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Information / Research News
Guenther Scheurbrandt, a man who has produced many factsheets on research into Duchenne
Exon Dr.
muscular dystrophy specifically for families, has produced the information below. This is to help you
to see which exon or exons would need to be skipped in your or your son's own case, if this therapy
available. Please note that this is only for your own information; it will not indicate how
Skipping becomes
well the therapy could work and clinical trials are still ongoing.
Dr. Scheurbrandt has also released an interview with an exon skipping researcher, Dr. Annemieke Aartsma-Rus from Leiden
University in the Netherlands. This interview looks at the current clinical trials as well as future trials and the issues around
multi-exon skipping and rare mutations. You can view this interview at www.duchenne-information.eu or contact me on 01
6236414 / email karen@mdi.ie and I will send you a copy.

How to find which exon or
exons to skip.
There is an easy way to find the exon or exons which have to
be skipped for your son, if you know the mutation in his
dystrophin gene – deletion, duplication, or premature stop.
The arrangement of the 79 exons can be seen in the following picture which has been designed by Dr. Annemieke
Aartsma-Rus and which I am showing here with her permission.
In this representation, the exons have different shapes because the border between them can be after the first or second genetic letter of the genetic words at the border or between entire words.

As you can see, in this normal situation, the exons fit together smoothly. As a consequence of a mutation, one or
more exons may be missing or are duplicated, and then the
remaining ones may not fit anymore, meaning that the reading frame is shifted – it is out-of-frame – and Duchenne
muscular dystrophy develops in most cases. If the exons still
fit to each other after the mutation, the reading frame is not
shifted –it is still in-frame –, but the dystrophin protein is
shorter and this may lead in most cases to the slower developing Becker muscular dystrophy.
To find which exon to skip when the mutation is a deletion,
cross out the deleted exon or exons and see whether the exon
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before or after the deletion must be taken out, to be skipped,
so that the remaining exons fit to each other in one of the
three “natural” ways.
For instance, a deletion of the 6 exons 45 – 50 means that
the exons 44 before and 51 after the deletion do not fit together. But skipping exon 51 would produce a normal fit
between the end of exon 44 and the beginning of exon 52.
You will also see that the deletion of exons 44 – 50 could be
repaired by skipping both flanking exons 43 and 51, so that
exons 42 and 52 would fit to each other. You will also realize that a deletion, e.g. exon 44, that produces non-fitting
exon borders mean a shifted reading frame leading to
Duchenne dystrophy, while a deletion, e.g. 48 – 51, that produces fitting exons do not shift the reading frame, and that
should mean Becker dystrophy.
This procedure works also for
duplications and premature stop
codons. If with these explanations you have found which exon
or exons have to be skipped in
the dystrophin mRNA of your
son, it is important to understand
that this does not guarantee that
his severe Duchenne symptoms
will be changed into the milder
symptoms of Becker dystrophy,
if he would be treated with his
“personal” exonskipping drug
that makes the remaining exons
in-frame again. All that can be
said is that a particular skipping will change the reading
frame of the genetic message on the mRNA from outofframe to in-frame again. It does not say that the in-frame
genetic message will produce a “Becker”-dystrophin in
every case, because the reading-frame rule has many exceptions, which are not completely understood in each case.
Thus, an exon skipping therapy will in many cases produce
a protein that reduces the dystrophic symptoms, but there
might be surprises which will only become apparent during
an actual treatment. For a detailed explanation of exonskipping, please look at the report about this technique, updated in 2009, on my internet pages www.duchenneinformation.eu.
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Information / Research News
Eurordis Membership Meeting
Amsterdam, May 2011
On behalf of the Genetic and Rare Disorders Organisation
(GRDO) and MDI, I travelled to Amsterdam in May to attend
the Eurordis Membership meeting and workshops. Eurordis is
the European Organisation for Rare Diseases, and they are an
alliance of patient groups and individuals dedicated to improving the lives of people with rare conditions throughout Europe.
The first day focused on National Plans for Rare Diseases, and
the outcomes of the 15 national Europlan conferences which
were held in 2010. Member states including Ireland signed up
to an EU Council Recommendation to develop a national plan
in each country by 2013. Mr. Yann le Cam from Eurordis emphasised that the Council Recommendation is not in isolation
but will be integrated with other parts of EU policy such as
orphan drugs, cross border healthcare directives, research and
public health programmes etc. The overall aim of the plan is to
improve the lives of patients and families. Each plan will
cover key areas of access to diagnosis, care, information, support, research and treatments. It will include issues such as
access to Centres of Expertise, where there is a multidisciplinary approach with coordination between hospital, community
and home care. However, for this to work properly, there
needs to be a long-term public funding mechanism.
The gathering and sharing of expert opinions is to encourage
more equal access to high quality care, medicines and social
rights. It was emphasised that patient groups are the best allies
to take an active role in shaping research, healthcare and social
policy.
The workshops on the second day offered more of an opportunity for discussion and to hear how other countries have addressed certain issues. I attended workshops on Social Care
and Centres of Expertise.

Social Care
There was a presentation on the Norwegian model of social
care from Ms. Lisen Mohr from the Frambu Centre. The Norwegian definition of a rare disease is one that affects 1:10,000
or less, which differs from the EU definition of 5:10,000.
There are currently 16 Resource Centres for Rare Diseases in
Norway which are funded by the state and although the budget
has been reduced, all 16 centres are still operational. Some
centres are connected to a hospital and others to centres for
learning or developmental disorders. Frambu is the only centre
with hotel accommodation. They do not provide medical treatment, but can offer some advice, counselling and support. The
centre is open to people with rare diseases and parents or caregivers. While they attend the centre they would follow an individual plan which could include therapies, lectures or training.
As well as residential courses, Frambu also provides outreach
activities in the local community, research projects and sum-

mer camps.
In the discussion which followed, I emphasised that everyone
with a rare condition is different and people require support in
different ways. While a residential course will be welcomed
by some, others will prefer support in their own home or a
Family Support Worker or Youth Worker who can visit them
or contact them directly to give information and support. Personal assistants are essential to promote independent living
and integration into a person’s own community. Social care
must therefore be flexible to take individual needs into account.

Centres of Expertise
The medical and social aspects of care must be integrated at
all levels and it is essential that the patient is placed at the very
centre of the system.
Ms. Samantha Parker explained the definitions of a Centre of
Expertise (CoE) and a European Reference Network (ERN). A
CoE is a national centre of expertise in a specific disease or
disease group, supported by the member state. An ERN is a
disease specific European network of CoEs. An example of an
ERN would be CARE-NMD, which is a project bringing together leading care centres to disseminate information about
best-practice Duchenne care, and implementing international
consensus care standards.
The aims of such networks are to identify and share expertise
and this will increase the availability of information to patients, improve care standards, increase quality assurance and
promote coordination of registries and research. Research and
clinical care must be integrated. One issue that was also highlighted is that of the transition from paediatric to adult care.
It was emphasised that the role of patient organisations in
these networks needs to be optimised. This was a sentiment of
importance that ran throughout the conference. People with
rare conditions, families and patient organisations are central
to ensuring that any National Plan fulfills its objectives.
There is now a working group in Ireland composed of all the
stakeholders, who will be preparing Ireland’s National Plan
and ensuring that it is a plan that can actually be implemented.
If anyone would like any further information about this, please
do not hesitate to contact me on 01 6236414 or email
karen@mdi.ie
Karen Pickering
Information Officer
Muscular Dystrophy Ireland
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Information / Research News
New Clinical Trial for
Spinal Muscular Atrophy

The AFM Téléthon
is Back!

The Repligen Corporation in the USA has just received approval from the Food
and Drug Administration (FDA) to start a phase 1 clinical trial of a new compound called RG3039 (previously called quinazoline). The purpose of this study
is to assess the pharmacokinetic and safety profile of escalating doses in up to 40
healthy volunteers.

In the last MDI newsletter, we reported that
the AFM Téléthon in France was under
threat due to concerns that it was focusing
too much on a single cause to the detriment
of other charities. This would have had a
massive impact on the funding of research
into neuromuscular conditions, and led to
AFM withdrawing a call for research grant
applications. Over 93,000 people signed a
petition to pledge their support for the Téléthon and we are pleased to report that a
new 3-year partnership between AFM Téléthon and French Television has been
agreed.

SMA results from a problem in the SMN1 gene, which leads to low levels of the
SMN protein and progressive damage to motor neurons. People have another
gene called SMN2 but this only produces very small amounts of SMN protein.
Previous laboratory research has shown that RG3039 targets the SMN2 gene to
make it increase the production of SMN protein. In animal models, this has been
shown to improve mobility and lifespan, so this is why it has been selected for
clinical trials.
The American organisation Families of SMA invested $13 million since 2000 to
do the work to develop this compound, and the Repligen Corporation licensed it
in 2009. This demonstrates the time and money that it takes to get a new drug to
the clinical trial phase. We hope that the trial progresses well and further updates
will be published in the newsletter as they become available.

The 2010 Téléthon raised a total of
€90,450,886 and AFM hopes that this year
it will be an even bigger event, meaning
that more money will be available to researchers working to identify new therapies
for neuromuscular conditions.

MDI Annual General Meeting
Members pictured below at the MDI AGM on Saturday 21st May at our new premises. The new board members elected
are as follows:
Chairperson:
Elaine Mc Donnell;
Vice Chairperson:
Garry Toner;
Secretary:
Jimmy Murray;
Treasurer:
Florence Dougall;
Executive Members:
Kathy LeBrasse,
Simon Jameson
Sammy Brill.
A full report will be
sent out to members in
the near future.
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MDI’s New Offices and Wheelchair Accessible Apartment
On 1st April 2011, the
keys of 75 Lucan Road,
Chapelizod, Dublin 20
were handed over to Joe
Mooney, Chief Executive
Officer of Muscular Dystrophy Ireland and this
address then became the
new home, offices and
permanent address of MDI.
This is an exciting new era
for our organisation as it
marks the beginning of the
latest chapter in the history
of MDI. Since MDI’s
foundation, it has been
operating from members
living rooms (for the first
10 years), and from rented
offices for the past 25
years, but in June 2010 we
purchased a premises with
a view to establishing a
new Centre of Excellence
for people with Neuromuscular Conditions. This
building required extensive
renovations to make it totally wheelchair accessible and the
work is now complete.
On 4th April 2011 after a busy weekend of moving furniture
and office equipment etc, this 6000sq ft premises became the
new and permanent Head Office of Muscular Dystrophy Ireland.
Initially this new building will just maintain and manage the
existing support and administration services provided by
MDI. And in the near future this premises will become a
unique “Centre of Excellence for people with Neuromuscular
Conditions” living in Ireland.
This
purpose
designed building
will eventually
enco mpass
a
wide range of
facilities to enable people with
n e ur o mu s c u lar
conditions
to
access information and support
services. It will
also include one
of the most comprehensively
equipped
aids

and appliance facilities, where members and individuals can
try out and test such appliances. A large boardroom is also
available for hosting meetings and AGM’s etc. And in due
course it is envisaged that a variety of courses and other activities can be run from this facility.
The second floor of this building consists of a self contained
fully wheelchair accessible three bedroom apartment which is
now available for short term respite breaks for MDI members. It can also provide accommodation to MDI members and
their families from outside Dublin who need to attend clinic or
hospital appointments, to visit members in hospital, etc.
On Saturday
30th
April,
MDI held our
first
official
event at these
new
offices,
when
we
hosted an informal
open
day and invited all of our
members
to
come and visit
or us in our
new premises
for a guided
tour and some
light refreshments. A small number of members availed of this opportunity and were really impressed with our new space and facilities which will allow us to enhance and further develop the
services which MDI will soon be able to provide to its members
In addition, on Saturday 21st May the Annual General Meeting of Muscular Dystrophy Ireland also took place in the
Board Room in our new premises. This provided another opportunity for members to
see our new building, who
couldn’t come to our open
day.
Once we have settled fully
into our new premises, we
will announce details of an
official opening and all
members and interested
parties will be invited. In
the meantime, all members and friends of MDI
are welcome to pop in
anytime during office
hours if you are passing.
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Social & Affordable Housing for People with Disabilities
Everyone should have an opportunity to live in a home suitable to their needs. Local authorities have a responsibility to respond to the rights of people with disabilities to live as independently as possible in their preferred living
situation, but they can not respond to your housing needs if you haven’t registered on your local housing list.
Your present accommodation may be adequate to your needs, but it is important to also think of your future requirements, particularly if you have a progressive disability such as muscular dystrophy. So, if your present accommodation is not suitable or your future needs are likely to change, it is important to put your name on the
housing list as soon as possible rather than waiting until your needs change as this process can take a few years
to complete.
MDI member Robert Vaughan, who lives in a Dublin City Council bungalow in Donnycarney, recently told the
story of his “road to independence” to IWA’s “Spokeout” magazine and he kindly agreed to have it reproduced in
our newsletter for the benefit of fellow MDI members.

R

obert Vaughan grew up in the Artane area of
Dublin 5, and when it came to looking for a
place of his own he wanted to stay in his
comfort zone. “Apart from a short spell
working in Holland in my 20s, I’d always lived in the
family home. The idea of living independently in the
same area was less daunting because it meant I could
still do all the same things, like meeting friends and going to local pubs or shops.”
Robert registered with Dublin City Council (DCC) in
2005. “I have a form of muscular dystrophy which progresses slowly, and while the family home had been
adapted, it was just my Mam and me living there. Mam
was getting older and, with only 12-14 hours of PA support a week, it was becoming hard work for her.”
When Robert decided to apply for local authority housing, he met with his family support worker from Muscular Dystrophy Ireland (MDI) and with IWA’s Housing
Officer, Dolores Murphy. “I got a lot of help from both
MDI and IWA. Dolores knew what was coming up in
terms of accessible housing and she informed me that
DCC were building some bungalows in Maypark, Donnycarney, less than a mile from my family home.
Dolores made it clear that the first step towards getting
one of these units was registering on DCC’s housing list.
There was a bit of form-filling involved, and I had to get
an OT’s report. I knew it was a process that would take
time, but in the end, it all happened more quickly than I
expected.”
“The way it works,” adds Robert, “is that someone from
the council comes out and assesses the suitability of your
current accommodation. They award you points based
on your disability and requirements. In my case, I got a
call from a DCC architect just 18 months after my initial
application. He said he’d been allocated my file in relation to the Donnycarney development and wanted to
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have an initial meeting to discuss my requirements in
terms of door widths, bathrooms, etc.”
Being allocated a property was only one aspect of
Robert’s transition to independent living. “The main
issue I had was getting a care package in place to support me – and I think this is something that is getting
even harder in the current climate. Eventually, through
the support of MDI and IWA, I was allocated more or
less full-time support, including overnights.”
Robert now has four PAs – Kash (whom he jokingly
refers to as his “Head PA), Novica, Samantha (pictured
with Robert below) and Ciaran, “When I first moved into
the bungalow, I found the adjustment difficult. I had to
change my phyiso, OT and IWA co-ordinator because
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I’d moved from community care area 8 to community care
area 7.

ple with disabilities to live as independently as possible in their preferred living situation and unless they
know your needs they can’t meet it. Don’t put it off
because you think you will be unsuccessful.

The bungalow was also a lot smaller than the house I’d
been used to, and it took a while to get used to having PAs
there all the time. But I think everyone goes through a
transition period and you settle after a while.

I live at home with my parents. I am very happy at
the moment but want to make plans for the future.
What should I do first?

The financial aspect of independent living is a big thing.
Everything that comes through the letterbox has your
name on it. It’s no longer your mam’s responsibility, or
even a shared responsibility. You have to keep on top of
everything.”

The first thing you should do is put your name on the
housing list. You do this by registering with your local
authority. By doing this you are registering your housing need and will be offered social housing in due
course either from the local authority itself or from a
housing association.

Over the past few years, Robert has also continued to develop his career. “I started out many years ago as an autoelectrician and I worked in Dublin Bus for 16 years before
taking redundancy in 1997. After that I took a course in
electronics and got a job in an electronics company for
seven years. More recently I did a year’s business course
in Killester College, and went on to get my current job,
working in admin in Kartel Clothing. I‘ve been lucky because I’ve always been working or studying.”

I see that Cluid (or any other housing association)
is building houses beside me. I would love one of
them. How do I go about it?

Robert says he is always happy to talk about his own ex-

I am a wheelchair user. I want to live in my own
place? What are the options for PA availability?

perience of applying for a house because he hopes it will
encourage others to do likewise. “I think there are lot of
younger people out there in difficult situations who would
like to have more independence. I’d encourage them to
start the process by registering with their local authority.
Yes, there will be red tape and bureaucracy, but the end
result is well worth the effort.”

Some Useful Questions and
Answers Re Housing
People with disabilities should not have to accept unsuitable accommodation conditions. Everyone should
have an opportunity to live in a home suitable to their
needs.
If everyone should have an opportunity to live in a home
suitable to their needs, how can this happen when I can’t
manage to buy my own place?
The first step is to apply to register with your Local Council
which can make this possible.
If you don’t register with your Local Council how can they
meet your need? They have no idea of the number of people
who need housing or their preferred living situation. Local
Councils have a responsibility to respond to the right of peo-

The housing association takes nominations from the
local Council. Register with your local authority and
indicate your interest in the particular housing association. Your name will be forwarded by the local authority and the application process will proceed from
there.

If you require PA to live in your own home, you
should contact your local HSE Disability Manager.
You might want to consider applying for PA service
before you move from your present accommodation to
get used to working with PAs and to begin to build up
enough hours to be able to live in your own place.
You might also contact the Assisted Living Service in
the local Irish Wheelchair Association (IWA) centre
who will be able to advise you on who the Disability
Manager for your area is and where to contact
him/her. The IWA provides PA services but has to be
funded by the HSE to do so.
I am building a new house and was just wondering
if there are any grants available? I am a full time
wheelchair user.
The grant you should check out with your local Council, Housing Grants Department, is the Housing Adaptation Grant for People with Disabilities. For a new
house the maximum grant payable is €10,000.00. The
grant is means tested, if the household income is
above €30,000.00 the grant begins to be paid on a sliding scale. At an income of or above €65,000.00 then
no grant is paid. Phone the local Council to enquire
and confirm these details. It would also be worth
checking out sustainable energy/green grants too
for energy savings.
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Disability Service in
Trinity College Dublin
For students with
disabilities pre-entry
activities are a key
factor in successfully
gaining a place in
college.
Alison Doyle is Disability Officer at Trinity
College Dublin and she believes that a webbased strategy to assist second level students,
parents and other stakeholders with transition
planning is critical as it provides:
Pre-entry contact between service providers in College, incoming students, parents and
schools.
• Positive role models in the form of student
'stories' and realistic advice on specific courses
and expectations.
Advice and guidance to ensure successful student progress through the first year of college.

•

The Disability Service in Trinity College
Dublin would like to invite you to visit a new
website for Leaving Certificate and postLeaving
Certificate
students:
www.tcd.ie/pathways-to-trinity
They have gathered pre-entry information to
assist with admissions, access routes, course
choices, advice from students and lecturers,
and college supports relevant to students with
a disability. Whilst some of the information is
relevant to Trinity, much of the advice is generic to any student applying to any college.
They are also making their online academic
resources available for help with study skills
and exam revision, and have provided some
useful suggestions for assistive technology
solutions. Visitors are also invited to participate in the discussion forum at
http://pathways-to-trinity.weebly.com
The Disability Service in Trinity College
would welcome any suggestions of what other
features or advice you think should be included on this website.
For further information contact Alison Doyle,
Disability Officer, Trinity College Dublin.
http://www.tcd.ie/pathways-to-trinity/
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Member in Law!
The following article featured recently in the Clare People and is
about a young woman from Co Clare, Aisling Glynn, who has just
commenced working as a solicitor for a legal firm in Kilrush.
Aisling, who is a graduate of University of Limerick, has Limb
Girdle Muscular Dystrophy and is a member of MDI. She has
kindly given us permission to reprint this article in our newsletter
and added that she would be happy to talk to other members who
live with similar conditions and who may be interested in going to
college. If you would link to contact Aisling you can email her at
aislingglynn@gmail.com.

Clare’s Newest Legal Eagle
With current unemployment figures on the increase, finding work
can be a very difficult task for anyone these days and even more
so if one has a disability. Jobs may also be limited in the legal
profession at the moment, but one young Kilrush woman with a
disability has landed herself a job in one of the county’s most established legal firms.
Aisling Glynn has secured employment with McMahon and Williams in her home town, Kilrush. The 25 year old (who has Limb
Girdle Muscular Dystrophy) has spent the past seven years training to be a solicitor, part of which she worked with McMahon and
Williams.
Aisling took her apprenticeship under the guidance of senior partner Gearoid Williams and the other solicitors in the firm, Sinead
Kenny and Ciara Comerford. She obtained her practicing certificate in March 2011 and was introduced to Kilrush District Court
in April, where she was welcomed by Judge Joseph Mangan,
along with members of the legal profession and Gardai. She has
become accustomed to the courts in recent months, having sat in at
various court sittings across the county. She is thoroughly relishing the opportunity to focus on a career in the legal profession in
Clare.
“I really like it. It is varied and interesting. This is a nice place to
work and Gearoid is great. I am lucky to be in employment” Aisling told the Clare People. “I was the youngest in my class in
Blackhall in Cork, luckily I got this job,” she added. Aisling grew
up in Kilrush and moved to nearby Killimer with her family for
some years. They returned to Kilrush recently and she now lives
just a stone’s throw from her place of work in Kilrush town centre.
She graduated from the University of Limerick in 2007 with an
LLB in Law, having taken Law and European Studies to degree
level.
She always had an interest in law and is delighted she followed her
heart. “I decided when I was 15 for no particular reason and just
went for it” she said. She is looking forward to working in every
area of law. “I do a lot of civil litigation, personal injuries, family
and probate law” she concluded.
MDI would like to thank Aisling for allowing us to reproduce this
article, which we believe is very positive and encouraging for fellow members and we would like to wish her well in her future career.
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MDI Young Members (11
(11--14 year olds) Easter Camp 2011
Told as viewed through the eyes of a work placement student with MDI!
I have spent the past few months on a
student placement from college with
MDI, so when I was asked to spend a
week in Galway for an Easter Camp with
the young members I jumped at the
chance! I had no idea what to expect on
Camp and was feeling nervous and excited when it came to the day we were to
set off for Galway.
After loading up all the bags (and a dog
belonging to one member!) we headed
off. Ours was the second bus to arrive at
Kilcuan Lodge in Clarenbridge, Co Galway and we were met by beautiful sunshine. The feeling of nervousness I had
leaving Cork, quickly faded as I met the MDI Members and Staff take to the water on Salthill beack for some fun.
other young members, Youth Workers L-R: Aine Fleming (Cork); Eoin Fenton (Cork); Brian Kenna (YRW North
and Personal Assistants (PAs) from dif- East); Holly Jameson (Wicklow); Emma Fleming (Cork); Emma Gibson
ferent parts of the country. Everybody (Cork) and Aisling Dermody (YRW West)
was so friendly and the centre was buzzing with excitement! We unpacked everything and spent the
shopped out and headed back to the centre. When we got back
afternoon relaxing in the sun and playing games. Everybody
we all just relaxed while we decided what we wanted for dinwas settled and enjoying the company and meeting everyone
ner...it was Chinese night! After dinner there were a variety
else. After dinner I spent the rest of the night playing board
of games for the kids like board games, playstation, xbox,
games with the members and other PAs. Before we knew it,
DVD’s and singstar, so we were all well entertained and eveit was bedtime and we all went to bed, some still a little exryone enjoyed themselves. The night flew and come 10.30pm
cited after a great day, and even more excited about the next
it was bedtime as tomorrow would be an early start – we were
day (well the girls anyway!) because we were going shopheading to the Aquarium in Salthill!
ping!!
It was an early start on Sunday morning, 8am! I assisted in
helping to get some members up we all and had breakfast before loading up all the busses and heading into Galway city.
All us girls went in one big group together. We spent the day
shopping and went for lunch and by 4.30pm we were all

Next morning we left the centre at 10am and headed to the
Aquarium in Salthill. We decided to take a packed lunch with
us today, so we were busy all morning preparing this. Everybody was excited about the trip. When we arrived at the
Aquarium we went on a quick tour and then one of the Aquarium staff members gave us a short talk. We then
took a short lunch break and then continue the tour
for another hour. When it finished we headed for a
walk along the promenade as the sun was splitting
the rocks! We sat by the beach for a while where
some of the members and staff dipped their feet in
the water and others just relaxed in the sun. It was
the perfect way to finish off the afternoon before we
headed back to the centre. That night after dinner,
we had a table quiz.
On Tuesday a drama facilitator visited the centre to
make a short film with the young members, which
they would get a copy of before going home. Everybody was up early and excited about the film making! We spent the day watching the kids dressing up
and enjoying themselves. When the drama finished
the children had a choice to either go swimming or
to the cinema. I went to the cinema with one group,
it was a very enjoyable film and we all had fun.

Something “Fishy”at the Aquarium in
Salthill with Jack O’Brien from wexford!
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Tuesday night was pizza night at the centre and everyone couldn’t wait to get
home and have some!! After dinner we were all tired and headed off to bed as
we faced into the second last day of camp.
On Wednesday we had an early start again as today we were going to Athlone
for a visit to the Army Barracks. We took a packed lunch with us today also
and stopped off by a lake at a hotel before we got to the Barracks. Luckily the
weather was nice so we
could eat outside. After Martin Lawrence from Dublin partying on camp!
lunch we headed off to the
Army Barracks! It was a
great day and the young
members really enjoyed
talking to the army officers and being shown all
the equipment such as the
vehicles and weapons
used. As it was the last
night of camp, there was a
party organised with a
Christian Mayse from Killarney, armed and ready
Hawaiian theme.
But
for action at the Army Barracks in Athlone!
first, the drama facilitator
returned with the short
“Zombie” movie which
we had made the previous day and gave copies for everyone. We all then sat
around to watch the movie, it was very well done and funny and we could
see the members had a great time making it and were all very proud. After
finishing watching the short movie the party then started!! We had food and
drinks, music and games, and everybody had a great time! Tomorrow we would be heading home after an amazing week and
everybody just wanted to have fun on the last night!
It was an early start Thursday as we had to get everybody up and packed and ready to go at 10.30am! All morning the members
were saying bye to each other and talking about the great week they all had together! It was then time to head off home. It was
sad leaving but we knew we would be back again!!
I can honestly say that I have never enjoyed myself so much than in the week I did on camp with MDI. I didn’t know what to
expect before going even though everybody was telling me what it would be like. I didn’t realise that I could enjoy myself so
much when working and I’ve met some of the nicest people I could ever meet. By Thursday, I did not want to leave and I
couldn’t believe how fast the week had gone. It has been an amazing learning experience for me and hopefully I will get the
chance to experience this again. I have nothing but high praise and respect for all those working with MDI and of course the
members. It really was an amazing week and now I just can’t wait for the next one!!
Ciara Hennessy
Placement Student with MDI

Members lined up for a photo “shoot” at the Army Barracks in Athlone.
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Fundraising / PR News
World Record Attempt & Fundraising Challenge for MDI
Seven Limerick men are planning to make a world record
this summer by circumnavigating Ireland on motorcycles
over a gruelling two days.
Ken Counihan, of the Limerick Marshals, a motorcycling
club which assists An Garda Siochana in its duties, said
they will be motorcycling for nine hours per days. And if
they make it on time they hope it will make it into the Guinness Book of Records. The challenge is to raise funds for
Muscular Dystrophy Ireland.
Ken and six fellow motorcyclists will depart from Limerick
on the morning of August 27 and will cover over 1,200
miles in 48 hours. Upon leaving Limerick they will head
up the west coast, travelling through the Burren and Connemara, and onto Donegal.
On day two they will leave Belfast, have a relatively
straight run on the motorway down the east coast, before
travelling to onto Cork, Kerry and back to Limerick at
roughly 9pm the following day.
The 53 year-old said the all-male group can only take one
45-minute break per day.
“I hope the motorbike challenge to circumnavigate Ireland
will help MDI raise vital funds and also increase the awareness and understanding about muscular dystrophy,” said
Ken.
MDI would like to wish Ken and his fellow motorcyclists
well in their adventure and we would like to thank everyone
involved with organising and participating in this challenge
for helping to raise funds for Muscular Dystrophy Ireland
and supporting us in our work. Your efforts are very much
appreciated.

Charity 25 New Patron - Mrs Brown
Charity 25 is delighted to announce that
BAFTA nominee Mrs Agnes Brown (Aka
Brendan O’Carroll) has agreed to become
the main patron and face of their charity.
At an official launch in the Olympia Theatre on 12th May last, Mrs Brown said "this
is the most important thing I will do this
year, I am very proud to be involved and
being able to support 25 Irish charities".
MDI is one of the 25 charities which are
associated with Charity 25 and we are delighted to be a part of this campaign. Pictured here with Mrs Brown is Amy Bramley, MDI PR/Fundraising Coordinator,
who attended the launch.

About Charity 25:
Charity 25 was set up by Kevin
O’Brien in October 2010. With the
downturn in the economy and Irish
charities desperately needing funds
to carry on their good work, Kevin
identified an opportunity to bring a
group of Irish charities together to

raise funds. Charity 25 launched its
first campaign ‘2WILLDO’ in October 2010 where €1.59 from every
€2 text donated goes to the charity.
All monies raised will be divided
equally between each charity.

Shannon Estuary Swim for MDI
Over 30 swimmers are preparing to swim across the Shannon Estuary from
Coleman’s Castle Co Clare to Glin Pier Co Limerick in a spectacular two
mile event to raise much needed funds for MDI. The swim will take place on
Sunday the 24th
July, at 12 noon
and all our welcome to support
and cheer on the
participants.
Please contact
Amy@mdi.ie for
further information.
Swimmers line up
for a photoshoot to
promote the swim

Lough Derg Cycle

Jason Slattery (MDI member) with Ken Counihan
motorcyclist and Concy Ryan.

Flora Mini Marathon 6th June 2011
Many thanks to all who took part and raised funds for MDI

On Sunday 11th June MDI is hosting the forth cycle challenge around Lough
Derg which will take participants through the beautiful Shannon region. The
route is approximately 70 miles long with food and refreshments supplied
throughout the day. All levels of fitness are catered for and to date the cycle
has raised over €10,000 for respite support services. For more details contact Amy Bramley at 086 818 5352 or email amy@mdi.ie.
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Fundraising / PR News
Amy on the run in Lisbon!

Lisbon Half Marathon

I ran in the Lisbon half Marathon in aid of Muscular
Dystrophy Ireland on Sunday the 20th March on a
beautiful day (25 degrees). The race started on the stunning 25 de Abril Bridge, very similar to the Golden
Gate Bridge and the race continued along the city’s beautiful coast line. I completed the run in just over 1
hour and 45 minutes.
I would like to sincerely thank all my family and friends for kindly supporting me and donating money to
Muscular Dystrophy Irelands Respite Support Services. Total amount raised was €540.00. Well done
Amy and thanks a million, from all at MDI.

Ladies Super Donation of Beauty Treatments
Free Body Mind Balancing Treatments were held on Saturday the 7th May from 11am-3pm, in the CBS Secondary School, Naas, Co Kildare with thanks from Linda McMahon.
The total amount of €250.00 was raised on the day and all will go towards funding the respite support services.
Many thanks to all who supported the event and to Linda McMahon for her fundraising efforts.
Further information on what is Body Mind Balancing check out the website www.bodymindbalancing.ie

Amy with her medal

New Fundraising and PR
Officer

MDI at the
Adventure Weekend
Expo in the RDS

Kim, pictured
with Emer
McElligott
from Offaly in
Mondello,
selling tickets
for MDI.

Our fundraising department has a new staff
member. Kim Warnock, Fundraising and
PR Officer, joined Muscular Dystrophy
Ireland in February 2011. She has experience working in the not for profit sector
both here and in Australia. Kim has joined
From 20-22nd May 2011 MDI had a stand in the
us until October 2011 to assist Amy our
RDS at the Adventure Weekend Expo Along with
Fundraising and PR Coordinator with a
promoting MDI, we also sold tickets to win the
focus on raising much needed funds.
Harley Davidson at Ireland Bike Fest in Killarney.
It was three action packed days, visually entertaining
and an informative show. Many thanks to Chantal
Halligan, Fiona McDonnell, Gary Toner and Hubert
McCormack for volunteering their time to promote
MDI at the show
Hubert & Amy at the Show!
Many thanks to Audrey & Tom McMorrow (pictured below with Hubert and Joe
from MDI) who organised a Pitch & Putt Fundraiser at the Lucan Pitch & Put
Club on Monday the 2nd May. The event was a tremendous success and they also
organised a presentation along with music and entertainment in the Club House on
the night. The
event
raised
over €1700 for
MDI’s respite
support services.
Many thanks to
all who supported the event
and well done to
Audrey,
Tom
and Co for a job
well
done.
Thank you!

Pitch & Putters Pot €1700 for MDI
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Funky Feet Dancing in Dundalk Raises €4,160 for MDI
On Sunday 19th December 2010, 220 young girls and boys from all around the Louth area, danced for four hours in the Fairways Hotel to raise
funds for Muscular Dystrophy Ireland (Dundalk & District Branch)
These young people have learned to dance as individuals and as a troop under the
expert tuition of Stacey and Kelly Murnaghan who have coached, encouraged, and
choreographed them to a level of dance performance to be proud of.
They rehearsed relentlessly at their Coes Road Dance Studio for months in preparation for the fundraising night. Friends, relatives and admirers from all over the
county turned up to fill the house and witness an extravaganza of dancing that
would make any parent proud.
The picture shows Stacey with some of these wonderful young dancers, presenting
a cheque for €4,160.00 to Terry Dullaghan who is Chairman of the Dundalk and
District branch of Muscular Dystrophy Ireland. The money raised will be used to
provide youth services for children and young adults with Muscular Dystrophy as
well as helping to fund research into muscular dystrophy.

Thank you to all who supported MDI's National
Awareness Day Campaign. We sold chocolates and
candles from the 12th to the 14th February in 38 Tesco
Stores and 8 Debenham Stores Nationwide. This was only possible with the kind support, and assistance
from members, volunteers, friends and staff. Money is still coming in and at the time of printing we had
over €25000 received.

Awareness Day Thanks

Student volunteers photographed selling chocolates for MDI
Blackrock Primary School Dundalk- Zowie & Amy Reid sold 3
boxes in their school

(Left) St Vincent's Transition Year Students
Dundalk raised €2500 on the 10th February
in Dundalk Town

Below:
Second year students
from St Vincent's Dundalk selling chocolates
on their lunch break.

Above and Left:
Students from
Loreto Convent
Bray, volunteering
at Tesco Bray in
February.
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to meet the school pupils and teachers and
were presented with the cheque. They
suggested that the teachers give homework off for the afternoon as a thank you gesture from MDI,
which we believe was granted!!

More Awareness Day Activities in Cork!
MDI members Alice Forde and her son Ciaran from Kanturk, Co Cork were the driving force behind spreading the
awareness for MDI in North Cork. Ciaran (aged 13) who is a
pupil at St Colman’s National School, Kanturk asked his
fellow pupils to support MDI by bringing in €2.00 to buy
chocolates. This request alone raised €540.00 which was
fantastic.
MDI staff members Trudy Renshaw (Family Support
Worker), Mary Rose Howell (Youth / Respite Worker) and
Ciara Hennessy (Placement Student with MDI in Cork) went

Alice, Ciaran and his sisters also spent a day selling the
chocolates outside local shops in the Kanturk area and raised
over €1,500 in total. MDI would like to thank the people of
Kanturk for supporting this campaign. And a special word of
thanks must go to the pupils of Saint Colmans Boys National
School in Kanturk who bought chocolates and to Alice and
Ciaran Forde for organising this. Well done to all.

Kilimanjaro Climb
raises €4,500
Many thanks to Kathy O'Neill and
the Management and Staff of the
Marriott Global Reservations Centre in Blackpool, Co Cork, for their
fundraising efforts during the MDI
National Awareness Campaign.
Staff participated in a
charity Muffin Morning
to help raise funds for
MDI. Many thanks to
all for supporting this
event and all funds
raised will go towards
funding MDI's respite
support services.
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Congratulations and well done to Eanna
Walsh & John Rigney from Nass, Co Kildare
(pictured below) who climbed Kilimanjaro in
aid of Muscular Dystrophy Ireland recently.
They raised the tremendous amount of €4,500
by organising various fundraising events and
school collections in their communities. Well
done on completing this amazing challenge
and for raising money for MDI. Many thanks
to Eanna & John!

A Big

Thank You!
Over the last three or four years MDI members
Mary, Francis and Una McGinn from Carrickmacross, Co Monaghan have lodged more than €10,000
from the proceeds of various fundraising events,
church gate collections and donations from fellow
friends and colleagues. MDI would like to acknowledge the ongoing support and commitment which
Mary, Francis and Una have given to our organisation over the years and we would like to thank the
people of Carrickmacross for their continued support
and generosity.
Indeed, we would like to equally extend our gratitude to all members and friends nationwide who also
fundraise tirelessly throughout the year to help ensure that MDI can continue to provide such a high
standard of essential services such as Family Support, Respite, Youth and Transport services. Without your ongoing support (especially in the current
financial climate) MDI could simply not provide
such services, and we are therefore extremely grateful to on and all. So, to all, we would like to say a
big Thank You.
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100km Sponsored Cycle
Gerry Prizeman, Regional Manager, Bank of Ireland, North East Region and his colleague Mark
O'Connor completed a 100km sponsored cycle to
raise funds for MDI, MS Ireland and Hospice services across the North East. The lads worked extremely hard training during their free time and at
weekends and they were very successful in their
fund raising efforts with friends, family and work
colleagues very generously supporting them. They
raised a total of €3,000 for MDI which included
monies donated from Bank of Ireland's Staff
Matching Fund and also helped greatly to raise the
awareness of muscular dystrophy. Well done and
our thanks and appreciation to Gerry and Mark!

Cheque Presentation - L-R: Gerry Prizeman, BOI, Terry Dullaghan & Lynn McGuinness, MDI members from the North East
and Mark O'Connor, BOI.

A day in the life……...
Continuing on with our series of “a day in the life” of various staff members of Muscular Dystrophy Ireland, we now introduce you to a day in the life of MDI’s Community Support Worker
in the North Western Region, Paula Coyle Carberry.

Introducing “A day in the
life of Paula Coyle
Coyle--Carberry
I am the Community
Support Worker for
Donegal, Sligo and Leitrim which incorporates
Family Support and
Youth Services. My
office base is in Letterkenny in Donegal but I
could be in any of the
three counties on any
given day.
I have been in this post
since January 2011 so
it’s early days yet but I
have been enjoying the role immensely and everyday is so
different. It has been so busy from the start and I love the
challenges this role brings every day.
In my first month alone we had a press launch with Noel
Cunningham from TV3 to highlight MDI’s Awareness Day
on Feb 14th, on which we sold chocolates and candles in the
local shopping centre. I was also busy travelling around
meeting the members and networking with other professionals to avail of the best services and opportunities for our
members. No two days are the same and it’s great to have
the diversity.

In March we held a quiz to raise some much needed funds.
The need for fundraising has increased due to the cuts in
funding from HSE and every little bit goes a long way to
benefiting the members of MDI. April saw my first Youth
Activity day and we had a fantastic day bowling, playing
games and having lunch. Days like these are so important to
the young members to have an enjoyable day out, interact
with other members and it’s a break for parents too! A lot of
planning goes into the activities and of course the young
members have their input so it can be as much fun for them
as possible.
On a typical day like today I could be in the office in the
morning doing admin work or interacting with other agencies etc. While this afternoon I have two visits planned
where it could be providing information, offering emotional
support or advocating for a member. I could just as easily be
taking a young member out for the afternoon or playing a
game with them at home. You never know what each day
will bring!
I am really looking forward to the next few months as there
is so much planned with youth activities and even a Community fun day in Leitrim to raise awareness and a pamper
morning for parents. The range of services provided by MDI
is immense and I really enjoy my role in supporting the
members avail of these services. I would like to thank everyone at MDI and the members for making me feel so welcome in my role and for making my post so enjoyable.
Paula Coyle –Carberry
Page 15

Newsletter of Muscular Dystrophy Ireland, featuring updates on recent research,
information, fundraising and social activities and details of some upcoming events.
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MDI members and staff pictured outside our new
premises in Chapelizod, Dublin on 30th April at an
“Open Day” to showcase our new facilities. More
details on page 5.

Thank you to Manchester United Football Club who kindly donated free tickets to MDI
which allowed us to send a group of members to Old Trafford from 8th-10th April to see
Man United beat Fulham 1-0.
Pictured from left to right are: (Standing); Pat O’Callaghan, Laura Shorthall, David
O’Keeffe, Darren Lyons, Robbie Hyland-Fitzsimons, Denis Quinlan, Nial Winters, Des
Mooney. (Seated); John Fleming, Brian O’Keefe, Darren Shorthall, Lee Hylanditzsimons and Thomas Winters.

