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Research News
Updates on Duchenne
Clinical Trials
Hello everyone,
There have been updates on the exon skipping trial in the
UK (led by the MDEX Consortium and AVI Biopharma)
and the Ataluren trial led by PTC Therapeutics (ataluren
was previously called PTC 124). These are both progressing well. AVI released initial data from the systemic part of
the exon skipping trial, which demonstrated that they can
induce dystrophin expression with this treatment. The next
phase of the trial will be on a larger scale and it is only
then that they will be able to determine what sort of a clinical benefit there might be. AVI also hopes to run a trial in
the USA this year and they will be testing different types of
systemic delivery - intravenous vs subcutaneous injection.
PTC hopes that ataluren could be made available in 2011
for boys with Duchenne whose condition was caused by a
nonsense mutation. This happens in up to 15% of cases
so will not be suitable for everyone. There is no information available yet on how effective the drug might be but
results are expected in the first half of 2010.
The most up to date information is available online by visiting the following websites:
AVI: http://www.avibio.com/news_detail.php?newsId=0068
PTC: http://www.bioworld.com/servlet/
com.accumedia.web.Dispatcher?
next=bioWorldHeadlines_article&forceid=53098
We also expect to hear more from the Dutch exon skipping
trial (led by Prosensa) this year. They have had major financial investment from GSK and will be due to start a larger scale phase of the trial in spring - summer 2010.
I'll keep you updated - although it's still quite early days in
some ways, there's a lot happening at the minute.

Karen Pickering
Information Officer - MDI
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International
standards of
care for
Duchenne
International standards of care have now
been produced for Duchenne muscular dystrophy. They have been published in the
Lancet journal and you can see a link to that
here: http://www.treat-nmd.eu/patients/
news/news/706/. This is a scientific paper
and is most suitable for medical professionals.
However, a family guide is being produced
and should be available this month. The
family guide will be a more suitable and
user friendly format for members and individuals.
If anyone would like to receive the family
guide once it has been released, or indeed
if you like further information do not hesitate
to contact me.

Karen Pickering
Information Officer - MDI
Tel: (01) 8721501
Email: Karen@mdi.ie
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TREAT-NMD Conference
Brussels, 17th-19th November 2009

PTC Therapeutics on ataluren, a potential treatment for
Duchenne MD, and GSK working with Prosensa on their exon
skipping technique for Duchenne MD. As well as promising
updates from PTC and the two exon skipping trials (Leiden with
Prosensa and the MDEX Consortium with AVI Biopharma) we
also heard about new trials and research. Trophos, a French
company, is moving into phase II trials of TRO19622 for spinal
muscular atrophy (SMA). Gideon Dreyfuss from the University
of Pennsylvania spoke about high throughput screening for
SMA drug discovery which is leading to the identification of
potential new drugs. There are also groups dedicated to advancing research into neuromuscular conditions, for example, the
Charcot Marie Tooth Association STAR initiative – Strategy to
Accelerate Research, which is bringing together scientists from
around the world to advance CMT research as a team. Some of
these researchers, including Dr. Mary Reilly in London, who
spoke at the MDI Charcot Marie Tooth information day in September 2008, are currently running vitamin C trials. Researchers
are also carrying out high throughput screening to identify other
compounds which could
potentially be a treatment
Left – right: Cheryl Sherman, Charcot Marie Tooth Association,
for CMT.
There are challenges to reUSA, Karen Pickering, MDI Information Officer, Prof. Michael
search. One is the lack of
Shy, Wayne State University, USA
It was encouraging that
patient registries. While regthe regulatory bodies have
istries are now available for
been involved. A reprepeople with Duchenne MD
sentative from the Food
and spinal muscular atrophy,
and Drug Administration
there is work to be done on
in the USA attended this
developing registries for the
conference, and TREATother conditions. There was
NMD had held a meeting
some anecdotal evidence of a
with the European Medireluctance by physicians to
cines Agency (EMEA) in
request a molecular diagnoSeptember 2009 in relasis, possibly due to the lack
tion to exon skipping
of treatments currently availtherapies in Duchenne
able. As clinical trials are
MD, to highlight the need
now progressing and treatfor a collaborative apments are in sight, it is improach to personalised
portant that people have a
medicine. This collaboraconfirmation of their molecution is essential if treatments are going to make it to the clinic.
lar diagnosis as some of the potential therapies will be tailored
to the individual. Patient recruitment is a big issue in driving
forward clinical trials so some effort must be made to educate
In all, the conference closed with a mood of great optimism and
people with neuromuscular conditions about research and trials
hope that we are getting there – that we will have treatments for
to encourage participation. This is especially important as with a
neuromuscular conditions. We can achieve this goal by continunumber of trials taking place in Duchenne MD for example,
ing to work together, the scientists and clinicians with industry,
there will not be enough patients to take place in multiple ranregulatory bodies and patient groups, and it was very encouragdomised controlled trials. This led to a discussion on the need to
ing that at this conference, the person with a neuromuscular
find biomarkers and outcome measures to help to assess treatcondition was placed at the centre of discussions.
ment efficacy. For example, if you take a new treatment, how do
we measure the benefit to you. We can look at protein levels for
Dr. Guenther Scheurbrandt is producing a comprehensive report
example, but what is clinically meaningful?
on the TREAT-NMD conference and I will let you know when
In November I attended a major international conference organised by TREAT-NMD, the European neuromuscular network, in
association with the NIH, National Institutes of Health in the
USA. This conference, “Bringing Down the Barriers in Translational Medicine in Inherited Neuromuscular Disorders” brought
together representatives from science, clinicians, industry, voluntary organisations and people affected by neuromuscular conditions. Over 350 people attended from over 30 countries, including some of the world’s leading scientists who are working
to develop treatments for people with neuromuscular conditions.
It was apparent from the conference that the key to developing
new treatments is this collaboration between patients, science
and industry, and as neuromuscular conditions are considered
rare, we need this collaborative effort to reach across national
boundaries. As John Porter from NIH pointed out, the NIH
alone is spending around $239 million per year on neuromuscular conditions and yet there is only one new medicine available
– myozyme for Pompe’s Disease. There is a definite need to
partner on science and funding or new drugs will not be forthcoming.

Leaving aside the challenges, the pace of neuromuscular research is gaining speed. We now have interest from large pharmaceutical companies, for example, Genzyme working with
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this is available. In the meantime, if you need any further information, please do not hesitate to contact me.
Karen Pickering
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Report on

Action Duchenne Conference
London, 23 – 24 October 2009
By: Eoin O Rathallaigh
One of the highlights of the conference was the range of drug treatments that may show promise for increasing dystrophin expression in Duchenne Muscular Dystrophy, however they are still in the “clinical trials” stage in their development.
The Dutch pharmaceutical company Prosensa has recently formed an alliance with GlaxoSmithKline. The new collaboration will mean that GSK has a worldwide license to develop and market Prosensa’s lead drug PRO-051, which
is now entering a Phase III clinical trial in order to determine how effective the drug is clinically in a large group of
boys. This drug would be suitable for 13% of patients because it can treat a cluster of mutations, which could be bypassed by skipping exon 51. We all
understand that families, support Eoin O Rathallaigh (CRC), Pamala Foley (CRC) and Karen
groups and healthcare professionals Pickering (MDI) at the Action Duchenne Conference
want a cure immediately but these
safety trials are necessary before drugs
can be launched on the market.
PRO-051 is an example of an
“antisense oligonucleotide”, a drug
which has the capacity to skip an exon
and thereby correct the reading frame
of DMD transcripts aiming at the synthesis of a largely functional dystrophin protein, rather like a genetic
“band-aid” or plaster. Different mutations in the gene require different oligonucleotide drugs. Prosensa’s PRO051 is designed to skip exon 51, and
since the conference results from the
Phase I/II clinical trial have been presented, which showed stable dystrophin expression and that the delivery of the drug was well tolerated by all the
boys treated. The drug was also demonstrated to be safe; boys have been treated for 14 weeks and will continue to be
treated for 2 years as an extension of the study.
Prosensa are also developing another drug, PRO-044, which is designed to skip exon 44 and is in the very early
stages of testing. It will soon be is undergoing Phase I/II trials to determine its safety.
AVI Biopharma (a US pharmaceutical company) is testing a drug called AVI-4568, another antisense oligonucleotide designed to skip exon 51, and create a “patch” in the mutated dystrophin gene. New data was shown at the conference to show that this drug is safe, but it has not yet shown to be effective. The same company is also at the early
stages of development of a drug called AVI-5038 in the US which aims to skip exon 50.
Researchers in Cambridge are also investigating the possibility of creating one exon-skipping drug that can potentially skip multiple exons, but this is at the early stages of investigation.
Ataluren (previously called PTC-124) is a drug designed to overcome “nonsense mutations”. The results of a clinical
trial to determine whether this drug can affect walking, activity, muscle function and strength, and whether the drug
can be given for a long period of time, are due soon. It is important to note that this drug is only experimental at this
stage.
The conference not only focussed on drug trials, but also emphasised the fact that appropriate management improves
survival. As respiratory and cardiac complications are the major threats to health in Duchenne’s, a strong emphasis at
Page 4
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the conference was placed on respiratory support, cardiac surveillance and the established benefit of steroid
therapy and regular stretching in prolonging strength
and function in boys with the condition. Indeed, worldwide standards of care in the management of
Duchenne’s for health professionals have recently been
published in Lancet Neurology and a ‘family-friendly’
version is in preparation, and will be available soon.

Duchenne Muscular Dystrophy, which is consistent
with healthcare provided in Ireland. It also gave a valuable insight into the research and development of potential new drug therapies, some of which are at an advanced stage of clinical testing; these new drugs may
be able to stimulate the synthesis of better quality dystrophin in skeletal and cardiac muscle and hopefully
improve function and prognosis.

Dr. Nick Hart, Clinical Research Consultant, Guy’s &
St. Thomas’ NHS Foundation gave an impressive talk
on respiratory care, showing how quality of life and life
expectancy has substantially increased since the dawn
of non-invasive ventilation at home (sometimes known
as BiPAP) for older boys . Work at the Lane Fox respiratory unit in London has also shown that with longth
term respiratory support at home, boys with Duchenne
spend less time in hospital if admitted with an acute
respiratory problem, and are far less likely to need invaIn November 2009 I was invited by GRDO, the Genetic
sive ventilation or to spend time in Intensive Care.
and Rare Disorders Organisation to attend a meeting of
This was further emphasised by Dr. Anita Simonds
EURORDIS, the European Organisation for Rare Disfrom the Royal Brompton Hospital in London who
eases in Paris. MDI is a member of GRDO which is the
showed that young men with Duchenne Muscular DysIrish national alliance for voluntary groups representing
trophy are living longer due to good cardiology care,
the views and concerns of people affected by or at risk of
early treatment of infection and respiratory support in
developing genetic or other rare disorders. All muscular
the home. These aspects in the management of the
dystrophies and related neuromuscular conditions are
health of our boys is extremely important, regardless of
classed as rare, as they affect fewer than five in ten thoufuture drug therapies. Dr. Simonds also quoted a recent
sand people. Other rare conditions include Huntington’s
study which suggested that patients with neuromuscular
Disease, retinitis pigmentosa and motor neurone disease.
disease with nocturnal hypoventilation (night-time
While individual rare conditions might only affect a
breathing problems) are likely to deteriorate and desmall number of people, it is estimated that there are apvelop daytime problems +/- progressive night-time
proximately 140,000 people in Ireland affected by all the
symptoms within 2 years and may benefit from the
rare conditions. We are a stronger voice then if we work
early introduction of night time ventilator support.
together with other groups in Ireland and internationally,
Prof. Terry Partridge (Washington, USA) gave a review to make our views heard.
on stem cell research, and detailed the research being
conducted worldwide to introduce donor cells into the GRDO has been strongly advocating for a rare disease
body to repair damaged muscle cells in patients with plan to be put in place in Ireland to address issues that
Duchenne’s. This is an enormous scientific and clinical people with rare conditions have, such as access to
challenge, which is at a very early stage of investigation timely diagnosis, treatment and research. There is now
and unfortunately at this stage nothing is on the horizon an annual event to highlight such issues – International
Rare Disease Day. This takes place this year on 28th Febfrom a therapeutic viewpoint.
ruary 2010. In 2009 the occasion was celebrated in IreAmong the parallel sessions was a physiotherapy work- land with a conference “Focus on Rare Diseases in Ireshop, where Pamela Foley and Eóin Ó Rathallaigh, land: What is the National Plan?” and a family day
Senior Physiotherapists at the CRC Muscle Clinic, were which took place in the Mansion House in Dublin. This
invited to assist with Dr. Michelle Eagle from Newcas- year, it was decided that the focus will be on research,
tle in teaching a group of parents from as far afield as with the motto “Patients and Researchers: Partners for
South Africa and Australia. It was an interesting oppor- Life”. Information about the events taking place this year
tunity to help mothers and fathers brush up on their will be on the GRDO website, www.grdo.ie and you can
home stretching programmes, and gave parents the ex- get more information about what is happening internaperience of how the stretches feel on each other.
tionally on www.rarediseaseday.org
Overall the conference provided an excellent summary
Karen Pickering
of best practice in medical, cardiac, respiratory and
physiotherapy management for young people with

International Rare
Disease Day
28 February 2010
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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 will continue to include a CIB factsheet on various disability issues in our next few newsletters. This factsheet provides information on the Housing for People
with Disabilities. To view a full list of factsheets online visit: http://citizensinformationboard.ie/publications/

DISABILITY FACTSHEET 6

Housing for People with Disabilities
This factsheet gives a general overview of the accommodation options for people with disabilities including supports
for adapting a home.

Owning a home
You may not be discriminated against on grounds of your
disability when accessing a commercial mortgage. If you cannot afford to buy a house in this way, you may qualify for a
local authority loan, affordable housing or shared ownership.

Local authority loans
Individuals and families on low incomes may qualify for a
local authority loan to buy a home. You are unlikely to get a
loan if your only income is a social welfare payment.

Affordable housing
Affordable housing allows lower-income purchasers to buy
newly constructed homes and apartments in areas where property prices have created an affordability gap.

Shared Ownership Scheme
This scheme is intended for those who cannot afford to buy a
house in the traditional way. Initially, ownership of the house
is shared between the owner and the local authority.

Renting a home
Private rented housing
The Private Residential Tenancies Board (PRTB) was set up
to resolve disputes between landlords and tenants,operate a
national tenancy registration system and provide information
and policy advice on the private rented sector. All private
tenancies should be registered with the PRTB.
The Equal Status Acts 2000-2004 outlaw discrimination when
renting accommodation. You should contact the Equality Authority if you believe you have been discriminated against on
the grounds of your disability when seeking accommodation.
In general, if your only income is a social welfare or Health
Service Executive (HSE) payment, you may qualify for a
Rent Supplement to help with the cost of your rent.

Local authority housing
Local authorities must allocate houses for rent in accordance
with a scheme of letting priorities, often called the points system. The local authority may (but does not have to) give priority to groups such as older people or people with disabilities. Many local authorities do provide special housing units
for older people and people with disabilities.

Housing associations
Housing associations are independent non-profit-making organisations that provide rented housing for special needs
groups, such as older people, people with a disability or people who cannot afford to buy a home. Home-ownership cooperatives are a particular form of housing association, in which
tenants share responsibility for the management and upkeep
of their homes.
In order to be housed by a housing association, you must be
registered on the local authority housing waiting list in your
area and there may also be an income or means test.
Housing association tenants have basically the same rights as
local authority tenants. However, housing association tenants
do not have the right to buy their homes.

Home improvements and adaptation
If you have a disability or are an older person with mobility
problems you may be able to get financial help with alterations to make your home more suitable for your needs. Before
you make any big changes to your home you should get advice from an occupational therapist (see below). If you need
to add a structure or an extra room such as an accessible bathroom to your house you may need planning permission. It is
important to be sure of what planning permission you need
before you start work.

Financial and other supports for
home adaptations
Grant schemes are available to contribute towards the costs of
adapting your home, including making structural changes, to
suit the needs of a disabled or older person.
Page 6
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When the local authority receives your application for one of
the grant schemes below, it may request an Occupational
Therapist’s (OT) assessment. The local authority can arrange
for an OT assessment but you can employ an OT to carry out
an assessment and recoup up to €200 as part of the total grant
up to the maximum you are entitled to. You can contact an OT
through the community care section of your Local Health Office or through the Association of Occupational Therapists of
Ireland, www.aoti.ie
Health professionals such as public health nurses and physiotherapists can also advise you on specialised equipment and
home adaptations. Make sure that any healthcare professional
is briefed about your needs both in the long and the short term
so that you only have to make changes to your home once.

Housing Adaptation Grant for
People with a Disability
If changes need to be made to your home to make it suitable
for someone with a physical, sensory or intellectual disability
or a mental health difficulty, you may be eligible for a Housing Adaptation Grant for People with a Disability.
This scheme is for people who are not covered by the Mobility Aids Grant Scheme (see below). It provides means-tested
grants for the provision or adaptation of accommodation to
meet the needs of people with a disability. The maximum
grant is €30,000. For houses less than 12 months old the maximum grant is €14,500.
Your application will be prioritised based on medical need.
People with household incomes of less than €30,000 per year
may qualify for 95% of the cost of the works, up to the maximum limit. The proportion of the costs to be grant-aided is
tapered from 95% down to a lower level of 30% which applies
when household income is between €54,001 and €65,000 per
year.

Mobility Aids Grant Scheme
The Mobility Aids Grant Scheme provides grants for equipment designed to address mobility problems in the home. It is
designed to fast-track essential items that are required to allow
you to remain in your own home. The grant is primarily for
older people but people with disabilities can also access the
scheme.
The amount paid under this scheme is less than under the
Housing Adaptation Grant for People with a Disability and the
cut-off point for household income is lower. Only people with
household incomes of less than €30,000 qualify. Up to 100%
of the cost is covered up to a maximum amount. If the work
you need done costs over €6,000 you should apply for the
Housing Adaptation Grant for People with a Disability.
You cannot apply for both the Mobility Aids Grant Scheme
and the Housing Adaption Grant for People with a Disability;
however, you can withdraw an application under one scheme
and submit a new application under the other.

Housing Aid for Older People
Scheme
The Housing Aid for Older People Scheme is used to improve
Page 7

the houses of older people (over 60 generally) which are unfit
for habitation. The type of work which is grant aided includes
structural repairs, heating, cleaning and replacement of windows and doors.
The maximum grant available is €10,500 and may cover
100% of the cost of works for people with an annual household income of less than €30,000, tapering to 30% for those
with annual household incomes of €54,001 to €65,000.
Contact the Housing Department of your local authority for
further information on all these schemes.

Local authority home improvement
loans
Local authority loans are available to owner-occupiers in Ireland for carrying out necessary works to improve, repair or
extend their homes. A single-income household whose income
was below €40,000 in the previous tax year may qualify for a
home improvement loan. For a two- income household, multiply the gross income (before tax) of the higher earner in the
last tax year by 2.5 and add the gross income of the other
earner in the last tax year. To be eligible for a loan, the result
should be €100,000 or less.

Home energy schemes
The following grant schemes are administered by Sustainable
Energy Ireland (SEI), www.sei.ie.

The Warmer Homes Scheme

provides a draughtproofing and home insulation service. It is not yet available in
all parts of the country. Eligibility criteria are determined locally and can vary according to where you live. In some parts
of the country a small fee is charged for the work undertaken
through the scheme.

The Greener Homes Scheme provides assistance to
homeowners to purchase a new renewable energy heating
system.

The Home Energy Savings Scheme provides
grants to homeowners who invest in certain energy efficiency
improvements, such as a high-efficiency boiler or insulation
for roof or walls.

Assistance with mortgage interest or
rent
Payments can be claimed under the Supplementary Welfare
Allowance scheme, to assist towards mortgage interest or private rental costs that you are no longer able to afford due to a
change in circumstances.

Rent Supplement
To be eligible for a Rent Supplement, you must have been in
rented accommodation for at least six months. This condition
does not apply to, among others, people over age 65, people
regarded as homeless and those on Disability Allowance, Invalidity Pension or Blind Pension.

Mortgage Interest Supplement
Mortgage Interest Supplement is a means-tested payment that
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provides short-term support for people who are
unable to meet their mortgage interest repayments
in respect of a house which is their only residence. It does not help towards the portion that
pays off the actual loan and house insurance.

Rental
Scheme

Accommodation

If you have been getting Rent Supplement for
more than 18 months and you are in need of longterm housing, you may be eligible for the Rental
Accommodation Scheme (RAS). The scheme is
run by local authorities. The local authority will
make the final decision about eligibility under the
scheme.

Prof. Steve Wilton Address
to MDI Members

On Monday 26th October 2009, MDI was pleased to welcome Prof.
Steve Wilton from the University of Western Australia to Ireland
to speak to members about his research into exon skipping. This
was a very informative and interesting seminar. We would like to
thank Prof. Wilton for taking the time to come over to talk to us
and to thank Prof. Kay Ohlendieck and his team for facilitating the
event in NUI Maynooth. A report on the seminar is available on the
MDI website and is being circulated to all members.

Under the scheme, local authorities draw up contracts with landlords to provide housing for an
agreed term for people with a long-term housing
need. The local authority pays the rent directly to
the landlord (you may continue to contribute to
your rent but you pay this contribution to your
local authority, not to your landlord).

Photo details (l-r): Prof. Steve Wilton, Garry
Toner, Karen Pickering, Joe T Mooney and
Prof. Kay Ohlendieck

Accessibility
Part M of the Building Regulations requires
homes built since 2001 to meet certain accessibility requirements. Local authorities are responsible
for the monitoring and enforcement of the building regulations.
Building for Everyone is a guide to making buildings and the environment accessible and usable by
everyone. It is available to download from the
National Disability Authority website,
www.nda.ie.

Useful addresses
The National Disability Authority (NDA)
25 Clyde Road,
Dublin 4
Tel: (01) 608 0400
www.nda.ie

Private Residential Tenancies Board
O’Connell Bridge House
D’Olier Street,
Dublin 2
Tel: (01) 635 0600
Email: information@prtb.ie
www.prtb.ie

Sustainable Energy Ireland
Wilton Park House
Wilton Place,
Dublin 2
Tel: (01) 808 2100
www.sei.ie

You can find more information on the entitlements
covered in this factsheet in the booklet Entitlements
for people with disabilities (available from your local
Citizens Information Centre) or on
www.citizensinformation.ie
The Citizens Information Board is the statutory body
which supports the provision of information, advice
and advocacy on the broad range of social and civil
services to the public. It provides the Citizens Information website and supports the voluntary network of
Citizens Information Services and the Citizens Information Phone Service.
Log on: www.citizensinformation.ie
Lo-call: 1890 777 121, Mon to Fri, 9am to 9pm.
Drop in: 260 locations nationwide.
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Young Adult Galway Camp Report
By: Eileen Gormley
On Wednesday the 9th September last, members from Kerry, Dublin, Cork, Mayo and Galway travelled to Kilcuan Lodge in
Clarenbridge, Co Galway for a fun-packed few days. When we arrived, we introduced ourselves to each other, although some
of us were already acquainted, but it was nice to meet again and to meet new people. That evening we relaxed, had dinner and
all got to know each other and played games where we all had a good laugh. I don’t think anyone went to bed before mid-night
that night, or indeed on any other night during this trip!
The following day was relaxing and we all had a sleep in and didn’t get up
too early. After a late breakfast we made plans to go into Galway city and to
Salthill for a picnic on the bench, it was a beautiful day. After our picnic,
some of us went back to Kilcuan to get freshened-up for a night at the dogtrack. We had our meal there and a great laugh and placed the odd bet or two.
After the meal and when the races were over, we had a disco and everyone
enjoyed it. I won a prize for being the longest on the dance floor - small tube
of Pringles! Thankfully, no speech was necessary! When we got back to Kilcuan Lodge some of us night owls played more games till the early hours!
Friday, like previous days was relaxing and we decided to go shopping, again
in the city so before we shopped, we made arrangements to meet up at about
4.30 because some of us were going out to see a gig in Roisin Dubh’s – a pub
in Galway city. Others stayed back in Kilcuan Lodge. The gig was very good;
a guitar player of BelX1. Another late night!!
On Saturday we met for a drink and afterwards went to the cinema but split
up because some wanted to see different movies. Afterwards some stayed in
while others went to watch a match. I stayed in that evening and got cosy in
my pyjamas and relaxed, watching X Factor!
Sunday was a day of shopping for clothes for our all-important 80s night. I MDI members Eileen Gormley from Galway (left)
and Orlaith Humpreys from Dublin (right) with
bought a t-shirt which happened to have shoulder-pads, summing up the 80s.
MDI Youth Worker Mary-Rose Howell at the 80’s
It was fantastic because the volunteers helped us to get ready and put on makenight while on camp.
up, glitter and bracelets etc. When we all met up and saw each other, we had
great fun. We had a disco, during which some food was served - marshmallows and other things. Mary-Rose got transfer tattoos
and applied them on to us all. I got a scorpion, it was cool
and stayed on my arm for a few days. We also had a sing-along on the playstation. It was fab!
I got up early the next morning because I was starting college so Jim (the driver) brought me in. When I finished,
Steph collected me and we went back to Kilcuan Lodge for
lunch. After lunch we went bowling and had great fun. That
night, we played games while others went out for a drink.
But my biggest treat that night was when Marcus from Tralee
made me a lovely hot chocolate, Thanks Marcus!

MDI members and staff, dancing at the disco!!!

We all got up early on Tuesday to hit the road and return
home so we said our goodbyes and took fantastic memories
with us.

May I extend my sincere thanks to Steph, all the drivers, helpers and members for an excellent and enjoyable few days and for
the laughs and the friendships.
Eileen Gormley, MDI Member Galway
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Upcoming Fundraising Activities

MDI's 9th National Awareness
Campaign
7th - 14th February 2010.

We need your help to reach our target of €100k
As in previous years, MDI will be selling two beautiful handmade Lily O'Brien's heart
shaped chocolates in small "MDI logo boxes" for just €2.00. These chocolates are now
available to buy, online (visit MDI Shop online at www.mdi.ie) and will also be sold nationwide in selected Debenhams, Super Valu, Tesco and Easons.
Each year MDI depends on the generosity of the general public and companies to help raise funds required to maintain the
variety of support services such as Respite, Camps, Transport,
etc. Given the current financial climate, MDI is depending on
such support now more than ever. We are therefore looking
for members, friends and volunteers
to help sell chocolates and/or approach your local shop, post office,
hair salon, bank etc and see if they will kindly support the campaign by taking just one carton of chocolates, which contains 60
small boxes of two Lily O'Brien heart chocolates to display and
sell in their premises.
MDI will also be selling heart shaped Tea Light Candles for €3.00
each, which can now be purchased on our website. As with the
chocolates, we are also looking for volunteers to help sell these.

MDI would really appropriate your support.
For more details contact Amy on (01) 8721501 or email amy@mdi.ie

If every member of MDI kindly took one box, the funds
raised from this scheme alone would raise €60,000.
Please support as every little bit goes a long way! Thanks.
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Previous Fundraising Activities
Eoghan's cycle "Race Around Ireland” Raises
€4,360.00 for MDI

Eoghan cycling
through the “Mayo
Mountain”

In September 2009, MDI member Eoghan Clifford participated in the inaugural “Race Around Ireland” which is one of the toughest and most grueling
cycling events held in Ireland. The race was approximately 2200 km and
Eoghan had entered the solo category which meant he had to complete the
total distance in less then 120 hours.
“Unfortunately I had to pull out after 1371 km (2/3rds of the race) at
Sneem, Co. Kerry due to knee problems. I was in 3rd place and actually going very well at the time” said Eoghan. He continued “As it turned out only
4 others finished – the men’s world champion had to retire also. I must say I
was very disappointed as I have never retired from a race before but in this case I was doing too much damage to continue. I will however be back next year!”
It is no mean feat to cycle nearly 1400 km, and it's even more of an accomplishment for someone with a neuromuscular
condition. Therefore we at MDI would like to congratulate Eoghan on such an incredible achievement and extend our
sincere gratitude to him for all his efforts and raising a total of €8,720 which was divided between MDI & CRC. Thanks
again Eoghan – Your efforts are much appreciated.
Congratulations and
well done to Eleanor
Slattery, Jackie
Deevy and Louise Fitzsimons (pictured left) who went sky diving last
year and raised €1,400 for MDI. From all accounts, it was a terrifying
yet fantastic experience for all three ladies who eventually got to do the
sky dive after a lot of rain delays and apparently they are thinking of
going abroad for the next one!

Sky Divers raise €1,400 for MDI.

Well done again ladies and thanks a million for supporting Muscular
Dystrophy Ireland. It is much appreciated.

Dundag Masters raise €1,500
in Muckross lake swim
Bike
F
prese est cheque
n
€22,5 tation of
00 to
MDI
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On 23rd Octob
er last, Joe T M
oo
(centre) & Am
y Bramley (lef ney
t) from MDI
travelled to K
illarney to acce
pt th
ceeds from the
Ireland Bike Fe e prost which
was held in Ju
ne (in associat
ion with The
Gleneagle Hot
el). Pictured al
so are (l-r)
Breffnie Ingert
on (Chairperson
Bike Fest), M
artina Mayse (M Ireland
DI Kerry
Branch) & Pa
trick O’Donog
hue (MD,
Gleneagle Hot
el). MDI wou
ld once again
like to thank th
eG
Davidson Irelan leneagle Hotel & Harley
d for their ongo
ing support.

Thanks to Dundag Masters Swimming
Club who chose MDI as the official charity
for the Muckross Lake Swim in Killarney (2.87 km swim) which took place on
the 16th August 2009. Many thanks to
Roger Harty, Cathal O'Brien and all who
supported the event, your support and fundraising efforts are sincerely appreciated by
MDI.
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Previous Fundraising Activities
Thanks to everyone who supported MDI in 2009 with the various fundraising activities organised nationwide. Below are
a few more recent events. With such support MDI could not maintain the current level of services etc. which we provide
to members. MDI really appreciate the ongoing efforts and support of members, friends and volunteers for raising such
huge amounts of money. It is very much appreciated. Thank you.

Glaxo Smith Kline kindly donated €300
Glaxo Smith Kline kindly donated €300 to MDI on the 28th October 2009.
MDI is sincerely thankful to the health care company for their contribution
which will go towards the provision of the youth respite support services.
In the picture Nigel Bramley Category & Insight Manager Glaxo Smith Kline
presenting cheque to Joe Mooney & Amy Bramley.

Dublin
City
Marathon
Runner
raises
€4,000

Portlaoise Gospel Choir €2,000
Benefit Night

Bobby Foran took part in the Dublin City Marathon and raised the tremendous amount of €4,050.00. Well done to Bobby (left) with his son
Josh Foran pictured presenting Amy Bramley from MDI with the proceeds. Thank you to all who supported Bobby and MDI.
Portlaoise Gospel Choir and the girls choir from Scoil Mhuire Primary School Portlaoise, performed a Benefit Concert in aid of
Muscular Dystrophy Ireland on Sunday evening the 8th of November 2009. The evening raised the tremendous amount of €1970

International Fund Services Coffee Morning
raises over €600
International Fund Services (Ireland) Ltd in Naas raised €637.47 by hosting a
Staff Coffee Morning in their office in Naas. Thanks from all at MDI. In picture left to right - Amy Bramley MDI, John Quinn IFS, Joe Mooney MDI,
Joyce Rigney IFS. Cheque presentation held on the 30th of November 2009.

AIB Charity Christmas
Fair Supports MDI

AIB hosted a charity Christmas Fair on Friday
the 4th December, and MDI was invited to the
fair to sell the Christmas merchandise, cards
and calendars. Many thanks to Deborah
Murray and all at AIB who supported MDI.
Pictured above: Jimmy Murray and Hubert McCormack
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Pobalscoil na Trionoide Fashion Show
Cork members of
Muscular Dystrophy
Ireland with Cork
Rose Amy Moran

MDI staff
& members
enjoying
the fashion
on show

Over 70 transition year students from Pobalscoil na Trionoide
organised a fashion show in aid of MDI, local charity the
Emer Casey Foundation and for school funds. The event was a
tremendous success and very enjoyable evening. Well done to
all pupils and teachers for their hard work and effort

Chief's Bar (Cashel) Fancy Dress
raises €1,150.00 for MDI

Thanks to Christine Hoare, Donna Harding and Clare O'Grady who
organised a Fancy Dress party in aid of MDI South East in the
Chief's Bar (Cashel) last November. The event was a great success
and raised €1,150 for MDI. Thanks also to all sponsors, particularly, Aidan O'Brien Ballydoyle, Pat Geraghty Munster Rugby and
Derek Kinnevey FAI who donated fantastic prizes. Well done everyone. Your support is really appreciated.
Pictured in photo are (l-r): Christine Hoare, Donna Harding, Marie
Kealy, Clare O'Grady & Lorcan Nash (Owner Chief's Bar).
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Wheelchair
Accessible
Van For Sale
Black Mercedes
Sprinter, 05 reg,
88km on the
clock.
Adapted with
hand controls,
can be driven
by a wheelchair
user.
Rear floor
clamps complete with lift.
Price on request
Phone:
029 76278
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Physical and Sensory Disability Database

Have You Registered?
There are two national disability databases in Ireland, the Intellectual Disability Database and the Physical and Sensory Disability Database. Compilation of these Databases started in 2001 and we at MDI would have written to members in the past to inform you about the Physical and Sensory Disability Database and encouraged you to submit your details. To date, and according
to a recent survey which MDI conducted, 56% of our members are not registered on this database.
The HSE use this database to determine what level of funding it provides locally and to organisations such as MDI each year for
the provision of services. Therefore, given the current financial crisis in which we are all experiencing, it is now very important that members register their details on this database. We would therefore once again encourage members to register on this
database if you haven''t done so already. For more information on the Physical and Sensory Disability Database and how to register visit:
http://www.dohc.ie/public/information/health_services_for_people_with_disabilities/physical_and_sensory_disability_database.
html or contact your local health centre.

MDI Respite Camps
2010 - Dates
Young Adult Camp: (18 – 25 year olds):
Saturday 27th March to Thursday 1st April 2010
Venue:
Kilcuan Lodge, Clarenbridge, Co. Galway
Adult Camp: (26 – 40 year olds):
Monday 24th – Sunday 30th May 2010
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Teenagers Camp: (15 – 17 year olds):
Sunday 25th – Saturday 31st July 2010
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
Adult Camp: (Over 40 year olds):
Thursday 9th – Sunday 12th September 2010
Venue: Kilcuan Lodge, Clarenbridge, Co. Galway
The above four camps will be held in: Kilcuan Lodge, Clarenbridge, Co. Galway.
For more information on this centre visit www.ihcpt.com
Children’s Camp: (11 – 14 year olds):
Monday 16th - Sunday 22nd August 2010
Venue: Ti-Chulainn Activity Centre, Armagh.
This camp will be held in: Tí Chulainn Activity Centre, An
Mullach B Co. Armagh.
For more information on this centre visit
http://www.tichulainn.com
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Remembrance
Ceremonies
On 28th February 2010 MDI
will be holding Remembrance Ceremonies around
the country. This is to give
members a chance to come
together to remember a loved
one or friend they may have
lost throughout the years.
If you would like to take part
or even just attend please
contact your local Family
Support Worker.
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Please Support. Thank You
See page 11
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