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Editorial
Hi Folks,
Welcome to the July issue of our newsletter.
With summer well under way, this means
holidays, holidays holidays! And here at
MDI, it's no exception. Already we have had
three holidays/camps for our members and
one currently happening in Galway for our
11-13 year olds (19th-26th July). Details on
some of the camps on page 8.
This issues "Research Update" column
focuses on Spinal muscular atrophy (SMA),
(see page 2). Also on the topic of research,
there is a very encouraging article about
gene therapy on page 5.
And, on a
cautionary note, there is an article on page 3
advising against myoblast transfer treatment,
which has not proven to have any
therapeutic effect for any form of muscular
dystrophy.

"Person of the Tournament"
Serena Brennan (aged 6), from Mullingar; proudly
displaying her certificate after being awarded
"Person of the Tournament" at the MDI Power
st
Soccer event on 1 July 2003

On pages 6 and 7, you will find details on an
Assistive Technology conference which takes
place in September and if you would like to
learn more about computers, there are also
some courses that may be of interest to you.
"Dates for your Diary" also on page 7 gives
details of our AGM in September and an MDI
Family Day planned for October (more
detailed information on these events will be
available soon).
"Power Soccer" - Will this be the new craze
for our young members?
I'm certainly
impressed! See page 9 for more.
This is just a flavour of what's inside. Hope
you enjoy the read. Have a nice summer
and take care.
Pictured at the Turlough Musem in Castlebar
th
st
while on camp with MDI from 14 -21 June is
Seamus Fagan from Rush, Co. Dublin.
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Research Update 6
Spinal Muscular Atrophy
Spinal muscular atrophy (SMA) is a condition
in which the muscle-controlling nerve cells
(motor neurones) degenerate. This is
because of a deletion or mutation on the
SMN1 gene, which makes a protein called
survival motor neurone (SMN). Everybody
has a "backup" gene called SMN2, but it
mostly produces a shortened, inactive form of
the SMN protein. Although motor neurones
are affected, SMA is not the same as Motor
Neurone Disease.
There are different strategies being tested to
try to treat SMA. One of these works on the
basis that having more copies of the SMN2
gene, lessens the severity of the condition, so
if there was a drug that boosted SMN2 it
might be an effective therapy. Some
researchers, e.g. at Aurora Biosciences (a
San-Diego, USA-based biotechnology group)
are testing large amounts of chemicals on
cells from people with SMA, and in mice,
hoping that some will stimulate SMN2 to
produce more of the full SMN protein. Groups
in the USA and Taiwan have identified
several drugs that appear to increase the
amount of SMN2, including the mineral
sodium vanadate, the antibiotic and anticancer drug aclarubicin and sodium butyrate,
a drug that has been used to treat certain
types of anaemia. However, despite
promising results, it is doubtful if any of the
chemicals can be used to treat SMA. Sodium
vanadate is toxic, and the other drugs could
turn out to be toxic at the doses required.
One of the researchers, Arthur Burghes of
Ohio State University, USA, said at this point
"I would say absolutely do not take
aclarubicin. In my view, butyrate has not
been tested rigorously enough in animals and
there is no evidence it works in humans (with
SMA)". Even so, these results are
encouraging as researchers now know that
there are chemicals that can affect SMN2
and Aurora Biosciences should be able to
identify new, safer compounds.
Gene therapy is also being attempted for
SMA. In January 2003, Christine DiDonato

published a piece of research showing that
gene therapy replaced the defective SMN
gene. They used a virus to ferry the SMN
gene into skin cells derived from people with
SMA. Although motor neurones are the target
for gene therapy, skin cells are good to test
the technique as they are easy to obtain and
grow in the lab, and they also exhibit one of
the hallmarks of SMA. Normal human cells
contain "gems", areas rich in SMN and
related proteins, but in people with SMA there
are a reduced number of genes or none at
all. Viral delivery of the SMN gene restored
gems to the cells.
The next step in gene therapy, says
DiDonato, "is to go into animal models of
SMA and see if we can correct the
pathological defects that result from low
intracellular levels of SMN".
Stem cell therapy is another possibility.
Jeffery Rothstein of the ALS Centre at John
Hopkins University, USA, has had some
success with stem cell transplants in rats.
The cells did not become new motor
neurones, but they did release proteins that
enhance neuronal survival and growth. It is
likely to be a number of years before human
trials of stem cell therapy for SMA or ALS
begin.
Research is also taking place regarding
pharmacological
treatments
for
SMA.
Francesco Muntoni and his colleagues from
the Imperial College School of Medicine in
London, published a paper in August 2002
about albuterol. This drug was given orally to
five children with SMA type 2 and eight with
SMA type 3. After six months on albuterol,
the group improved in muscle contraction
strength,
forced
vital
capacity
(a
measurement of respiration) and lean body
mass, on average. Although there were no
significant problems, nine children showed
decreased mobility in their joints after six
months, which might have been due to the
drug selectively strengthening some muscles
over others. This needs to be looked at in
future, more rigorously controlled studies.
John Kissel, a neurologist from the USA,
believes the possibility of testing albuterol in
SMA can be explored, but there have been
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serious obstacles to obtaining the oral form of
the drug in the USA.
A study has also begun this year in Dallas,
Texas looking at creatine. Eighty children and
adolescents with SMA are taking part, and
the study will test whether or not the dietary
supplement creatine may benefit children
with SMA. Creatine is reported to increase
energy production in cells, particularly those
of the muscles and nervous system. It will
take a few years for results to become
available, but I'll let you know of any updates.
On a separate issue, there have been
suggestions that children with SMA have
enhanced intelligence, and this has been
tested in two universities in Germany. The
research concluded that the general
intelligence of children with SMA is in the
average range, but their use of general
intelligence was superior by age 12. By later
childhood and adolescence, skills required for
verbal parts of certain intelligence tests were
more developed in those with SMA. The
researchers suggested that children with
SMA "compensate" for their physical
disability by gaining cognitive skills and
knowledge, so although their intelligence
might not be enhanced as such, they become
better at applying it.
Research is continuing worldwide to find a
treatment for SMA. Families for Spinal
Muscular Atrophy in the USA has itself
committed $8 million over the next three
years for SMA research and there is also an
International Spinal Muscular Atrophy Patient
Registry. This is to provide a resource by
which individuals with SMA, their families and
researchers can come into contact with one
another (see the FSMA website for more
information, details below).
____________________________________
If anyone would like more information on SMA,
there are several useful websites:
Muscular Dystrophy Association (USA):
www.mdausa.org
The Jennifer Trust for Spinal Muscular Atrophy
(UK): www.jtsma.org.uk
Families for Spinal Muscular Atrophy (USA):
www.fsma.org

Karen Jameison
Information Officer, MDI

Myoblast Transfer Treatment
A Cautionary Tale
MDI received an email
on 24th June 2003 from
the World Alliance of
Neuromuscular
Disorder Associations
(WANDA) regarding
myoblast transfer treatment (MTT).
MTT was heralded a number of years ago as
a potential cure for DMD. The idea behind it
was that myoblasts, or immature muscle cells
from healthy boys, would be injected into the
muscles of boys with DMD. When the
treatment was tested however, it was
unfortunately found to be ineffective.
It has come to the attention of WANDA
however, that in an increasing number of
countries, clinics were established for the
application of MTT for people who have a
muscular dystrophy. The clinics charge
between $125,000 and $150,000 per
treatment, and make claims that "all patients
transplanted have either seen great
improvement and/or considerable decrease
in
muscle
degeneration"
(see
www.celltherapy.com)
However, WANDA has reports from
families in which a member with muscular
dystrophy has undergone MTT, and the
reports are very negative. Some reports
state that the diagnosis of patients was not
checked and that there were no examinations
prior to acceptance for treatment. It seems
that at least 40 or more people have received
this treatment for which there is no evidence
of therapeutic effect, and several have paid
by selling their houses, cashing in pensions,
draining money from family and friends,
regional TV campaigns etc.
The Mediterranean Society of Myology
(MSM) state that MTT "has been clearly
shown to be ineffective while its high cost
and potential risks cause unnecessary
strain to the patients' families. The MSM
takes a strong position in criticising or
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condemning unproven therapies which
are not only ineffective but also have the
potential to cause harm while exploiting
desperate patients and their families".
MTT has recently been prohibited in Brazil,
and a lawsuit has been commenced by the
Medical Council of Sao Paulo State against
the Brazilian doctors involved. The ethical
violations include recommendation of an
unproven treatment method, giving false
hope to patients and their parents, and the
payment for what is still an experimental trial.
The man behind MTT in Brazil is Peter Law,
a Chinese physiologist living in the USA. In
1996 he was providing MTT at the Cell
Therapy Research Foundation in Memphis,
Tennessee. However, in 2000 after the Food
and Drug Administration investigated his
researches, they disqualified Law due to
serious flaws and violations. As he was
forbidden to perform MTT in the USA, he
strengthened the Brazilian connection, with a
clinic in Sao Paulo called the Genesys
Research Institute, which is affiliated to the
Cell Therapy Research Foundation. Law
however, remained in the USA. The
production of myoblasts, apparently obtained
from the muscles of healthy American boys,
also takes place in the USA.
In order to unmask the fraud, a Brazilian
journalist posed as the godmother of a
fictitious 7 year old boy called Bruno who she
said had Duchenne MD. Bruno was
scheduled for MTT without an examination by
doctors either in Sao Paulo or Memphis to
check his diagnosis. Nobody ever asked how
his condition was progressing. He was not
asked to come to Memphis, which should
have been required, to determine if he was
eligible for MTT or not. Peter Law set up the
date of MTT even before receiving any
medical report or results of blood tests. The
only report ever sent to Law was written by
Bruno's godmother!
Thankfully, Bruno's case was invented to see
how far Peter Law and the Brazilian clinic
would go. However, at least 20 people from
different parts of the world, including the USA
and Spain, and a number of Brazilian children
(it is impossible to say how many) were given

MTT. Out of the known Brazilian children who
had the treatment, none showed any
improvement or change in the natural course
of the condition, and in one case, it is
possible that MTT may have accelerated the
progression. One father said "I would rather
go to a witch than repeat this treatment".
Scientists from all over the world,
including well known researchers like
Terence Partidge and Victor Dubowitz
from the UK and George Karpati in
Canada agree that myoblast transfer has
not proven to have any therapeutic effect
for any form of muscular dystrophy.
However this does not mean that nothing can
be done for people with DMD. It is known that
regular physiotherapy, use of corticosteroids
in many cases, and assisted ventilation, has
improved both life expectancy and quality of
life. There is a great range of quality research
taking place over the world, and as soon as a
breakthrough in treatment comes around,
MDI
and
other
muscular
dystrophy
associations around the world will alert all
their members. Until then, here are a few
pointers:
•

Remember that as well as useful
information, there is a lot of
misleading information on the internet.
• Be extremely cautious of any
treatment offered at the minute, which
claims to be a cure for muscular
dystrophy, especially those asking for
large amounts of money.
• If you find information about a
potential treatment, ask your doctor,
MDI Family Support Worker or
Information Officer to see if they can
provide more information.
• DO NOT BEGIN ANY TREATMENT
WITHOUT
CONSULTING
YOUR
DOCTOR. Even herbal medicines can
interact with other medications.
____________________________________
If you would like more information about this
article, please contact Karen in the Dublin
office, or email karen@mdi.ie
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Gene Transfer Study Yields
Promising Results

Participants were divided into three groups:
Group 1: Received a single injection of 200
micrograms of the plasmid-dystrophin
construct.
Group 2: Received a single injection of 600
micrograms.
Group 3: Received two injections of 600
micrograms, two weeks apart.
The investigators studied muscle samples 21
days after the first or single injections. A
small amount of dystrophin that was
apparently made from the plasmid-dystrophin
construct appeared in 1%-10% of muscle
fibres in half of the boys in groups 1 and 2 (3
out of 6 in each group), and in all 3 boys in
group 3.

On 5th June 2003, it was announced that the
first stage in a clinical trial for gene therapy
using a nonviral approach for Duchenne and
Becker muscular dystrophy (DMD and BMD)
has been successful. The therapy appears
safe, and holds promise for future
effectiveness against these conditions.
The trials are taking place in France by the
Association Francaise Contre les Myopathies
(AFM or French Association Against Muscle
Diseases) in conjunction with Transgene, a
biotechnology company based in Strasbourg.
Jon Wolff, of the Department of Paediatrics at
the University of Wisconsin, USA, was part of
the French project. His team developed much
of the strategy to deliver the therapeutic
gene, which carries instructions for making
dystrophin, the muscle protein that is missing
or flawed in people with DMD and BMD.
Wolff is now working on delivering genes
under pressure through the body's arteries,
so that specific muscles can be targeted with
just a few injections.
In the trial, the results of which were
announced at a meeting of the American
Society of Gene Therapy in Washington,
investigators used a "naked DNA" delivery
strategy, that splices the desired gene into a
piece of genetic material called a plasmid.
The plasmid-dystrophin combination was
injected into an arm muscle in 15 boys with
DMD or BMD.

It is generally believed that dystrophin
production in about 20% of muscle fibres
would make a significant difference in muscle
function.
There were no signs of immune system
reaction against either the plasmid or the new
dystrophin, which is good news in terms of
safety.
The AFM and Transgene are continuing to
develop the nonviral DNA delivery system. In
a statement made on 5th June, they said
"These results demonstrate for the first time
that it is possible to obtain local expression of
dystrophin in patients with Duchenne/Becker
muscular
dystrophies
following
the
administration of a plasmid containing the
human dystrophin gene."
____________________________________
These results are very encouraging, but it is
worth noting that this trial was designed to
identify if this gene therapy approach had
potential, and although it does, there is still
work to do. The boys in this study would have
had no therapeutic benefit so the aim now is
to enhance the technique and make it more
successful, in order to make a real difference
to people with muscular dystrophy.
I will keep you updated with any new
developments in this area and you can also
check the "What's New" pages on the
American Muscular Dystrophy Association
website (www.mdausa.org).
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Assistive Technology
“Shaping the Future”
Dublin 31st August to 3rd September 2003
7th European Conference for the
Advancement of Assistive Technology in
Europe (AAATE)
University College Dublin
The Association for the Advancement of Assistive
Technology in Europe (AAATE) are holding their
th
7 European Conference in Dublin in September
2003. The conference is timely, coinciding with
the European Year of People with Disabilities.
Consequently, it is appropriate that the focus is
unambiguously placed on the users of assistive
technology.
Under the theme “New Technologies”, the
conference will explore the significant advances in
technology research and development and how
these can be harnessed to benefit people with
disabilities. This will involve an exhibition on
evolving technologies, affording interesting
insights into the future. This exhibition will be the
largest exhibition of technology and technical
devices to date in Ireland, and should be of
interest to people with disabilities, and all who
work in the field of disability. The exhibition will
feature a wide range of technology including;
computer hardware and software, seating
systems, products for mobility, independent living
technology, communication aids, technology for
employment and education and ‘Safety in the
Home’ technology. Access to the exhibition will
be free throughout the conference.

evaluation, information and education in assistive
technology and has played a leading role in the
development and provision of AT services in
Ireland. UCD and CTS are long term collaborators
on an number of research projects. New, state of
the art accessible accommodation will be
available on-campus for the event. Media Lab
Europe is engaged in research into new areas of
opportunity being opened up by new technologies.
It therefore brings a fresh insight into future
possibilities for people with disabilities.
With over twenty topics to cover, the scientific
programme will offer great
opportunity for
discussion and debate.
Details on conference registration and to obtain
free entry tickets to the Trade Exhibition are
available on the web at www.atireland.ie/aaate, or
from: AAATE 03 Registration Office, 8 Main
Street, Finglas, Dublin11, tel: 01-8361611, fax:
01-8361724

Information Technology Training
Course
Finglas, Dublin

•
•

The conference will provide
a valuable opportunity for
everyone involved in the
field
of
assistive
technologiesincluding
users, researchers, service
providers and equipment
manufacturers- to exchange
information and update their
knowledge in a rapidly
developing field.

•
•

The conference is being organised on a
collaborative basis by the Central Remedial Clinic
(CRC), University College Dublin and Media Lab
Europe.
The Central Remedial Clinic is a major national
provider of assessment, therapies and other
medical and non-medical services to people with
disabilities throughout Ireland. Its Client Technical
Services (CTS) department offers user-centred

Are you in receipt of disability allowance or a
related benefit?
Would you be interested in returning to
education if you could keep your disability
allowance?
Are you interested in pursuing a career in the
information technology and/or customer
service industry?
Are you aged between 21-65 years?

If the answer to these questions is "yes", this
course might be for you. It is run by Colaiste Ide
College of Further Education in Finglas and is
designed to lead to meaningful qualifications in IT
and customer service. Students will retain all
Disability Allowances / Benefits.
The first class of students on this course
graduated in June 2002 and the second group
has just successfully passed all examinations. If
you would be interested in finding out more about
the course, contact:
Eileen Daly, Disability Support Officer @ 01
885 1381 or email eileen.daly@ntdi.ie
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Computer Training

Dates for
your diary

at home
We do I.T. differently…!

MDI AGM – Sat 27th Sept. 2003
Learn about information technology at home

The National Training & Development
Institute (NTDI) in Tallaght plans to
commence a home supported Information
Technology programme in October 2003,
designed specifically for people with
disabilities, who are unable to access existing
centre-based training opportunities.
The NTDI will provide all necessary computer
hardware and software to enable people
access training without leaving their homes.
The programme will provide European
Computer
Driving
Licence
(ECDL)
certification and a variety of extra supports
including a study skill module. No previous
IT skills are required. The programme will
not interfere with a person's current
allowances or benefits and is not means
tested.
NTDI are now inviting applicants living in
Dublin West, Dublin South West & Central
Dublin areas to contact them in order to be
considered for a place on the course.
For an application form, contact:
NTDI, 77 Broomhill Road, Tallaght
Industrial Estate, Dublin 24
Tel: (01) 525777 Email: tallaght@ntdi.ie

The Annual General Meeting of Muscular
Dystrophy Ireland will take place on Saturday
27th September 2003 in Carmichael House,
North Brunswick Street, Dublin.
Prof. Kay Ohlendieck has been invited to
come along before the AGM make a
presentation. MDI are currently funding a
research project co-ordinated by Prof.
Ohlendieck at NUI Maynooth. This project is
entitled "Identification of Novel Therapeutic
Targets in Dystrophic Muscle Fibres" and is
running for three years from November 2002.
Prof.
Ohlendieck's
presentation
will
commence at 12.00 noon (to be confirmed).

Family Day - Sun 5th Oct. 2003
2003 is the European Year for People with
Disabilities and MDI have decided to mark
this occasion by holding a family day for
members on Sunday 5th October 2003. This
will be an informal afternoon event, with lunch
and entertainment, and will give members
and their families the opportunity to meet up
with each other, socialise and celebrate the
year.

Further details on both of these events
will be available in due course.

Pictured at a recent
presentation of a cheque to
Muscular Dystrophy Ireland in
Baltinglass which was raised
at a benefit night in the
Rathvilly Inn were Left-Right:
Stephanie Giblin, Siobhan
Windle (MDI Respite Coordinator), Margaret Giblin &
Joan Doyle.
MDI would like to thank
everyone who supported this
event. We would also like to
thank MDI member Belinda
Lacey for her contribution.
Picture: Nigel Gillis.
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MDI Youth Camp, Galway
14th-21st June 2003
The first youth camp of the summer took
place from 14th-21st June in Kilcuan,
Clarenbridge, Galway for 14-18 year olds.
The group spent 7 fantastic fun filled sunny
days in Clarenbridge. Everyone really
enjoyed their time there. Visits to the
Aquarium in Salthill, Turlough Musem in
Castlebar, and shopping in Eyre Square were
organised. There were also trips to the
cinema to see ‘Anger Management’ and
‘2Fast & 2Furious’. A small group even went
to the circus during their visit.
Each evening there were different activities
planned such as Playstation Tournaments,
Soccer Competitions, a Table Quiz and
watching videos. The winning Table Quiz
team consisted of Keth Devoy, Ciaran Purcell
and their helper Mary-Rose. The winner of
the playstation tournament was Ben Styles.
There were many celebrations going on
during the week especially for one of our
helpers Grainne Brennan who passed all her
college exams, Congratulations to Grainne.

"Anyone for Crab Claws?!"
Mark Anthony McHale (Galway) gets his hands
on some crabs, while Keith Devoy (Dublin) looks
on, at the Atlantaquarum in Salthill while on
camp in Galway.

came up with awards for each individual that
attended the camp. Awards included ‘Brain
of the Week’, ‘Helper of the Week’ and
‘Sidekick of the Week’. The week concluded
with pizza and a disco organised by our own
DJ Pinky!!!!

At the end of the week the youth workers

Noeleen Fagan
Youth Worker, Dublin

Lined up for action on the Galway Camp are MDI members (L-R): Mark Anthony McHale, Ciaran Purcell,
Joe Styles, Des Mooney, Robert Doyle, Keith Devoy, Ben Styles, Paul Breen & Seamus Fagan
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National Power Soccer Day
On the 1st July, MDI held its first national
power-soccer day in the Irish Wheelchair
Association sports hall in Dublin. The event
was a huge success. A total of 16 young
members, their friends and family turned up
for the day. There were members from the
south, west, east and midland branches.
The group met at 1.00pm, the players had
protection guards fitted to their chairs and
they were ready for action!
Players were put through some skills training
by our volunteer trainer, Marc. They had to
learn how to block, manoeuvre, score, control
the ball and so on. Some of the members
took to it very well and others needed a little
more practice. Once everyone had got the
hang of the rules and techniques etc., it was
time for a short break for something to eat,
before the tournament began!

"On The Ball"
Serena Brennan, Mullingar and Kevin Fitzsimons,
Dublin at the Power Soccer Tournament in
st
Clontarf, Dublin on 1 July 2003

There was also a ‘Person of the Tournament’
award, who was chosen by the leaders. This
award went to Serena Brennan from
Mullingar,
for
her
pure
guts
and
determination. See photograph (front cover).

"Before Kick-Off!!" at the Power Soccer Tournament, the teams pose for a photo-shoot

After lunch, everyone was divided into three
teams to compete in the tournament. The
teams chose their names and the battle
began. The three teams were called "The
Bulls", "Annihilators" and "Delta Force". The
winning team "Annihilators" which consisted
of; Ed. O’Connell (Cork), Paul Breen (Dublin),
Seamus Fagan (Dublin), Simon Jameson
(Dublin) & Karl Butterly (Dublin) received gold
medals.

As the day was
such a success
it is hoped to
hold
another
tournament later
on in the year,
so if you like the
idea of power
soccer
and
fancy giving it a
go, contact your
regional youth
worker and let
them know.

A special ‘thank you’ to the parents and
volunteers who came along to help out on the
day. Thanks also to Robert Fitzsimons for
his refereeing skills for the tournament.
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Wedding Bells

News from Cork
From South to North West!
As part of my diploma (Youth & Community
Work) in University College Cork, I travelled
to the North West on 24th March for five days,
where I was given the opportunity to work
with Fintan Flannery, Family Support Worker
for this region.
I visit families in Leitrim, Longford, Sligo and
Donegal. I had a great time and met some
very nice people. I would like to take this
opportunity to thank all the families who
opened their homes and made me feel so
welcome. These include Barry Mulvey and
family, David Cunningham and family, Robert
Quinn and family, Darren Nealy and family,
Darren McDonagh and family & Joshua
Roulston and family.
I would also like to thank Fintan for all the
help and support he gave me throughout the
week.
Mary Rose Howell
Youth Worker, Cork/Kerry

Congratulations to Elaine & Paul Moore from
Blarney, Co. Cork who were married recently. .
Elaine is daughter of June Scannell, Treasurer of
Cork Branch, MDI.

Atomic Kitten
I went to the Atomic Kitten concert on Friday
4th July with my sister and mother. We
arrived at 6.30pm, just in time for the doors to
open. We were shown to our seats, which
were up high so we could see everything.
The first group to arrive on stage was "Skin
Deep" who were four girls who wore great
clothes and were excellent. The next act up
was "Mankind" which was five boys who also
looked great and the lead singer had a really
great voice. Next to come on stage was
everybody's favourite "Mickey Joe Harte".
The first song he sang was "Something Right,
Something Wrong" and the he sang "We've
Got The World Tonight", which is my
favourite. Then Atomic Kitten came on.
They sang "Dancing In The Street" and many
more. They were excellent and when they
were finished the crowd kept saying "We
want more", so they came out again and
sang "The Tide Is High". It was then time to
go home, after a really great concert.

Darren Nealy from Letterkenny at The Brunswick
Entertainment Centre, pictured lining up a shot
while bowling, on a day out with Mary Rose, Youth
Worker, Cork.
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New South East Branch
Thanks to all our members in the south east
who attended our "Branch set-up" meeting on
2nd June 2003 in the Springhill Court Hotel,
Kilkenny. A very large attendance saw that
our goal (i.e. to have our own South East
Branch of MDI) was achieved and all had an
enjoyable day.
We were fortunate to elect a Committee of
committed people, a good blend of youth and
experience, who bring expertise, enthusiasm
and lots of ideas to their respective positions.
The Committee is as follows:

Sinead O'Brien, Dublin and Tony Farrell, Dublin,
pictured on an MDI adult holiday, in Kilcuan,
th
th
Clarenbridge, Galway - 12 – 17 May 2003

Chairperson:
Vice-Chairperson:
Secretary:
Treasurers:
PRO:

Linda McDonald
Mary Stevenson
Sandra Richter
Packie & Heather Larkin
Stephanie Richter

Slane Competition Winners
Congratulations to the following, who were
the lucky winners of or Slane competition in
our last newsletter.
Paul Breen (Dublin),
John Dullaghan (Louth),
Simon Jameson (Dublin)
Mark McCreanor (Louth)
Patricia Peoples (Donegal)
Mary Sheridan (Meath),

New Committee
L-R: Sandra Richter, Secretary; Stephanie Richter, PRO;
Linda McDonald, Chairperson; Mary Stevenson, ViceChairperson; Packie & Heather Larkin, Treasurers.

Each winner gets two tickets to Slane
2003.
The answer was "Red Hot Chilly Peppers".
As there were more than six correct entries,
the winners were picked from a hat.

Congratulations to the members on the
establishment of their new Branch and we
wish them and the new Committee every
success in their new respective roles.
Willie Egan
FSW South East

MDI News Update

Page - 11

Two monthly newsletter - Issue 12, July 2003

MDI Respite Service
In recent weeks, we have had more inquiries
about the Respite Service which is available
to MDI members. The following article has
been included once again to clarify the
services members can avail of in relation to
respite:
____________________________________
MDI‘s respite service provides practical
assistance to families and members in need
of such support. This is done in various ways,
depending on the needs of the member
concerned. Help can be provided in the home
for a weekend, a few hours during the day, or
a night turning service. We will also try to
provide assistance in an emergency situation
where for example a parent of a child who has
muscular dystrophy becomes ill.
MDI provides short-term respite. However we
will continue to provide respite where there is
no immediate alternative. We will help you
link in with the care attendant and personal
assistants schemes run by the various
branches of the Irish Wheelchair Association,
the
Centre
for
Independent
Living,
Rehabcare, and the Health Boards around
the country.
MDI runs youth camps for children of 11years
and older, teenagers and a short holiday for
adult members. If you are interested in any of
these activities please contact your family
support worker in your area. Unfortunately
the places on the holidays are restricted. If
you do not get an opportunity this year we will
try to facilitate you the following year.
MDI also provides financial assistance
towards family and individual member’s
holidays where one of the members has MD
and cannot take part in the youth camps or
adult holidays organised by MDI during the
summer. MDI can only pay towards one of
the following, the MDI adult holiday / youth
camp or the family holiday. If parents or
guardians take a holiday and neither have
MD, MDI can not provide financial assistance
towards their holiday, however MDI can pay
toward the cost of a care worker or personal

assistant to replace them while they are
away.
At present MDI does not employ any full time
care workers or personal assistants. However
we can help you to find the appropriate care
worker or personal assistant.
The aim of the respite service is to be as
flexible as possible and to work with what the
member requires. We will also try to link in
with the respite service providers in your local
area.
If MDI employs a care worker or personal
assistant chosen by the member or family the
person will have to register at their local tax
office and get their “tax credit certificate with
standard rate cut off point” The tax office
usually sends out these forms to MDI very
quickly. The person may already have a PPS
number which they can give to MDI instead.
This respite service relies on funding from
various sources. Some Health Boards are
aware of the need for funding for this vital
service and are increasing their grants.
However other Health Boards supply a very
small amount of funding. There are still areas
of the country which are not funded. MDI has
to raise funds through various fund raising
events to supplement this under funding so
that all the members of MDI will be able to
benefit from the respite services.
If you think you may need a break or an
ongoing respite service you should contact
the MDI Family Support Worker or Youth
Worker in your area giving them as much
notice as possible. For planned holidays and
in home respite you will have to complete an
application form which they will give you and
submit invoices and receipts with the
member's name on the receipt to the MDI
office in Dublin. These will then have to be
approved before any payment is made. If
you are unable to contact them in the case
of an emergency, you can contact me in the
MDI office in Dublin.
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Thank you to everyone who participated in this years Ladies Mini Marathon on behalf of MDI. We
hope you had an enjoyable day. To those who have yet to return their sponsorship card(s) and
money, we would appreciate it if you could do so as soon as possible. Once again, thanks to all.
The photo collage below hopefully captures a flavour of the days atmosphere.

MDI News Update

Page - 13

Two monthly newsletter - Issue 12, July 2003

Are you interested in
advertising in this space?
Over 500 copies of the MDI News Update are printed every two
months and distributed nationwide. In addition, our newsletter is also
emailed to over 200 people and is posted onto our website.
On average the MDI website receives over 250 hits a week.
To help defray the cost of this newsletter, we offer advertisement space
to corporate companies. With this in mind do you know of any
businesses that may be interested in purchasing advertising space.

For further details contact:

Hubert McCormack
Muscular Dystrophy Ireland
Coleraine House,
Coleraine Street,
Dublin 7
Tel: (01) 8721501
Fax: (01) 8724482
Email: hubert@mdi.ie
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