreciate it
if you could return the proceeds from the sale of chocolates at your earliest convenience. Many thanks.
Also, it you haven’t already seen our promotional
video for the chocolates, entitled “Lilly & Brian”,
check it out! Well done to Patrick Flanagan on
putting it together - very creative indeed.
Check out the MDI website to see the video.
See: www.mdi.ie/awareness-day-2015.html.
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MDI “Home from Home” Apartment
Updates and Renovations.

T

he MDI “Home from Home” Apartment
(located above our Head Office in Chapelizod, Dublin 20) continues to provide short
term respite breaks for MDI members and
people with mobility difficulties. The purpose of this
facility is to provide fully wheelchair accessible accommodation for people with disabilities who require
a place to stay in Dublin for whatever reason (for
example, to attend a clinic or hospital appointments,
to visit members in hospital or to simply just have a
short break).
Regardless of whether you're up for an appointment, concert or a weekend's shopping, the apartment is available for people with disabilities and
consists of hi-lo electric profile beds, ceiling track
hoists, fully accessible bedrooms and bathrooms,
etc. Rooms can be booked for €25 per room, per
night.
For more details about the MDI “Home from Home”
MDI staff pictured outside our offices as building
works commence.

Apartment, please phone Owen Collumb (the MDI
Facilities Coordinator) on: (01) 6236414, email him
at: owen@mdi.ie or visit: www.mdi.ie/home-fromhome.html.

As part of MDI’s ongoing development and upgrading of services, planning permission was
sought for (and approved last year) to build an
alternative entrance / exit – a ramp - to the first
floor of our “Home from Home” apartment and
to build extra storage space at MDI’s Head Office (to accommodate the increasing demand
for our Equipment Loan facility). We are therefore happy to announce that the sod has now
been turned and the installation of a new ramp
for access to the first floor of the “Home from
Home” apartment, and new storage facilities,
has now commenced. We will keep you posted
on progress.
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T

he Ballyfermot Citizens
Information Board and
the Money Advice and
Budgeting Service
(MABS) were in Muscular Dystrophy Ireland’s HQ recently and using our boardroom
and facility room as part of a one
day’s advice, training and support workshop.
It is great to see community
groups in our local neighbourhood collaborating and utilizing
the facilities we have to offer
here at MDI. Collaborating and
working closely with other
groups, both locally and nationally is an excellent way to promote and spread awareness of Muscular Dystrophy and the services which we provide.
If you would like to book the MDI boardroom for a meeting or conference, please contact Owen
Collumb, Facilities Coordinator at MDI on: (01) 6236414 or email owen.collumb@mdi.ie

Staff News at MDI

S

ince the last issue of our newsletter,
there have been a few new changes to
staff personnel within our organisation.
Some staff have finished working with
MDI to take up new positions in their respective
fields and to further their careers. We were
sorry to say goodbye to Youth Respite Workers
(YRW’s) Brian Kenna and Sandra O’Donoghue
and Family Support Worker (FSW) Joanne
Hoban, all of whom have left MDI in December
last for pastures new! And at the end of January, MDI’s Fundraising and PR Coordinator,
Amy Bramley took a two year career break to
travel. We would like to wish Brian, Sandra
and Joanne well in the future and thank them
for all their hard work and dedication over the
years. We would also like to wish Amy well in
her travels and we look forward to welcoming
her back in the future, all being well. In addition, we would like to congratulate Kate Steele
(MDI’s Youth Respite Coordinator) and Mary-

rose O’Driscoll (Youth Respite Worker) on the
birth of their new baby boys and we’re happy to
report that both mothers and babies are doing
well. Kate and Maryrose are currently on maternity leave and in their absence, Kate’s position has being filled by Erica Baird (see next
page) and Ciara Hennessy, who has been with
MDI for a few years now, is now covering for
Maryrose.
MDI would also like to welcome five new members of staff (some of whom have introduced
themselves on the next page) and who have
replaced (and/or will fill in for) the vacancies
referred to above. They are: Eva Caulwell
(YRW), Helen Martin (YRW), Liam Broughall
(FSW), Owen Collumb (Facilities Coordinator)
and Patrick Flanagan (Campaigns & Events
Officer). We would like to wish all our new staff
well in their respect positions and we hope you
enjoy your time with MDI.

MDI News Update
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Staff News at MDI Continued….
Everyone. My name is Owen Collumb and I
Facilities Coordinator Histarted
working for Muscular Dystrophy Ireland

on the 13th October 2014 as the new Facilities
Coordinator. I am originally from Longford and moved to Chapelizod in Dublin in 2001. Prior to
commencing employment with MDI, I was working with the Centre for Independent Living and I
also worked part-time as a self-employed Manual Handling Instructor.

Owen Collumb

Respite Coordinator

Through my work and involvement within the
disability sector, I became familiar with MDI
(many years ago) and I have always admired
their approach when delivering services to
their members. I have watched the organisation grow and develop over the past 10 years,
and I was delighted when I secured a position
to work as part of a great team of co-workers.
A special thanks to all the staff and members
who have made my first weeks within the organisation very welcoming and enjoyable. I
look forward to meeting you all in due course.

Erica Baird

My name is Erica Baird and I joined the MDI
family late last year. I have taken up the role of
Respite Coordinator whilst Kate Steele is on
maternity leave.
I was absolutely delighted to get the chance to
be part of such a brilliant organisation, and the
last three months have not let me down. I am
honoured to be part of such a supportive and
motivated team.
What struck me has been how welcoming everyone has been, both members and staff. I have
spoken to many of you over the phone and thank you for being truly hospitable. Every day is
something new within MDI and I am enjoying every second. To sum up my job, the role entails
coordinating the respite services, over-seeing the Youth Respite Workers and the Respite Care
Worker Team. I also apply for funding, grants and complete the various reports for the HSE.
I am based in head office, so if I can assist with anything please do not hesitate to contact me!
Contact Details for MDI Family Support Workers
Margaret Goode (FSW / Clinic Coordinator) Tel: 086 8384426 Email: margaret@mdi.ie (areas not covered below)
Ciara Hamilton (Nth Dublin & Nth East)
Tel: (01) 6236414 or 086 3834428
Email: ciara@mdi.ie
Liam Caulwell (Sth Dublin/East Coast)
Tel: (01) 6236414 or 086 3830966
Email: liam@mdi.ie

Darryl Pearson (Southern Region)
Tel: 086 3899266
Email: darryl.pearson@mdi.ie
Lisa Fenwick (West / Midlands Region)
Tel: (091) 395497 or 086 6066106
Email: lisa@mdi.ie

Marie Kealy (South East Region)
Tel: 086 6066107
Email: mariek@mdi.ie
Sinead Gillespie (North West)
Tel: 086 3899279
Email: sineadnw@mdi.ie
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Youth Respite Workers
Eastern Region
Hello all! My name is Helen Martin. I am the
Youth Respite Worker for the Eastern region. I
am responsible for providing respite to our young
members in the form of activities, workshops and
youth clubs that promotes development. I began
working with MDI in January and I have enjoyed
every minute so far.
I am really looking forHelen Martin
ward to getting to know all of the members in the
Eastern region and connecting with other members throughout Ireland. If there is anything I can support you with in the meantime please do not
hesitate to make contact. Thanks, Helen.

North Eastern Region

Hello! My name is Eva Caulwell and I have recently joined MDI as the new Youth Respite
Worker. I will mainly be working in the North
East and will be based between the MDI office in
Kells, Co Meath and our Head Office in Dublin. I
am really looking forward to getting out and about
to meet the young members in the area. As a
Youth Respite Worker I will be offering respite in
the form of organising youth clubs, social outings,
home visits and more! I am also looking forward
to meeting other members from across the counEva Caulwell
try at various camps and events throughout the
year. Before joining MDI I had heard great things
about the organisation and now, only a few weeks in, my high expectations have already been
exceeded. I feel privileged to be part of such a dedicated team and welcoming organisation. If I
haven’t met you already, I hope to meet you soon! Eva.

Family Support Worker
Hello, my name is Liam Broughall and I am the
new MDI Family Support Worker for the Eastern
region. I am very honoured to be representing
MDI in the community and I look forward to meeting all MDI members. I have received a warm
welcome from all in Muscular Dystrophy Ireland
and everyone has been very helpful and supportive. I am currently making contact with all members in the Eastern region however, if anyone
needs support in the meantime please do not
hesitate to contact me. Best wishes, Liam.

Liam Broughall

Contact Details for MDI Youth Respite Support Workers
Erica Baird (Respite Coordinator) Tel: 086 6066103 Email: ercia@mdi.ie (areas not covered below)
Aisling Tarmey (Western Region)
Tel: (091) 395497 or 086 3899286
Email: aisling@mdi.ie
Ciara Hennessy (Southern Region)
Tel: (021) 4214045 or 086 6066104
Email: ciara.hennessy@mdi.ie

Eva Caulwell (North East Region)
Tel: (01) 6236414 or 086 6066108
Email: eva@mdi.ie
Helen Martin (Eastern Region)
Tel: (01) 6236414 or 086 6066109
Email: helen@mdi.ie

Sinead Glennon (Midlands Region)
Tel: 086 3899285
Email: sinead@mdi.ie
Fleet Coordinator / Driver:
Darren Lyons (Eastern Region)
Tel: 086 3899262 Email: darren@mdi.ie

MDI News Update

Newsletter of Muscular Dystrophy Ireland - with updates on research, information,
fundraising, social activities and upcoming events.

Issue 63 - Spring 2015
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Please Support

Your donation will be
much appreciated.

Text MDI to 50300
to donate €2.00

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 20
Country of registration:
Ireland
Charity No:
60460
Directors: Garry Toner, Derek Farrell, Helen McDonnell, Florence Dougall, Grace Greene,
Ephraim Purcell, Dan Phelan.

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.

