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MDI members Tom Winters (left) and Mark
Winters (right) with comedian Brendan
O'Carroll (aka: Mrs Brown) at the Charity 25
Golf Classic - more on page 17
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Research News

MDI is currently part-funding CMT research in Unive
recent UCD neuroscience graduate, was involved in t
this overview of different approaches in CMT resear
cle and we wish her all the best in her future care

rsity College Dublin. Nicole Wallace,

his in her final year, and has written
ch. Many thanks to Nicole for this arti-
er.

Charcot Marie Tooth:

Research Update of Potential therapeutics

Charcot Marie Tooth Syndrome is a debilitating
peripheral neuropathy attributed to altered mye-
linating schwann cells which are responsible for
producing fatty myelin sheaths that insulate nerve
fibres and facilitate nerve conduction. When mye-
lin is lost, termed demyelination, nerve conduction
is diminished. An altered expression of peripheral
myelin protein (PMP22) has

been linked to the destabilizing

of the myelin sheath in CMT. In

neuropathies such as CMT, re-

myelination attempts of the pe-

ripheral nervous system fall

short of regenerating sufficient

nerve insulation and conduction.

With over 40 different genes

linked to the condition it is a

great challenge for researchers

to correct this process. Endeav-

ours into this have unfortunately

had little success in treating

symptoms of sensory loss, mo-

tor deficits, muscle atrophy, limb

and joint weakness, neuropathic

pain and skeletal deformities.

Remyelination therapeutics

Currently, management of CMT

includes physical therapy and

occasionally orthopaedic surgery with pharmaco-
logical interventions limited to management of
musculoskeletal and neuropathic pain. At the mo-
ment no pharmacological agent capable of repair-
ing myelin in peripheral nerve fibres is available,
however, rare diseases are now being investigated
more and more leading to a handful of potential
CMT therapeutics being investigated today. This
research is being recognized as increasingly im-
portant as hereditary neuropathies are today
viewed amongst the most common inherited neu-

rological diseases since the first classification of
CMT by Jean Charcot, Pierre Marie and Henry
Tooth. The majority of research is being carried
out on the CMT1A subtype as it accounts for 50%
of CMT conditions, however some researchers are
looking into other types of CMT as well.

Ascorbic Acid
Ascorbic acid, otherwise
known as Vitamin C, is a
prominent therapeutic candi-
date being investigated in
CMT1A. It is proposed to re-
duce premature schwann
cell death and demyelination
and improve behavioural fea-
tures in a mutant mouse
model of CMT. This is
thought to work by its ability
to act on the messenger mol-
ecule cyclic adenosine
monophosphate (CAMP)
which may reduce the high
expression of Peripheral My-
elin Protein 22 protein
thought to be the cause of
CMT1A. Other trials have
found that high doses of
Ascorbic acid can have gas-
trointestinal side effects, and effects in human
CMT1A patients remain inconclusive across trials
in terms of clinical neuropathy scores. Because of
this, clinical trial research is ongoing in order to
refine this treatment. It is thought that the treat-
ment will be able to improve nerve insulation by
promoting myelin around nerve fibres treating the
motor and sensory symptoms of the disorder. Ac-
cording to the European Medicines Agency, this
year Murigenetics have gained provisional status
for Ascorbic acid to be used in the clinical treat-
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ment of CMT1A. This is in its first stages of appli-
cation and while it cannot be marketed for thera-
peutic use yet, it has been designated a potential
therapeutic. Further trials of safety and effective-
ness will be necessary before this product can be
designated a concrete CMT therapeutic, and be
made available to CMT patients.

Progesterone Antagonists

Selective progesterone receptor antagonists have
also been found to generate behavioural improve-
ment in CMT1-A rats due to altering the overex-
pression of PMP22. Onapristone was particularly
effective but is unfortunately toxic to humans so
clinical use requires a safer progesterone antago-
nist. Work is continuing to find such an agent ca-
pable of significant results.

Neurotrophin-3

According to a systematic review of clinical trials
(Cochrane review), neurotrophin-3, a neural
growth factor may be a possible therapeutic after
improved neuropathic impairment scores were ob-
served in a small scale trial. Larger scale trials are
required to gain evidence for this agent to be used
therapeutically in CMT. Further studies are being
continued but results are presently unavailable.

Curcumin

Oral administration of Curcumin, a naturally occur-
ring compound found in the spice turmeric, has
been shown to significantly and rapidly improve
clinical features in an animal model of CMTIA by
alleviating the toxic effect of mutated proteins in
Schwann cells with little to no side effects found.
Unfortunately, the amount of curcumin required for
this effect is too large to safely give to people, and
therefore these findings cannot be translated to
humans. Researchers are currently attempting to
make new compounds that mimic the effects of
curcumin at much lower doses, raising the possi-
bility that this may become a possible future treat-
ment.

Further research

Close to home, research into potential new thera-
pies is being carried out in University College Dub-
lin, part funded by MDI. This project is investigat-
ing the ability of potential new drugs to repair the
damaged myelin in the trembler mouse, an animal
model of CMT. While still at an early stage, this
study has found some hints that drug treatment
changes the nerves of the trembler mice to more
closely resemble the unaffected mice. This study is

ongoing but it is hoped that this and other research
may in future benefit the 1 in 2500 people living
with CMT by slowing disease progression if not
reversing it. Advances in our understanding of the
biology of CMT have provided great insight into
designing potential therapeutics.

There is great hope in this field, as evidenced by
the surge in interest in CMT research. The atten-
tion that researchers are giving CMT is evidenced
by the 2010 international workshop performed in
University College London in 2010 which gathered
neurologists and clinical scientists in order to es-
tablish the best approaches to conducting high
quality clinical trials to increase the prospects of
treating the condition. This was followed by the
publication of a paper which describes the attempt
to gain improved clinical assessment of neuropa-
thy scores in drug trials. This shows that CMT ther-
apeutics are far from being ignored and with time
successful therapeutics will emerge. A successful
agent may also benefit a number of other related
neuromuscular conditions such as Hereditary Neu-
ropathy Pressure Palsy, Guillain-Barre Syndrome,
hereditary pressure palsy, and anti-MAG peripher-
al neuropathy. We will keep you updated on any
relevant information.

Nicole Wallace

Neuroscience student
University College Dublin

For further information please contact
Karen Pickering ( karen@mdi.ie ).




ior to MDI's AGM on Saturday 28" April,
research information session was held

where members heard presentations from

four researchers who receive funding from

MDI. The meeting opened with a talk by Mr. Rob-
ert Murphy, who is carrying out his PhD in Dr.
Keith Murphy’s group in UCD. Mr. Murphy spoke
about the group’s research identifying a potential
novel treatment for Charcot-Marie-Tooth. CMT is a
condition affecting the peripheral nerves (the
nerves outside the brain and spinal chord, which
make up the central nervous system). The periph-
eral nerves relay messages to and from the central
nervous system and the limbs and organs of the
body. Myelin is a substance that insulates the
nerve fibres and speeds up the messages relayed

along them. However, in different disorders such
as CMT, multiple sclerosis and leukodystrophies,
there is demyelination (loss of this myelin sheath).
Depending on whether this affects the central or
peripheral nerves, this can lead to motor, speech,
visual and cognitive deficits. The UCD group first
looked at multiple sclerosis (MS), which is a condi-
tion affecting the central nervous system. They
found a drug which appears to treat the myelin in-
jury in a mouse model of MS, and thought that it
could potentially work for other demyelinating con-
ditions. This research is ongoing, but importantly,
the group has discovered changes in the nerves in
CMT which could result in new ways of research-
ing the condition and trying to develop new treat-
ments. More information is available in the CMT



research article written by neuroscience student Nicole Wal-
lace (on the previous page).

This was followed by a talk from Ms. Jennifer Manning from
UCC who was working with Dr. Deniz Yilmazer-Hanke on the
contribution of the inflammatory reaction in the muscle in
Duchenne muscular dystrophy to depression. Dr. Yilmazer-
Hanke has since moved on to work in the USA but Ms.
Manning is continuing her work with the supervision of Dr.
Dervla O’Malley. Ms. Manning reported on how symptoms of
depression are seen in a model of MD, which can be reversed
with amitryptyline treatment, an antidepressant. At the same
time, treatment reduces levels of IL-6, a pro-inflammatory
cytokine. This is important, as it suggests that antidepressant
treatment may not just target the symptoms of depression, but
could also have an effect on the muscle itself.

Mr. Steven Carberry, who is carrying out a PhD in Prof. Kay
Ohlendieck’s group in NUI Maynooth spoke about their project
on biomarkers which is almost one year into a 3 year study.
Biomarkers are measurable bio-parameters that can be used
to monitor disease progression and drug response. Changes
in biomarkers can be analysed to give an indication of the ef-
fect of a potential therapy in clinical trials, so it is an increasingly important area of work at present. The
group has also been collaborating with Prof. Steve Wilton in Australia who is continuing work on exon

skipping.

Lastly, there was a presentation by Dr. Stela Lefter, Neuromuscular Research Fellow in Cork. Dr. Lefter
has just started a two year project aimed at identifying adults with neuromuscular conditions and setting
up a registry. At present, there are no accurate statistics on the number of people in Ireland with these
conditions, so this is a very important piece of work. Dr. Lefter attends muscle clinics in Cork University
Hospital and Beaumont Hospital as part of this work. She has informed key health professionals
throughout the country about the project, including neurologists, respiratory physicians and GPs, to ensure
that as many people as possible are informed. More information about this project is available on the MDI
website, or you can contact Dr. Lefter directly on 086 0245886 or email stela.lefter@hse.ie

Companies Join Forces Against
Myotonic Dystrophy

Isis Pharmaceuticals has entered into partnership with Bio-
gen Idec Inc. to develop and commercialise an antisense
drug to treat myotonic dystrophy type 1, also known as Stei-
nert Disease. Researchers from Baylor College of Medicine
in America have been working on this with Isis, using anti-
sense oligonucleotides to target the abnormal genetic re-
peats seen in myotonic dystrophy. The potential treatment
will need to be refined so it can be delivered systemically,
and researchers in Baylor will continue their research to see
if it has an effect in the heart as well as in skeletal muscles.

The investment from Biogen is important to try to get this
research through a phase 2 trial and beyond, to commer-
cialisation.




Introduction
In the past, Muscular Dystrophy Ireland (MDI) has re-
ceived several requests from members looking for in-
formation and advice on how to deal with problems
which they may be experiencing in relation to health or
motor insurance issues or with matters relating to life
assurance and mortgages etc. We at MDI can only ad-
vise on such matters through the experiences of fellow members and therefore unfortunately we
would not always be in a position to provide constructive support. With this in mind, we thought
that it would be useful to members if we provided details about the Financial Services Ombuds-
man Bureau which aims to “adjudicate on unresolved disputes between complainants and finan-
cial services providers in an independent and impartial manner”. We believe that such a service
is an invaluable tool in helping to insure that everyone in society is treated equally by such com-
panies and we would therefore encourage members who may be having difficulties in such areas
as referred to above, to use the services of the Financial Services Ombudsman to help them to
fight their case if necessary. Below are more details about this service, how it works and where

to apply. We hope you find it useful.

Making a complaint about a

Financial Service Provider

Information

A financial service provider in Ireland is a firm
that deals with saving money, insurance,
banking, stockbroking or other financial ser-
vice. If you have a complaint about a financial
service provider you should begin by com-
plaining directly to the person that you would
normally deal with in the firm. If you are not
satisfied with how your complaint is dealt with
you can make a more formal complaint to sen-
ior management at the financial service pro-
vider. The National Consumer Agency pro-
vides information on how to complain about
financial service providers. If you are still not
satisfied that your complaint is being dealt with
fairly by the firm, you may take your complaint
to the Financial Services Ombudsman.

The Financial Services Ombudsman is an in-
dependent officer whose remit is to investi-
gate, mediate and adjudicate unresolved com-
plaints of customers about financial service
providers.

Rules

Who can complain to the Financial Services
Ombudsman’s Bureau?

All personal customers of regulated financial

institutions can make complaints to the Finan-
cial Services Ombudsman’s Bureau. People
who have been offered services or have
sought the provision of service from the finan-
cial institution can also make complaints to the
Bureau.

What companies can the Financial
Services Ombudsman’s Bureau in-

vestigate?

The Bureau will investigate complaints against
companies and businesses such as: Banks,
Building Societies, Credit Unions, Insurance
Companies (life and non-life), Moneylenders
and Designated Investment Companies, Cred-
it Intermediaries (for example, garages that
offer finance on new or used cars), Pawnbro-
kers and Hire Purchase Companies. Certain
Mortgage Lenders and the VHI may also be
investigated by the Bureau if there is a com-
plaint made against them.

Time limits for making a complaint to
the Financial Services Ombudsman

A six year limit applies to all cases so the Om-
budsman will not investigate any case arising
from events that happened over six years ago.

Awards
The Ombudsman can make awards up to cer-
tain limits (250,000 euro). Awards are binding
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on both parties. These awards can however,
be appealed to the High Court by either the
financial institution or the consumer who took
the complaint.

Rates

Services from the Financial Services Ombuds-

man Bureau are free. If you lose your case,

you won't have to pay any charges to the Bu-
reau or to the financial services provider
against which you took your claim. You may
engage a solicitor or any other professional to
help you with your application to the Bureau.

Costs associated with hiring a professional un-

der these circumstances are your own respon-

sibility.

How to apply

If you have a complaint about a financial ser-

vice provider you are advised to take the fol-

lowing steps:

- Make a complaint first of all to the person

who you normally deal with at the bank,
building society, insurance company or oth-
er financial service provider.
If you are not satisfied with the response
from the financial service provider, you
should put your complaint in writing, ad-
dressing the letter to their senior manage-
ment. (Contact details should be available
from the bank or by looking at their website).
If you are still unsatisfied, you may take your
complaint to the Financial Services Om-
budsman’s Bureau.

Remember, the Financial Services Ombuds-
man will only take on a case after the formal
complaints mechanism of the financial institu-
tion has been exhausted.

Where To Apply

Financial Services Ombudsman's Bureau
3rd Floor

Lincoln House

Lincoln Place

Dublin 2

Tel:(01) 662 0899

Locall:1890 882 090

Fax:(01) 662 0890

Website: www.financialombudsman.ie/
Email: enquiries@financialombudsman.ie

MDI Awarded
[he Q Mark for
Accessibility

n 28" May 2012, MDI was award-
ed the Able Tourism - Q Mark for
Accessibility which is an nation-
ally recognised award acknowl-
edging MDI's commitment to:  “providing
services to customers and staff who have
a disability or who may acquire one in the
future.”

The assessors for this award, (from EIQA
(Excellence Ireland Quality Association)
and Rehab were “highly” impressed with
the access and facilities provided at
Chapelizod and we at MDI are delighted to
have received this award, which recog-
nised that our “Home from Home” Apart-
ment and our National Resource Centre
exceeds the accessibility standards re-
quired by current legislation.



MDI Photography Competition

MDI wants all our members to get snappy
for our 40th anniversary celebrations!!

e at MDI are holding a
photography competi-
tion for our members
as part of our 40th anniversary
celebrations and want as many
people as possible to get in-
volved. And if you physically re-

quire someone to assist you to
take a photo, why not direct
someone to do so?

The overall theme for the compe-
tition is ‘A Day in My Life’ . Pho-
tos can be of anything that you
feel suits this theme.

Winners will receive prizes such
as a state of the art camera! The
photographs will be displayed in
the MDI National Resource Cen-
tre in Chapelizod, Dublin and in
MDI locations nationwide.

If you are interested in entering
this competition, please down-
load the entry form from the MDI
website at: ww.mdi.ie_complete
and return it (along with your
photo) by email to: info@mdi.ie
or post it to:

MDI (Photo Competition),
75 Lucan Road,
Chapelizod, Dublin 20,

Entries must reach MDI
before Friday 31st August.

Foe more information you can
contact us at (01) 6236414 or
email: info@mdi.ie - we look for-
ward to receiving your entry, so
get snapping (or get directing)!!

Healthy Food Made Easy

Would you
more about healthy eating
this summer? If so, then
MDl is the place to be!

Healthy Food Made Easy is
a new course starting in
July in the MDI National

like to learn

Session 1.
Session 2.
Session 3.
Session 4.
Session 5.

Session 6.

Resource Centre in Chape-

The programme outline is as follows:

The Food Pyramid

Focus on Fats

The Fibre Providers

Family Food

Shop Smart & Community
Dietitian's Visit

Bringing Healthy Eating Home

lizod, Dublin 20. The course offers great advice on
healthy food and practical tips to use on a daily ba-
sis, it is free of charge and has already been a
great success in the area. Along with information
about eating healthily, there are group discussions,

cooking and tasting sessions.

The course is
both  practical
and fun and
everyone has a
chance to take
part.

Sessions will be adapted to suit MDI members
where necessary. Session 6 especially will include
practical information about instructing a Carer/PA
about food shopping and preparation.

The course will start in the MDI National Resource
Centre in Dublin on Monday 16™ July 2012 from
10.30am-1pm and will continue for 6 weeks until
Monday 27th August.

If you are interested and want to take part please
contact Barry Buckley or Caitriona Jones by phone
on (01) 6236414 or by email barry@mdi.ie or
catriona@mdi.ie
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MDI 40TH ANNIVERSARY CELEBRATIONS
1972 - 2012

s you are all probably aware by now, MDI is celebrating its
40th anniversary this year. It is now 40 years since a group of
interested people and parents of children with muscular dys-
trophy met in their homes in Galway to set up a support net-
work for people with muscular dystrophy and their families. I'm sure that
little did they realise that 40 years on, MDI would have grown to be such
a professional and member led organisation, providing such a wide
range of services. MDI is delighted that our organisation has grown
from strength to strength and we hope that we have embraced and de-
veloped the visions and foresights as our founders would have wished.
To mark our 40th Anniversary, MDI has a number of events organised for this year, details of which are
outlined below. We hope you can participate in some of these activities.

40th Anniversary

Celebration Lunch
14th October 2012 FOR SALE

An MDI 40th Anniversary Celebra-

tion Lunch will be held on Sunday I
14th October from 1.30pm > Wheelc_halr
6.00pm at the Castleknock Hotel & Accessible

Country Club, Castleknock, Dublin.
MDI would like to invite all our Van For Sale

members to this celebration lunch
and will be sending out R.S.V.P invitations in the coming weeks. . .
MDI would really appreciate a prompt reply to ensure we can cater 08 Nissan Primastar
for all members and friends of the organisation. For further infor-
mation please contact Amy Bramley, Public Relations & Fundraising Long Wheel Base
Coordinator at the MDI Office, on: (01) 6236414 / amy@mdi.ie

8 Seats, wheelchair
_ lift at rear, tracking
40th Anniversary Book and clamps.

and Book Launch

MDI will be launching the MDI 40th Anniversary Comm  emora- One Lady LRel=y
tion book in September / October 2012, which willb e available (\Nheelchalr Passenger)
to buy at the 40th Anniversary lunch and from head office. The

book is nearly finished and includes interviews wit h founder

members, current members, past and present staff. Asking price

MDI would like to sincerely thank Catherine Reilly, Freelance 13,000 (ono)
journalist from Dublin who volunteered her time and talents to

create and write this fantastic commemoration book to mark

Muscular Dystrophy Ireland’s 40th Anniversary. Call 086 6217770

For further information please contact Amy Bramley Public Re-
lations & Fundraising Coordinator at (01) 6236414/ amy@mdi.ie
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MDI Activities during Carers’ Week 2012

MDI held a

number of

events around
the country for Carers’ Week
from the 18™ 24™ June 2012.
Carers’ Week is a very important
week for MDI to draw attention
to and recognise the massive
contribution of full-time family
Carers in lIreland. Our Carers
are extremely important to us
and their role is deeply appreci-
ated and valued by all here at
MDI.

The events that took place in-
cluded Relaxation and Hand
Therapy, Yoga, Pampering
mornings, information talks and
lunches. These events were de-
signed to give carers the oppor-
tunity for relaxation and stress

relief as well as the chance to socialise

and have a well deserved break.

The feedback from the events was very posi-
tive and we are delighted that all those who

In the picture left to right:

Lisa Quinn, Niamh Corcoran, Lorraine O'Malley,

Left to right: Donna Moran, Marie Shortall, Rosdadin

Borvisov, Niysy Bovisov, Elitsa Borvisov

French (Facilitator), Geraldine O'Reilly, Cathleen

O'Reilly, Caroline Jones, Mary Balfe

Breach.

(seated) and Betty

Pauline Doyle and Cathleen Willmot.

attended enjoyed their experience. We would
very much like to hold similar events on a
more regular basis to show our car-
ers how much we value their role
(seated), Mary and the incredible time and energy

they so selflessly give to
care for their loved ones.
We will keep you updated
about plans for future
events through our web-
site, social media and
newsletter, and of course
through the Family support
Team here at MDI. Many
thanks again to all those

we hope it was a valuable
experience for you and
look forward to seeing you
at an MDI event again
soon!



Findings of a National Survey of Neurological Carer
Launched to mark National Carers Week

he 20" June last, saw the

launch of the findings of a

national survey of neuro-
logical carers as part of events to
mark National Carers Week

The survey was carried out by the
Neurological Alliance of Ireland in
partnership with Care Alliance
Ireland.

The survey, conducted in May
2012, showed that most carers
have been looking after a loved
one for an average of eight years,
provide care for over 100 hours a
week and feel their health has
suffered as a result of their caring.
The survey also captured carer
concerns about the impact of gov-
ernment cutbacks on them and
their loved ones.

The survey found:

" 8.5 years was the average
length of time the person was
caring for a loved one

" 71.8% felt their health had suf-
fered from being a carer

" 61.1% felt that government cut-
backs had had a moderate or
significant impact on the person

they cared for

" 57.2% reported a significant or
moderate impact of government
cutbacks on them as carers

The survey found that the person

requiring support needed signifi-

cant help with the following tasks:

" 76.3% with travelling outside
the home

" 66.3% with planning their day

" 60% with remembering to do
everyday things

" 61.5% with spending time in the
house on their own

“The survey found that six out of
10 people needed moderate to
significant help with simple tasks
such as washing and getting
dressed. When asked about the
most difficult things about caring,
carers mentioned the isolation,
lack of freedom and the impact of
caring on family life and relation-
ships. We further found that the
most important source of support
for them as carers is friends, fami-
ly, specific voluntary organisa-
tions, home care support and ac-
cess to respite care” says Liam

O’'Sullivan, Executive Director, of
Care Alliance Ireland.

He continued: “The government
has committed to producing the
first ever National Carers Strategy
and a draft has been prepared by
the Department of Health. We
would like to see this Strategy
published along with a timeframe
for its implementation as soon as
possible. This is an issue that is
supported by politicians across all
parties.”

Chris Macey, Chair of NAI says
"This survey highlights the huge
challenges facing carers of peo-
ple with neurological conditions,
they are the unfair victims of this
recession because we never in-
vested in these services, and now
the little they have is being cut
back".

The survey was presented at a
briefing in Leinster House in June,
attended by a group of carers
who called for action to publish
the National Carers Strategy.

Author: NAI admin

Attention Disabled Drivers and Passengers

With effect from 29 April 2012, all
Disabled Drivers and Passengers
buying a new car and entering the
VRT/VAT relief scheme will be
required to have Individual Vehi-
cle Approval (IVA) certification.
The Revenue Commissioners will
not process applications after this
date for VRT/VAT relief for new
vehicles unless they are accom-
panied by IVA certs.

These certs will be issued by the
National Standards Association of
Ireland (NSAI) and basically are a
statement that all adaptations fit-
ted or carried out on your vehicle

have been fitted or carried out

to the appropriate standard. It
is important to note that only ad-
aptation companies who are li-
cenced by the NSAI will have In-
dividual Approval certs issued for
their work. Vehicle adaptation
companies will liaise directly with
the NSAI to obtain the correct
documentation and you as the
customer will not be required to
contact the NSAI for this certifica-
tion.

It is our understanding that there
will be a cost charged to each
customer for this certification. So
if you are buying a new vehicle
after the 29 April and you wish to

avail of the VRT /VAT conces-
sions and you are having adapta-
tions carried out on our vehicle,
please ensure that you only have
this work carried out with compa-
nies who are registered with the
NSAI. The NSAI are proposing to
publish a list of registered adapta-
tion companies in the near future
on their website www.nsai.ie.

For further
contact:

Amanda O Shea, NSAI at 01-
8073832 or email aman-

information please

The National Mobility Centre, Irish
Wheelchair Association
at 045-893094 or maats@iwa.ie.



Arts & Disability Awards Ireland 2012

2012 grant programme now open - Deadline: 4pm, 15" August 2012

Managed by the Arts & Disability Forum on behalf
of the two Arts Councils of this island, the Arts &
Disability Awards Ireland scheme is a dedicated
tool to support individual deaf or disabled artists.
Through this funding, artists with disabilities have
developed unique artwork of extremely high artistic
quality, some progressing to a level where interna-
tional recognition is won. Advice is available from
the initial idea through to the submission of the
application.

The scheme’s purpose is to identify, encourage
and nurture individual talent amongst disabled
practitioners. Individuals can apply for up to
£5,000 (or the Euro equivalent).

You may think you don’t know anyone who could
apply but this scheme is for all types of disabled
people and all art forms. It isn’t always possible to
tell who is disabled and some people feel so stig-
matised that they try to hide their condition. So
please help your contacts towards an opportunity
by spreading the word about the Arts & Disability
Awards Ireland scheme.

MDI is one of the partici- It works as follows: all peo-
pating charities associated ple have to do is text " 2
with the Charity 25 Fund- will do" to the number

raising Text Campaign. 57802 and 1.94 will be
equally divided between
Charity 25 is the co- the 25 charities.

operation of 25 lIrish Na-
tional Charities working
together to raise public
awareness and funding for
each charity member at no
financial cost to their own
organisation.

More Charity 25 activities
are on page 17. For
more information about
the actual charity, visit
www.charity25.ie

Grant forms can be downloaded from the ADF
website, www.adf.ie or the ADF can email them to
you. For panel member access reasons it is pre-
ferred that you to submit the form as an electronic
document if possible but they can supply standard
print hard copies if required.

Alternatively formatted information can also be
made available, for example large print or Braille.
If you are a British Sign Language or Irish Sign
language user, they can give you a DVD introduc-
tion to the scheme in BSL or ISL and will pay for a
session with an interpreter.

For further information, contact:

Gillian Porter,

Arts & Disability Forum,

Ground Floor, Cathedral Quarter Workspaces,
109-113 Royal Avenue, Belfast BT1 1FF

"#  $3%



Upcoming Funharaising Activities
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A group of amateur cyclists from Monaghan are going to cycle from Irelands
most southerly point Mizen Head to Malin Head Irelands most northerly
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take place over four grueling days from the 16th to 19th of Au-

gust. They will be cycling an average of 150km per day. Their chosen chari-
ties are the local branches of Muscular Dystrophy Ireland and Enable Ire-
land, both charities help people in their local area with disabilities. If you feel
you are up to the challenge and would like to join the team you can contact

the group by email on mizen2malin2012@gmail.com or call Carl McElwain
on 087 9082680.

13" & 14™ December 2013

Next year there will be the MDI Flag Day on 13th & 14th December
2013. This is a new national fundraising Initiative and will be held in all
the Tesco Stores nationwide (104 stores).

This is a new fundraising and awareness raising appeal and we are
seeking all members and friends support. We need approximately 416
volunteers to cover the two days. This is a lot of people to help us sell
an MDI token and hand out information.

MDI will be asking for your kind support to ensure we can go ahead
with this event and raise much needed funds to ensure the respite sup-
port services will be funded for 2014.

For further information please contact Amy Bramley Public Relations &
Fundraising Coordinator at (01) 6236414 / amy@mdi.ie

La 6000D for MDI

If you can please support Dave Neary who is taking part
in the La 6000D in aid of Muscular Dystrophy Ireland.

The La 6000D is a mythical mountain race covering
60KM and 4000M of elevation gain through the Alpes
mountain range in France, during which you will discover
la grande Plagne resorts. Starting in Aime, this race will
lead you up to the summit of Bellec6te Glacier before
returning down to the valley. Along the trail, an enthusi-
astic crowd will encourage participants for this race, run

for the 23rd time, on Saturday 28" July 2012.

You can follow along Dave's preparation for the race on
a website which he has dedicated to this adventure:
www.runformdi.org Dave has also set up a fundraising
page, where you can donate online at: http:/
www.mycharity.ie/event/dave_neary 6000d/

Many thanks Dave for your fundraising efforts and sup-

port. We wish you well in this adventure.

This October MDI are heading back to the Aillwee Cave in Ballyvaughan, Co. Clare in the heart of the Burren for a
unique weekend of running and mountain biking. This is the second year of The Caveman and the event will be held
over two days, Saturday 13th and Sunday 14th October 2012. Participants can choose to enter the Saturday running
stages, the Sunday mountain bike stages or sign up for the full weekend! To enter on line go to www.thecaveman.ie.
25% of proceeds from this event will be donated to Muscular Dystrophy Ireland.
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A Zumbathon in aid of MDI was held on
the 2nd May at Phibblestown Commu-
nity Centre, Ongar, Dublin 15. Over 40
ladies attended and over 300 was
raised. Well done and many thanks to
all who took part and made very kind
donations to MDI.  MDI would like to
thank Laura J, Donna Murphy, Jeoff
and all the Zumba instructors for their
support and fantastic dance moves and

instruction. The night was a great laugh and a super work out. Thank you also to the instructors and at-
tendees who came, assisted and volunteered their time at the other two Zumbathons in Dundalk and
Finglas and who also raised funds for MDI, while keeping fit! Your support is much appreciated. Well

done and thanks to all - keep fit!

Dundalk Dog Night Raises over 23,500 for MDI

One of the winners on the night!

The Muscular Dystrophy Ireland Dundalk &
District Branch raised over 23,500 at their
Benefit race night held in the Dundalk Grey-
hound Stadium on Saturday 28th April last.
A huge thank you to the Dundalk Branch,
the Dullaghans, Thomas McKevitt, Craig
Kelly, Olive and Dean Waters, Niall Minto,
Martin McCabe, Sean Keenan and all the
volunteers and supporters who assisted on
the night and in the lead up to the race
night. Well done to everyone involved for
raising such a huge amount of money for
MDI.  Thanks also to everyone who sup-
ported this event and helped to make it a
great success — it is very much appreciated.

Lorcan Dowd Memorial Cycle
raises over 10,000 for MDI

Marian, Colm and all the Dowd Family from Kilkenny would like
to thank all the cyclists, volunteers and the MDI Kilkenny Branch
for participating in the Lorcan Dowd memorial cycle that took
place in Kilkenny on the 28th April last. The event raised an
amazing 10,160 in just one day! Thank you to all the Dowd

family from everyone in MDI.
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Lough Derg Cycle Raises

2012 Ireland Bike Fest

Raises 15,000 for MDI

Since 2006, The Gleneagle
Hotel in Killarney, Co Kerry and
Harley Davidson Ireland have
been supporting Muscular Dys-
trophy Ireland with our aware-
ness and fundraising activities.
This fundraising initiative has
gone from strength to strength

each year. The 2012 rally or

"Ireland Bike Fest" as it is

known, took place from the 1st

to the 3rd June and raised over
15,000 for MDI. .

MDI would like to thank the
staff and management of the

Harley Davidson Raffle

Draw Results

As in previous years, The Gleneagle Hotel
and Harley Davidson Ireland organised for a
Harley Davidson Bike to be raffled at the Ire-
land Bike Fest, with all proceeds going to
MDI. The draw took place on Sunday 3rd

June 2012 and the results were:

1,500

Many thanks to the 32 cyclists
who participated in MDI's 5th
Annual Cycle Challenge
around Lough Derg in Co
Clare on the 12th May and
raised 1,565 for MDI. The
cycle was a tremendous suc-
cess and has never seen so
many kind people turn out to
take part and pedal hard for
MDI. Well done all — an epic
day and the weather was glori-
ous in beautiful Co Clare.
Looking forward to the Cycle
Challenge 2013....
Amy Bramley
Fundraising & PR

Coordinator MDI.

Gleneagle Hotel in Killarney for
once again organising, hosting
and sponsoring this event.

Thanks also to everyone who
sold and bought tickets and
helped to make this event a
great success.

Harley Da-
vidson Win-
ner:

Pictured on the
front of her new
bike is three year
old Alicia Finne-
gan (left) from

1st Prize: Harley Davidson Motorbike Balbriggan, Co
Winner: Alicia Finnegan from Dublin with her
Balbriggan, Co Dublin father Larry,
2nd Prize: Two nights for 2 at the along with Molly
_ Brehon Hotel, Killarney Murphy (aged 5)
Winner: :\(/Iillll(aerr?eeymgofr;()énrry from Dublin, who
) ' lled the win-
3rd Prize: Leather Jacket E,L:] etickstv::d
Winner: Eamon Timony J

from Rosscarbery, Cork.
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Women’s Mini Marathon Photos 2012

Thanks also to Margaret Roe
(from Laois) pictured here with her
daughter Katie and sister-in-law
Denise Delaney, who ran in the
women’s mini marathon in Dublin
for MDI in June

Carrigallen 10K Road Race soth june 2012

Well done to Vinny and Kathy Lyons from Leitrim for organising and hosting
the first Carrigallen 10K Road Race on Saturday 30th June. 127 runners and
walkers took part in the event in aid of Muscular Dystrophy Ireland. Many
thanks to Vinny and Kathy for your tremendous support and fundraising ef-
forts, it is much appreciated by all at MDI. Thank you to everyone who volun-
teered their time and who took part in the race. Vinny & Kathy hope to make
this an annual event, so we look forward to seeing you all again next year!



Athy Golf Classic in aid of MDI
and Cystic Fibrosis

Peader Doogue member of Athy Golf Club nominated MDI
and Cystic Fibrosis as the two beneficiaries of this years An-
nual Athy Golf Classic. The event took place on Saturday 30"
June and was a tremendous success. Approx. 44 teams
turned out to play at the stunning Athy Golf Club. The support
from people from Carlow and Kildare was amazing and the

Left to right: Martin Cahill Fundraising Manager, Cystic Fibrosis Associa-

tion, Amy Bramley Fundraising & PR Coordinator MDI and Peader
Doogue, member of Athy Golf Club and event organiser.

turn out of volunteers made the day such a success. It could
not have been run without the help of the local community
who did all the catering, baking, food service, golf mainte-
nance etc. Well done to all involved and a big thank you to
Peader Doogue from Athy. The event is a testament to Pead-
er's goodwill, generosity and fundraising talents.

The PB Print Solutions / MDI Golf Classic team. Many thanks to
Paul Bolger from PB Print Solutions for your sponsorship and contin-
ued support of MDI. Paul is pictured in the centre of this photograph

with Amy Bramley from MDI along with members of his team.

On Tuesday 3™ July 30 teams turned out at Charity 25's first Golf Classic at Carton
House & Golf Club, Maynooth, Co Kildare to raise funds for the 25 charities affiliated to
this group. MDI is one of the participating charities associated with the Charity 25 and
we would like to thank all the teams who participated at this event, for their support and
fundraising efforts. MDI members had an opportunity to play with some of Ireland’s top
personalities and celebrities including Ronnie Whelan, Brendan O'Carroll and Keith
Duffy to name but a few. All funds raised through Charity 25 fundraising activities are
divided amongst all 25 participating charities. For further information about Charity 25

visit www.charity25.ie
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A day In the life.........

Continuing on with our series of “A day in the life”
Dystrophy Ireland, we now introduce youtoa d

Support Worker in the Western Region.

I'm part of MDI's Family Support team & | cover
the Western region (Galway, Mayo & Roscom-
mon) & parts of the Midlands (Longford, Offaly &
Westmeath). MDI has an office on the outskirts of
Galway city which | share with Aisling Tarmey,
Youth & Respite worker in the West. Part of my
role is office based where | compile case confer-
ence reports, referrals & letters of support for
members accessing services or social protection
entitlements, local funding applications, etc.

My role includes visiting adult members & families
in their homes to assess their current & future
needs. | provide support & information to mem-
bers in person or on the phone or email (haven’t
qguite made it to skype — yet!) to help with any
gueries or issues that may require assistance.

With request & permission from members, | liaise
with health care providers, schools, Special Edu-
cation Needs Officers, Social Protection & depart-
ments in local Councils to address support needs.
| can provide information & power point presenta-
tions on various neuromuscular conditions to
schools & voluntary & statutory agencies.

| have regular contact with Aisling & Sinead Glen-
nan (MDI's Youth & Respite worker for the Mid-
lands) to arrange social outings for adult mem-
bers or to attend joint home visits to new adult
members or families with children who are newly
diagnosed with a neuromuscular condition. As a

of various staff members of Muscular
ay in the life of Lisa Fenwick, Family

lone worker | greatly appreciate the advice & sup-
port of my colleagues in the Family Support team
& Aisling & Sinead from the Youth & Respite ser-
vice, and my line manager, Margaret Goode.

| have been working for MDI since 2006 (minus
the time it takes to rear two babies) & I've met
some incredibly inspiring members & tremendous,
selfless carers along the way. There have been
many positive experiences in my work with mem-
bers and | am

truly in awe of

your determina-

tion and good

humour. | have

members, young

and older, with

huge personali-

ties and gifts

(including a Poet

— you know who

you are!) and it's

a pleasure to be

invited into your

lives.

Lisa Fenwick
Family Support Worker
Muscular Dystrophy Ireland

How to contact your local Family Support Worker

North Eastern Region
Family Support Worker: Ms Kate Maguire
Tel: 046 9280026 Email: kate.maguire@mdi.ie

North Western Region
Community Support Worker: Paula Coyle Carberry
Tel: 086 3899279 Email: paula@mdi.ie

Western Region
Family Support Worker: Ms. Lisa Fenwick
Tel: 091 395497 Email: lisa@mdi.ie

South Eastern Region
Family Support Worker: Ms. Marie Kealy
Tel: 086 6066107 Email: mariek@mdi.ie

Midlands Region

Ms. Lisa Fenwick (covering Longford,Offaly & Westmeath)
Tel: 086 6066106 Email: lisa@mdi.ie

Ms. Marie Kealy (covering Laois)

Tel: 086 6066107 Email: mariek@mdi.ie

Southern Region
Family Support Worker: Ms. Trudy Renshaw Walsh
Tel: 086 3899266 Email: trudy@mdi.ie

Mid-Western Region
Family Support Worker: Ms. Steph Apsel
Email: steph@mdi.ie Tel: 086 6066107
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