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Editorial
Hello Everyone,
Welcome to our first newsletter of 2003. I
hope you all had a lovely Christmas and a
New Year.
With our second National Awareness Day
fast approaching, we at MDI have launched
right back into it, after a nice Christmas and
New Year's break. Once again, we will be
selling heart shaped chocolates on
Valentine's Day and we are looking for
individuals and retail outlets to support us by
taking some to sell. We have attached a
draft letter to retail outlets with this
newsletter, which members may wish to use
to help explain more about this initiative. We
need your help and would appreciate your
support. See page 3 for more details.
To mark the close of our Awareness
Campaign we are once again organising a
concert which this year will be held on
Saturday 8th March, in The Johnstown House
Hotel, Enfield, Co. Meath. Tickets are priced
at €25.00 each or €200.00 for a table of ten.
More details also on page 3.

MDI member Luke Lane from Cork showing his
appreciation to MDI Youth Worker Mary Rose
nd
Howell, at the Cork Christmas party on Sunday 22
December 2002.

It was certainly party
members during the
See pages 4 to 8
Christmas parties and
the country.

time for many of our
month of December.
for more on all the
youth activities around

Members with Myotonic Dystrophy will find an
interesting article by Karen Jameison
(Information Officer with MDI) on page 2,
which gives details of research advances
over the last number of years.
Many of our members have recently been
inquiring about the respite service we provide
to members, so we have therefore once
again included information on this service
(see page 9) .
I hope you enjoy this issue and can I take this
opportunity of wishing all our readers a
Happy New Year.
Until next time, enjoy.
Hubert McCormack
Editor
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Research Update 3
Myotonic Dystrophy
Myotonic dystrophy (abbreviated here as DM for
dystrophia myotonica, in other literature you might see
it as MMD for myotonic muscular dystrophy) is the most
common type of muscular dystrophy in adults, affecting
both men and women. Congenital myotonic dystrophy
is the early childhood form of the condition. In general,
the condition tends to be more severe in successive
generations, but this is not always the case.
Research advances over the last number of years have
increased our understanding of the condition. In 1992,
scientists discovered the genetic defect for DM, located
on chromosome 19. It consisted of a series of repeated
segments of DNA (sometimes called CTG repeats)
which could expand as they were passed from parent to
child, leading to a more severe form of the condition in
the child. However, there are people who have been
diagnosed with DM but have negative chromosome 19
DNA tests. It was thought in 1998 and confirmed in
August 2001, that these people had an expanded,
repeated sequence of DNA on chromosome 3. The
chromosome 19 condition is referred to as DM1 and the
less common form on chromosome 3, as DM2.
In DM1 and DM2 the repeats are in a part of the gene
that does not provide instructions for making proteins,
yet they lead to a condition which affects many
proteins. Researchers now believe that the repeat
expansions underlying DM1 and DM2 interfere with the
way cells handle RNA (this is the chemical intermediate
between DNA and proteins) and because of the
resulting widespread defect in RNA processing this
could account for the diverse symptoms of DM.
In DM1 the repeats are inside a gene called DMPK.
Research has found that genes near DMPK are
affected, and Christopher Pearson of the University of
Toronto in Canada suggested in June 2002 that
expansions are at least partly triggered by peculiarities
in neighbouring or flanking DNA. Therefore, he says, "If
we could fix the flanking region (of DNA) maybe we
could control the expansion". This could prevent
parents passing DM1 on to their children. While it
wouldn't reverse the symptoms in people who already
have the condition, it could stop them from getting any
worse.
Research now, is mainly focussed on reproducing the
genetic changes in animal models to look into the
function of proteins likely to play a role in DM, to try to
understand the condition and hopefully identify
approaches to therapy.
Research teams from the Laboratory of Molecular
Genetics in the University of Glasgow, NHS scientists
and clinical staff from the Scottish Muscle Network, are
currently doing a long term study of the expansion
mutation on chromosome 19 (DM1). This study will take
a number of years to complete. The aims are to
understand:

!
!
•
•

why the expansion gets bigger in successive
generations.
why the expansion gets bigger within the lifetime of
a person with the condition.
why the expansion gets bigger in some tissues but
not in others.
which other genes might be affected by the
expansion.

There is also research taking place into treating
symptoms associated with DM. A German study in
2001 reported that around one third of people with DM
experience excessive daytime sleepiness. This could
be a result of disruption in the brain's control of sleeping
and waking, but could also result from respiratory
problems. In this study, nine people with DM benefited
from being given modafinil (Provigil), a drug normally
used to treat narcolepsy, and there were no side
effects. It is worth mentioning that nine people is a
small number, but it is optimistic to see that a symptom
like daytime sleepiness is possible to treat, which must
improve quality of life for people with the condition.
Many of the symptoms associated with myotonic
dystrophy can be treated, as in the example above.
Another example is with heart involvement. Some
people, but by no means all, have heart rhythm
problems, and if necessary these can be treated with
medication or a pacemaker. A study carried out in
Austria in 2001 looked at 13 people with myotonic
dystrophy. They found cardiac involvement in a number
of people but it did not get worse overall, only in
individual cases. The conclusion was that people with
the condition should be aware of this possible symptom
and get regular echocardiograms (ECGs). However,
treatment is only necessary if cardiac involvement
produces noticeable symptoms or if severe
abnormalities are present.
To conclude, there have been recent advances in the
understanding of the genetics of myotonic dystrophy.
Future research will examine in more detail the role of
proteins in the condition, and identify possible
therapies.

Karen Jameison
Information Officer
____________________________________________

For more information, please contact Karen in the MDI
office on 01-8721501 or email karen@mdi.ie
You can find more information about research and
myotonic dystrophy on the internet, including the
American Muscular Dystrophy Association website (
www.mdausa.org) and the International Myotonic
Dystrophy Organisation website (
www.myotonicdystrophy.org).
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MDI Awareness Campaign
and Concert 2003
Muscular
Dystrophy
Ireland's
second
National Awareness Day will take place on
St. Valentine’s Day, 14th February 2003. As
you are aware, the idea behind this initiative
is to raise the profile of MDI and to create
further essential public knowledge about the
condition of muscular dystrophy and the role
MDI play.

MDI really need the support of members and
friends in this regard, in order to make this
campaign an even greater success than last
year. We would encourage members, even if
only to take one carton, (to sell in your home
to family and friends) to contact the office on
freephone 1800 245300.
We need your
support.

Concert
To mark the close of MDI's National
Awareness Campaign, we are organising a
concert which will be held on Saturday 8th
March in the Johnstown House Hotel, Enfield,
Co. Meath, (three weeks after our Awareness
Day). The concert, entitled "Jazz it up for
MDI", will feature "The Café Orchestra" and
"Sentimental Journey". Members of RTE's
Fair City cast will also be in attendance.

Sample heart shaped chocolates, sold in boxes
of two for €2.00 each

To help achieve this, MDI will once again be
selling two handmade heart shaped
chocolates in attractive boxes with the MDI
logo, which will be sold at a cost of €2.00
each. Again, we need to secure retail outlets
that will sell this product and MDI are seeking
the support of members nation-wide to
promote these chocolates and inform the
general public about the condition of
muscular dystrophy.
We would encourage members to get in
contact with their employers, local retail
outlets (shops, pubs etc.), sports & leisure
clubs, etc., with a view to taking a carton of
chocolates (one carton = 44 boxes x 2
chocolates). We would also encourage
members to contact their local media
(newspapers, radio etc.) in order to promote
this day.

Tickets are priced at €25.00 each or €200.00
for a table of ten. The venue accommodates
approximately 450 people, seated at round
tables and finger food will be provided.
Tickets are available from the office.

Reminder
MDI would like to thank everyone who
sold or supported us in our sale of
Christmas cards in December.
You support is much appreciated. If
you have not yet returned the
proceeds, we would be grateful if you
could do so at your earliest
convenience.
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the party kept on going. They ate as much as
they could and danced away until it was time
to go home. Everyone had a great day. A
special thanks to Jenny, Laura and Jane who
helped out on the day.

News From Dublin
Christmas Activities
Well Christmas has been and gone at this
stage and for the youth club in Dublin it was a
busy Christmas break. The annual children's
party took place on December 14th. It was
attended by the younger members aged up to
15 years.

Kevin Fitzsimons (aged 10) looking around for
Santa at the children's Christmas party in Dublin on
th
14 December 2002.

Shauna O'Brien (aged 6) pictured with MDI Youth
Worker Noeleen Fagan at the children's Christmas
th
party in Dublin on 14 December 2002.

The children arrived accompanied by
parents, friends and other family members.
They danced away at the disco and had their
faces painted by an enthusiastic Shauna
O'Brien. Suddenly the children could hear the
sound of a bell ringing in the corridor. They all
knew Santa was arriving and everything went
quiet. In came Santa to hand out all the
presents to the children. All the children
opened their presents to find such toys as
remote controlled cars, bob the builder toy
sets and much, much more. They were
delighted with the presents.
Santa left and

On Thursday 19th December it was party time
for the older lads who went to a Disco which
was held in the IWA hall in Clontarf. There
was a good crowd there and the DJ was
great. The lads were a bit quiet to start off but
soon got into it. There was a raffle during the
Disco at which time Des won a bottle of
Mulled Wine! They all had a good night.
The final night out involved the terrible three
and Colin. The terrible three are Steven
O'Driscoll, Steven Fitzpatrick and Ed.
Jameson. They met in The Arlington Hotel for
a few drinks and a chat to catch up on what
had been happening. They all got on well and
before the night was out it was no longer the
terrible three and Colin but the flying four!
They then headed off to Zanzibar to carry on
the night, which eventually ended at 2am the
next morning. It was a great night out and
sure to be repeated!
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Visit to Coca-Cola Factory

MDI Youth Sports Club
Power-Soccer
The MDI Sports group is a new group that is
in the process of being set up. The first
activity that will take place will be Power
Soccer. Recently I visited DCU Sports
Complex to meet with Michael Gilroy, Sports
Development Officer. We discussed the idea
of Power Soccer and hope to invite a group
from MDI to try this new sport out.

The Dublin Youth Club will be visiting the
Coca-Cola Factory during February. All visits
to the Factory are during the week. So if you
are interested in going, phone Noeleen
(Youth Worker) @ 086-6066109/ 01-8721501
Let me know when you are on your February
Midterm Break from school.

National ART Competition

Power Soccer

Power Soccer is an adapted game for those
individuals in electric wheelchairs. It involves
an oversized soccer ball and teams of five
competing against each other. There is also a
protective guard attached to the bottom of the
chair to protect your feet. The idea is simple
and the rules are similar to regular soccer.
So if this interests you and you would like to
try it out: phone Noeleen (Youth Worker) @
086-6066109 or freephone 1800 245300.

Interested in a pen friend?
Yindou and Jindou are two 15 year old boys with
muscular dystrophy. They live in China, and
would love to hear from teenagers like them in
Ireland. They first came to my attention through a
priest from Leitrim, who has been working in
China. Although the boys' English is a little poor,
the priest can translate when necessary.
You can email the boys at jdyd1234@163.com or
contact Karen in the MDI office for more
information (01-8721501 or email karen@mdi.ie).

TRUST, the befriending, social and health
service for young people who are homeless
is running a National ART competition for
young people. The theme of the competition
is the outsider, that is, people who don't fit!
Closing date for receipt of entries is 28th
February 2003 and there will be a national
exhibition of the winning and selected entries
in mid-May in Dublin Castle.
For more details try the Trust website on:
www.trust-ireland.ie or phone Noeleen (Youth
Worker) @ 01-8721501
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Kerry December Youth Club

News From Cork / Kerry
Table Quiz
A Table Quiz in aid of MDI Cork/Kerry youth
groups was held in Muskerry Arms, Blarney, Co.
th
Cork on Wednesday 11
December 2002.
Thanks to everyone who helped make the night a
success. A total of €890 was raised on the night.

Pre-Christmas Outing

The Kerry December Youth Club met on Saturday
th
14 December 2002. A group of us went to the
Tralee Omniplex to see the Christmas Movie “The
Santa Claus 2” it was very good and everyone
enjoyed it. Then we headed to McDonalds for
some lunch. The bus journey on the way home
seemed very short because Patrick Flanagan and
David Tobin took on David O’Driscoll in a sports
trivia quiz, David didn’t stand a chance as the
other two had their homework done. Again, the
day was enjoyed by all.

th

On 6 December 2002 a group of MDI members
(Barry Leahy, Darren & Barry O’Mahony, David
O’Mahony and helpers Bobby Keating, Mary-Rose
Howell, Trudy Renshaw) from Cork went out for a
nice meal and a few drinks to warm up for the
Christmas season. We enjoyed a meal in “The
Plaza” in Ballincollig, and then into a nearby pub
for a few pints.

Cork Christmas Party
Sunday 22nd Dec 2002
This years Christmas Party was a very enjoyable
affair. In the past, we have had an adults evening
meal and a children’s party as two separate
events, but this year we combined the two to see
how it would work out, and it proved to be very
successful indeed. Because of all the positive
feedback we got, I am proud to say that the hotel
is already booked again for next years Christmas
do.
The day kicked off at 1.00pm with a delicious 3course meal. After lunch we had a visit from the
Lord Mayor and Lady Mayoress of Cork. Last
August Frank Hurley shaved off all his hair and
raised over €4,000 for MDI. The Lord Mayor
officially handed over the cheque to Eddie
Fitzgerald, Chairman of the Cork Branch (see
photo below).

Barry Leahy enjoying a nice pint in “The Plaza” in
Ballincollig, Cork.

Cork’s December Youth Club
th

Corks’ December Youth Club met on Saturday 7
December 2002. We went to see “Santa Claus 2”
in the cinema, then everyone went Christmas
Shopping, lots of presents were bought for friends
and family, and we even got the chance to wrap
them. After all the shopping we worked up an
appetite so we went for some lunch. A great day
was had by all who attended.

Cork Christmas Party 2002
L-R: Callum Hurley, Eddie Fitzgerald, Lady Mayoress ,
Mrs Kelleher, Lord Mayor of Cork, Cllr. John Kelleher
and Frank Hurley.
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Then came the arrival of two of Cork City Football
Clubs biggest stars, Gareth Cronin and George
O’Callaghan. They presented vouchers to Niamh
Magner, David O’Mahony and David O’Driscoll to
thank them for volunteering their time to the youth
club during the year. And who could forget
BOBBY?? They even had a little surprise
Christmas present for him. They stuck around to
meet all the children, and even signed some
autographs for them.
Then we got word from the local Gardai that
Santa and Mrs. Claus were on the way.
Seemingly Santa was so busy in the run up to
Christmas, he forgot where the party was on, so
he went into the local Garda Station to ask for
directions.
Thankfully the Gardai were kind
enough to escort Santa and Mrs. Claus to the
party, with the siren going and the lights flashing.
They couldn’t stay very long, because Santa was
so busy, but he stayed long enough to give all the
children presents. In return all the children had to
sing a song for Santa to set him on the way
again… so everyone joined in singing “Jingle Bells
and “Rudolf the Red Nosed Reindeer”!!!!

Raffle tickets were sold throughout the day and
the raffle took place in the evening – there were
loads of prizes. While the raffle was taking place,
Conor the Clown was doing face paints for those
who dared!!! At the end of the day we had loads
of funny looking clowns and spider men, but
Tommy Stack was the best looking Power
Ranger!!
At 5.30pm tea, coffee, cocktail sausages and
sandwiches were served to prepare people for
their journey home. Some people had a longer
journey than others as people came from as far as
Kerry and Limerick. Everyone had a wonderful
day. Thanks to everyone who helped make the
day a success. Roll on December 2003.

Bowling Night
th

On Friday 10 January a group of 10 people
headed to Youghal to play a game of bowling in
the East Cork Super Bowl. The competition
started with Caleb getting the first strike of the
game. As the evening went on, it turned into a
competition of “boys against girls” namely Shane
versus Kezia, Shane started well, but Kezia
caught up and took the lead, with Joel at a close
rd
second. Shane came 3 and Derek and Edward
both came in fourth. Then we went on for some
burgers & chips, and then set on our journey
home. In the picture you can see Janette, MaryRose, Joel, Caleb, Kezia, Shane and Bobby but
where’s Ed and Derek??? Unfortunately they
were a bit camera shy!!!.

Edward & Shane O'Connell pictured at the Cork
Christmas Party

Then the disco started, and DJ Hannah had the
music pumping on the stereo. Conor the Clown
arrived to play some games for the afternoon. We
played musical chairs, musical bumps, what’s the
time Mr. Wolf and many other games. Some
people were lucky enough to win prizes. Conor
made lots of balloon models, but the favourite was
the sword, and lots of battles took place on the
dance floor!!!!

Pictured at the Bowling night out are, L-R:
Jannette, Mary-Rose, Joel, Caleb, Kezia, Shane and
Bobby.
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News From the North West
North West Christmas Party

A social occasion such as this is a great
opportunity for members to get together and
meet up with old friends and make new
friends. It was a lovely day and a great time
was had by all. As a result, it is now set to
become an annual event, so for those of

you who could not make it, there will
always be next year.

Darren McDonagh (12) from Buncrana receiving a
present from Santa at the children's Christmas party
th
in Donegal on Saturday 15 December.

Happy New Year to you all from the North
West region. As you can see from our
photos Santa Claus did indeed arrive here! In
fact he was early, so we invited him to join us
on Saturday 15th December in The Abbey
Hotel, Donegal, in what was our first ever
Christmas party for the members and families
of MDI in Donegal, Sligo & Leitrim that make
up the North West region.

Joshua Roulston from Newtowncunningham looking
really surprised as he is carried up by Mum Sharon,
to meet Santa.

I would like to take this opportunity to thank in
particular the Donegal branch of MDI and the
National office of MDI for their generous
contributions which ensured this party took
place.
I would also like to extend sincere thanks to
Lucy Thimbs, Sharon Roulston, Mary
McBride
and
the
Irish
Wheelchair
Association, (Manor-cunningham) for all their
time, help and support in the preparation of
this event.

Get Well Soon
On behalf of all the members and families of
MDI in the North West region I would like to
convey our warmest wishes to Darren Neely
(Letterkenny) Darren McDonagh (Buncrana)
and John Peoples (Kerrykeel) who are all
currently recovering from illness at this time.
We wish you all well and hope you are
afforded full and speedy recoveries.
Darren Neely from Letterkenny receiving a present
from Santa at the children's Christmas party in
th
Donegal on Saturday 15 December.
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MDI Respite Service
In recent weeks,
Back by popular demand!!
many people have been asking for information
about MDI's Respite Service which is available to
our 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 also provides financial assistance towards
family and individual members holidays where
one of the members has MD and can not take part
in the youth camps or adult holidays organised by
MDI during the summer. 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
careworker or personal assistant to replace them
while they are away.

If you think you may need a break or an on going
respite service you should contact the MDI Family
Support Worker in your area giving them as much
notice as possible. If your are unable to contact
them in the case of an emergency you can
contact the respite
Co- ordinator in the MDI office in Dublin.
MDI also runs youth camps for children of 11
years 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.
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.
Siobhan Windle
Respite Co-ordinator MDI

At present MDI does not employ any full time
careworkers or personal assistants. However we
can help you to find the appropriate careworker 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 careworker 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. They person may
already have a PPS number which they can give
instead.
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.

Pictured with Mairead Ni Mhaonaigh from music
group "Altan" at Donegal Persons of the Year Award
is MDI Member Roy Wilkie, who received an award
on the night. Congratulations Roy from all at MDI, on
receiving a Donegal Person of the Year Award - great
achievement.
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Membership subscriptions for 2003 are now due. If you haven't already paid your subscription this year please complete
this form and return to the address below. If you have paid your membership for this year, thank you.

Muscular Dystrophy Ireland - Membership Application Form
Name:
Address:

Telephone:

(Home)

(Work)

Email:
Date:
Please tick whichever of the following applies to you:
Person with MD
Friend of MDI

Family Membership

Annual Subscription Rates
Person with MD
Family Membership
Friend of MDI

€13.00
€19.00
€13.00

If you would like to make a donation additional to the membership fee, please indicate the
amount here €_______
To enable us to update our records we would appreciate it if you would provide the following
information regarding your family if applicable:
Name(s) of Person(s) with MD

Date(s) of Birth

Type of MD

___________________________

_________________

________________

___________________________

_________________

________________

___________________________

_________________

________________

___________________________

_________________

________________

All cheques and postal orders should be made payable to Muscular Dystrophy Ireland.
It is also possible to pay your subscription by Bank Giro to our account;
Muscular Dystrophy Ireland Savings Account at Bank of Ireland, 2 College Green, Dublin 2.
Branch Code 90-00-17 A/C No: 75261619
Please complete this form and return it, with the relevant membership fee (see above) to:
Muscular Dystrophy Ireland, Carmichael Centre, Coleraine House, Coleraine St., Dublin 7
MDI News Update
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Medical and General Mobile Specialists
offer a comprehensive range of specially adapted vehicles to meet with each
individual client's requirements.
takes pride in providing an unsurpassed level of Quality, Service, Reliability
and attention to detail. Our highly skilled, motivated and talented craftsman
are dedicated to providing you with a product second to none. Each of our
customer needs are personally handled by our directors, discussed in detail,
evaluated and executed with confidence.
use only the finest quality materials and components to guarantee reliability
with a long and productive life for all of our products. A privately run firm we
have grown from a small business, to be leaders, in the market place, indeed
examples of our work can be found from Dublin to Dubai.
philosophy; to continue improvements that will benefit each and every client.

Custom-made
built minibuses / vans can be custom made to your needs and fitted with:
•
•
•
•

Access ramps and lifts for wheelchairs.
Wheelchair restraints.
Passenger restraints.
Restraints for passengers with special needs.

looks forward to your business and solving your Transportation needs.
For further information contact Pat Fitzsimons at:
Parfit Ltd. Cloghran, County Dublin. Ireland.
Tel: + 353 (0)1 840 7880 / (0)1 840 7215.
Fax: + 353 (0)1 840 7847
E-mail: info@parfit.ie
URL: http://www.parfit.ie/
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