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MDI’s Services
MDI provides support and information to people with muscular dystrophy and
their families. Services include:
• Family Support Service: there are eight Family Support Workers based
throughout the country. They provide essential contact and support to
members in the form of home visits, telephone contact and support
groups.
• Information Service: the Information Officer has access to a range of
information about muscular dystrophy, research, entitlements, holidays
etc.
• Respite Service: there are four forms of respite available – the Youth
Worker service, emergency respite, the PA service and the financial
contribution service.
• Transport: MDI has a fleet of vehicles throughout the country available
for members to hire. There are also two drivers, one in Dublin and one in
Cork, and they can provide transport to clinics, MDI events etc.
• Equipment Loans: MDI has a limited range of equipment, including
hoists, shower chairs and wheelchairs available for short term rental.

•

Newsletter and website: The MDI News Update is published once every
two months and is sent to all members. The website, www.mdi.ie
provides information about muscular dystrophy and the services that
MDI provides.
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Chairperson’s Report
Dear Members and Friends,
It has only been seven months since our last AGM and the reason we are
gathered here again today is to bring our financial year in line with criteria
required by the HSE to submit annual audited accounts earlier than we have
in the past.
Although it has been a short period of time, a lot has happened in the last
three months of 2005 and the first four of this year. Our organisation continues
to grow and MDI seeks to expand services for our members and their
immediate families across the country and also to increase awareness of MD
and related conditions.
Our fourth National Awareness Day in February was another great success
and this would not have been possible without the support of those members,
volunteers and branches who had the spare time to support this effort. Many
thanks to all concerned.
Our Christmas card sales proved a huge success again this year and thanks
to all sellers and buyers and indeed to those that chose the card design.
During the year we welcomed many new members of staff, including a new
Respite Coordinator, Ms Kate Power. Kate’s main remit is responsibility for
organising respite, supporting Youth / Respite Workers nationwide and
organising summer camps for our members. We also appointed a new FSW /
Clinic Coordinator, Ms Margaret Goode. Margaret facilitates members
attending the Central Remedial Clinic and the Beaumont Hospital clinic and
supports our FSWs nationwide. Two new FSWs have joined us, one in the
mid-western area, Ms Steph Apsel and the second in the north-eastern area,
Ms Liz Lacey. Finally, we are delighted to have in place a new Youth / Respite
Worker in the western area, Ms Aisling Dermody. As can be seen from these
appointments, the emphasis is on MDI’s total commitment to keep to its main
objective and that is to be member focused and deliver the services needed.
Along with other organisations and companies, MDI as employers, face many
operational challenges and responsibilities. In response to the implementation
of benchmarking and pay agreements, and as a participant in the community
and voluntary sector, we are compelled to implement changes in work
practice. Consequently, there is currently an important concentration on
administration policies and procedures.
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During 2005 MDI developed a new database that will record work carried out
by MDI. This information will give an accurate and detailed picture of MDI’s
operations, which is fundamental to continued success in securing funding
from the Health Service Executive. A financial review was initiated and at
present a new system is being set up.
The Safety, Health and Welfare at Work Act 2005 came into operation last
September and we have engaged a Consultancy Company to ensure that
MDI are complying with regulations for staff and volunteers. MDI also
continues to update the staff handbook that was produced in 2004.
At the end of 2005, a questionnaire was circulated to all our members to find
out if they were happy with all the services that MDI provides. One of the main
findings of this survey was a lack of awareness of all services. To address this
issue, a new members’ booklet is being produced at present, which will clearly
outline all services provided by MDI and how they can be availed of. The
second method that MDI is taking to address this issue is to host information
evenings nationwide. These evenings are planned to take place during the
next twelve months around the country.
Looking towards the year ahead, MDI will be concentrating on further
developing its services to members and administrative procedures.
MDI welcomed the publication of the Disability Bill at the beginning of June
2005. Although MDI would not have accepted all of its contents we will work to
ensure that its recommendations are carried out. This bill will be reviewed in
three years time and MDI will ensure that we will be involved in this process.
MDI had a meeting in Our Lady’s Hospital, Crumlin with members of the
cardiology team in relation to setting up a clinic for our members. This clinic
will focus on assessing heart function in boys with Duchenne muscular
dystrophy, and providing treatment in the event of it being required. The clinic
will begin in 2006 and Margaret Goode, MDI’s FSW / Clinic Coordinator, will
be in attendance to provide support to members.
On behalf of MDI and its members I would like to extend a word of thanks to
all the Health Service Executives for their financial support throughout the
year and over the past number of years, to Dr. Bryan Lynch and his team at
the Central Remedial Clinic, and Dr. Orla Hardiman and her team at
Beaumont Hospital, for their continued support of MDI’s objectives. Thanks
also to the local branches, sub-committees, National Council and National
Executive for their work during this last year. I would also like to sincerely
thank the Director and staff for their continued commitment to MDI.
Since our last AGM a number of our members have passed on and I wish to
extend my deepest sympathy to all the families and friends of these members.
I would like to have them all in our thoughts here today, especially the families
in Cork where three members passed on within one week. One of our long
serving board members Ursula Hagerty also passed on. Ursula served on the
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Executive of MDI for near on 20 years and was instrumental in bringing MDI to
where it is today. Deepest sympathy to Jimmy, her husband.
May she and all rest in peace.
Finally, I would like to give emphasis to our members and their families, of
MDI’s commitment to support them in every possible way.
Regards,
Florence
National Chairperson
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News from 2005
New Staff
Margaret Goode, who was the Family Support Worker for the North Eastern
region, took up the role of Family Support and Clinic Coordinator. Her
replacement as Family Support Worker for the North Eastern region was Liz
Lacey, and she was joined by a new Family Support Worker in the MidWestern area, Steph Apsel.
Kate Power also joined MDI in May 2005 as Respite Coordinator, coordinating
the youth and respite services, and Aisling Dermody joined the team as Youth
/ Respite Worker in the Western region.

Respite Service News
2005 was a busy year, starting with a trip to Manchester in February to see
Manchester United play AC Milan. Although United lost 1-0, the group had a
great time and managed to fit in a trip to the Man. Utd. museum and some
retail therapy in the Trafford Centre.

Robert Doyle (Dublin) with Karen Leonard, Youth / Respite Worker in the Eastern region at
Manchester United.
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Camps
Four camps were held throughout the year:
• The adults’ camp took place in Kilcuan in Galway in May.
• The children and teenagers’ camps took place in June and July, both in
Kilcuan in Galway. 38 members attended between the two camps and
they took part in a range of activities. At the younger camp, there was a
trip to the circus, a power soccer tournament, bowling, a trip to the
cinema and a disco. Members at the older camp also got to go bowling
and to the cinema, but they also had a trip to Athenry, a table quiz and
again, a popular power soccer tournament.
• The final camp was held in September in Galway for a group of young
adults.

Adrian Lambe (Cavan) and Jason Slattery (Limerick) with a street entertainer in Galway while
on the MDI summer camp.

Outings
There were many youth clubs and outings held throughout the year with a
range of activities. In August, a group from the Mid-West went on a day trip to
the West Clare Railway at Kilrush. Although the weather meant that a boat trip
on the Shannon Estuary to go dolphin watching had to be postponed, the
members still had an enjoyable picnic and a trip to the arcades.

Josephine O’Grady (Respite Care Worker) and Steph Apsel (Family Support Worker) with
members from the Mid-West at the West Clare Railway.
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Power Soccer
Power soccer has been very popular with MDI’s younger members. On 28th
May, the MDI Power Soccer League Final was held in the University of
Limerick. Six teams played, including one from Enable Ireland. The Division 1
winners were the Dublin 1 team with Kerry as runners up. In Division 2, the
Midlands team won with Dublin 2 as runners up. Derek Malone, bronze
medallist at the 2004 Paralympic Games in Athens, presented teams with
their medals and everyone attending received an FAI certificate.

Derek Malone presents certificates to Keith McAuliffe (Cork), Adrian Lambe (Cavan) and
Caleb Lane (Cork).

Midlands Youth Drama Club
The Midlands Youth Drama Club completed a short film in 2005, called “The
Brandy Hotel”. It was chosen to be screened at the 1st Annual Rush Film
Festival in the Irish Film Institute in Dublin on 10th December and was very
well received.

MDI’s AGM and Conference, 2005

On Saturday 15th October 2005, MDI held its AGM and conference in the Red
Cow Moran Hotel in Dublin. MDI’s Youth / Respite Workers organised
activities for the younger members, including arts and crafts and a playstation
tournament, while their parents attended the meeting. Four high profile
speakers presented at the conference to a large group of members and staff:
• Joseph Irwin, Honorary Director of Research with the Jennifer Trust for
Spinal Muscular Atrophy in the UK spoke about advances in research
and hopes for a potential treatment for SMA.
• Dr. Ian Graham from the Biomedical Sciences Centre in Royal
Holloway, University of London, spoke about research advances in
Duchenne muscular dystrophy. He is a member of the consortium,
which was awarded £1.6 million for research into a gene therapy trial
of an antisense oligonucleotide treatment for DMD.
• Prof. Kay Ohlendieck, Head of the Dept. of Biology in NUI Maynooth,
presented his findings from the final year of the MDI funded research
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•

project “Identification of Novel Therapeutic Targets in Dystrophic
Muscle Fibres”.
Michael McGrath, Executive Director and Co-Founder of the Muscle
Help Foundation in the UK, gave an inspirational talk to members. He
is the first person with a disability in the world to conquer both the
North and South Poles.

Florence Dougall (MDI Chairperson) with Joseph Irwin, Kay Ohlendieck and Ian Graham at
the conference in October.

In addition to the presentations, which were received very well, there were
several information stands set up on the day. Members were able to get
information on entitlements from the Clondalkin Citizens’ Information Centre,
information on services from the Irish Wheelchair Association, and to see
equipment from Tools for Living and an adapted vehicle from ParFit.
The members’ dinner drew a close to a successful day.

Michael McGrath, who presented at the conference, with Florence Dougall (MDI Chairperson)
and Joe Mooney (MDI Director).
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Transport
In 2005, MDI purchased two new accessible vans, thanks to funding from
People in Need. One van was allocated to the North West and is based in
Donegal, and the other is shared between the Midlands and the North East.
These vans are available for members to hire by contacting the Head Office.

Fundraising News
National Events
MDI holds three national fundraising events throughout the year:
• MDI’s 4th National Awareness Day was held on St. Valentine’s Day,
14th February 2005. Once again, members from all over the country
came out to sell the heart shaped chocolates and raise awareness of
muscular dystrophy and MDI.
• The Flora Women’s Mini Marathon took place in Dublin on Bank
Holiday Monday, 6th June. Women (and a few men dressed up as
women!) once again took to the streets and there was a large number
of people walking and running for MDI.
• MDI sold Christmas cards to members once again.
Thank you to everyone who supported MDI in its national fundraising
initiatives.

Launching the 2005 National Awareness Day are Joe Mooney (MDI Director), Padraic
Cormican (PA), Florence Dougall (MDI Chairperson), Brian Cowan TD, Minister for Finance,
and Steven Valentine (MDI Fundraising Officer).

Local Fundraising
As well as the national events, a lot of fundraising takes place at the local
level. Some of the local fundraising events throughout 2005 included:
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•
•

•

In April, the Dublin Branch of MDI held a night at the dogs in
Shelbourne Park, with almost 80 people attending.
A group from O2 participated in a skydive and raised over €6000 for
MDI in August 2005. The event was organised by Kildare member
Eamon Nolan.
In September, a group of members and friends of the South East
Branch of MDI participated in the annual 10K Fun Run Charity Event in
Waterford.

Mary Kerwick,Stella Granell, Mary Stevenson, Mary Whitney and Michael Doran at the
Waterford Fun Run.

O2 Community Awards
On 13th October 2005, Joe Mooney, Director of MDI, attended the O2
Community Awards in London with MDI member Eamon Nolan. Eamon was
O2 Ireland’s finalist for the awards, which recognise people employed by O2
who work within their community and demonstrate skills beyond their job role.
Eamon’s fundraising for MDI earned MDI a cheque for £4000 sterling.

Peter Erskine from O2 presents Eamon Nolan and Joe Mooney with a cheque for £4000 at
the O2 Community Awards in London.

Muscular Dystrophy Ireland, 71/72 North Brunswick Street, Dublin 7
Tel: 01 8721501, Fax: 01 8724482, Email: info@mdi.ie, Website: www.mdi.ie

11

Policy Developments
In 2005, MDI reviewed and updated the Policy and Code of Practice for the
Protection of Young People and Adults. This policy provides guidelines to all
people working with MDI to ensure that children, young people and adults
enjoy activities with MDI with optimum safety.

Research
Prof. Kay Ohlendieck, Head of Biology, NUI Maynooth, completed his
research project entitled “Identification of Novel Therapeutic Targets in
Dystrophic Muscle Fibres”. This 3 year project, which was funded by MDI,
showed that pharmacological treatment of the defect in calcium handling
might be a way to counteract muscle degeneration in muscular dystrophy, and
the scientific results were published in six peer-reviewed international journals
from 2003 to 2005.

Branch News
Christmas Parties
December 2005 was Christmas party season once again, with parties being
held throughout the country for families.

MDI members Jerome Sheerin and Terry Dullaghan at the Dundalk Branch Christmas party.

Cork / Dublin Branch Lapland Trip
In December 2005, a group of members from the Cork and Dublin Branches
set off for Lapland. While they were there, they got to try a range of activities,
including toboganning, reindeer sleigh rides and husky sleigh rides. The
highlight of the trip had to be meeting Santa Claus and his elf helpers.
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Plans for 2006
Members’ Information Booklet
In September 2005, a questionnaire was issued to members to determine
their satisfaction with the services that MDI provides. The results of the
questionnaire suggested that although members were generally happy with
the services that they were receiving, they were not aware of all the services
that they may be entitled to use. To overcome this issue, MDI will be releasing
a new Members’ Information Booklet in 2006, which will give details of the
structure of MDI, the benefits of membership, the services that are available to
members, and how they can apply for these services.
Members’ Information Evenings
In relation to the launch of the new Members’ Information Booklet, information
evenings will be held in different regions to introduce members to the booklet
and inform them about the services available to them.
Respite Guidelines
A new policy will be published in 2006 in relation to the respite service. This
will ensure that members are fully informed about the service and how they
can apply for it.
Health and Safety
MDI is also improving Health and Safety procedures within the organisation,
and these will be strengthened in 2006 to ensure the safety of members
availing of services and attending MDI events, staff working nationwide and
visitors to MDI offices, as far as possible.
New Database
MDI has been working with a consultant to develop a new database, which
will improve the way records are maintained, in accordance with data
protection legislation. It will give an accurate and detailed picture of MDI’s
operations. This information is essential when applying for funding.
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