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Chairperson’s 
Report  

 

 

 

 

 
 

Dear Members and Friends of MDI, 

The year 2019 has been another memorable year for 
Muscular Dystrophy Ireland. Once more, it is to the credit 
of our dedicated staff that they continue to provide core 
services to our members with great enthusiasm. During 
2019, MDI made considerable progress on developing its 
strategic plan 2020-2022, to provide a roadmap for the 
organisation’s work. Developing the plan allowed us an 
opportunity to review all the services MDI offers and 
assess how well they meet the needs of members. The 
strategic plan offers a shared vision for the future of the 
organisation and a clear statement of our priorities to 
provide services to members in line with good practice 
and reflective of members’ needs. This has been a major 
piece of work for the organisation. Thank you to those 
members, staff and Board (National Executive), who took 
part in the development process. 

The AGM was held on 22 June 2019 in the Red Cow 
Moran Hotel. After the business of the AGM, we received 
a very interesting update on the STRIVE project (see 
below). This was followed by a highly informative 
presentation on assistive technology, demonstrating the 
growing range of technological supports which enhance 
our independence. Both Sean O’Donnell (Sean O’Donnell 
Electrical) and Brian Dillon (HouseMate.ie) provided 
details of the various environmental controls available to 
make homes more user friendly for people with 
disabilities. Finally, Caroline Gardner from Quality 
Matters provided members with an update on the 
development of MDI’s strategic plan for 2020-2022. We 
continue to be very fortunate to receive our core funding 
from the HSE, but the resources we receive from the 
fundraising efforts of our members and friends allow us 
to put services in place and plan activities which we 
otherwise would not be able to do.  

In early 2019, MDI registered with Facebook Fundraising 
which enables people to create fundraising campaigns on 
their pages with every cent donated going to MDI. It has 
proven to be a hugely successful platform and has raised 
€9,872 for MDI. The 2019 rally of the now well-
established Ireland BikeFest took place in Killarney from 
31 May to 2 June 2019. MDI continues to be the chosen 
charity for BikeFest and our national draw to win a 
magnificent Harley Davidson Motorcycle was another 
roaring success! Other regular fundraising efforts took 
place in 2019: the LoveMDI campaign in February; the 
very well-supported VHI Mini Marathon in June; and, in 
December, MDI Mince Pie Coffee Mornings and our sale 
of Christmas cards. The Adam Cosgrove Memorial Ball, 
which raised funds for MDI, was another highlight. Other 
fundraising events took place across the year which are 
too numerous to mention.  

We cannot emphasise strongly enough how important 
the funds raised by our supporters are to the organisation 
and our grateful thanks go out to everyone who has 
supported MDI through birthday, marathons and all other 
fundraising pages set up throughout the year, across all 
our fundraising platforms, as well as to the hundreds of 
people who have donated. Our sincerest thanks go out to 
staff, members, volunteers and friends who give so 
generously of their time, effort and money for MDI. 

On the sporting front, congratulations to the Irish power 
soccer team who won the bronze medal in a very tense 
match against Denmark at the 2019 European Power 
Soccer Championship. 

In addition to other activities in 2019, MDI implemented 
the STRIVE (Strategies to Realise Innovation, Vision and 
Empowerment) programme which aims to encourage and 
support Independent Living through personal 
development. Thirty young people took part in this 
initiative. The programme began with a confidence-
building element and, from this, individual and group 
projects evolved, based on the needs and wishes of 
participants. 

This is an exciting time in terms of advances in research 
and treatments for muscular dystrophies and MDI 
continued to look for research opportunities and 
partnerships throughout 2019 to make best use of the 

Dr John Roche 
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MDI research fund. Given Ireland’s small size, access to 
clinical trials for small groups is extremely difficult so a 
key area for development and research is the creation of 
an Irish Neuromuscular Disease (NMD) Registry. The 
setting up of an Irish NMD Registry will take time and 
resources and its success will depend on member 
participation. The more of us who sign up, the better 
chance we will have to take part in future clinical trials. 

Patient advocacy and influencing policy have become an 
increasing part of our Information Service. Much of this 
advocacy has been focused on emerging treatments 
such as Translarna for Duchenne muscular dystrophy 
(DMD) and Spinraza for Spinal Muscular Atrophy (SMA). 
Two great milestones in 2019 were the decisions of the 
HSE to approve these two treatments in February and 
June, respectively. These successes were achieved as a 
result of tireless campaigning by members and their 
families with the support of MDI. There is yet more work 
to be done as Spinraza has only been approved for use 
with people under the age of 18, and there have been 
challenges around the delivery of treatment to this 
group. The Irish Platform for Patient Organisations, 
Science and Industry (IPPOSI) produced a Charter for 
Patient Involvement in February 2019 which should 
prove of great help to any member interested in trying 
to get access to new treatments or drugs.  

MDI also gives presentations to schools, medical 
professionals and students and this has proved 
invaluable, especially when members are in transition 
between primary and secondary schools or moving on to 
third–level education. 

Our Home from Home apartment continues to be a very 
welcome facility available to our members and others. 
2019 was a very busy year with 736 guests 
accommodated from all parts of Ireland, as well as the 
UK, France, Germany and the USA. With the tireless 
efforts of our Facilities Manager, and Caretaker, the 
apartment was once again awarded the Bord Fáilte 4 
Star rating for best practice in self-catering apartments. 
Early in 2019, the apartment was re-floored with 200 
square metres of high-quality laminated flooring, 
donated to MDI at the end of 2018. To all our donors 
and sponsors, MDI would like to express our sincere 
gratitude for your support in making our Home from 
Home apartment into a world-class facility. 

A key aspect of the Home from Home apartment is the 
opportunity it offers members to enjoy the Independent 
Living experience by taking a short break outside the 
walls of institutional living or their family home. We 
recognise that the Home from Home apartment has 
huge potential for building the confidence of younger 
members for life in the community and for independent 
lives of their own choosing as they develop through the 
stages from school to college to employment. It is 

amazing the difference the challenge of spending a few 
days away in unfamiliar surroundings can make to the 
life of a person with muscular dystrophy. It is often a first 
but necessary step towards Independent Living and the 
empowerment, choices and options it can bring.   

Our Family Support Workers and Youth Support Workers 
continued to provide valuable support and respite to 
families and young people living with muscular 
dystrophy. The Respite Support Service continues to 
provide families with much needed help. Sixty-three 
members participated in MDI’s adult and youth summer 
camps as part of our Respite Support Service in 2019, 
enabling a break for them and their families. 

We would like to extend our deepest sympathies to the 
families and friends of passed members and indeed to all 
bereaved members of MDI. Remember that MDI will 
always be here for our members and their families who 
require support or information in the future. 

The new Constitution for the organisation was submitted 
to the Revenue Commissioners for review/ minor 
amendments and was substantially approved, subject to 
final approval by MDI members by special resolution. 
Our governance structures continue to be developed 
towards full compliance with the new Charities 
Governance Code. 

I would like to extend my thanks to the members of the 
National Executive and Council who have worked with 
great commitment all year. Sincere thanks especially go 
to Garry Toner who has served on the National Executive 
since 2007, as Chairperson for two terms and as Vice-
chairperson from August 2018 to June 2019, when he 
stepped back after 12 years of unbroken service. 

In February 2019, we welcomed Elaine McDonnell as our 
permanent CEO. Building on the foundations laid from 
the beginning of 2018 in her role as Interim CEO, with 
Elaine’s permanent appointment, MDI was able to 
continue its work as a member-focused organisation that 
listens to the voice of our members and strives to meet 
the needs of every individual who needs our support. 
We wish her every success in her new role during this 
exciting time for MDI. 

We would like to express our sincere gratitude to all the 
staff of MDI who, as always, excel in the performance of 
their duties. We would like to include in this members of 
staff who are no longer with the organisation and thank 
them sincerely for their significant contribution.  

MDI would not be the organisation it is without the 
commitment and support of its volunteers and local 
support groups. Finally, to you, the members of MDI, 
thank you for your continued dedication and support. 

Go raibh maith agaibh go léir. 
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Introduction  
Muscular Dystrophy Society of Ireland Company Limited by Guarantee (MDI) is a voluntary, member 
organisation, founded in 1972.  
 
Our vision 
MDI envisages an Ireland that enables people with neuromuscular conditions to fully participate in society 
and reach their full potential.  
 
Our mission is to support people with muscular dystrophy. We do this, using a member-centred approach, 
by: 

• providing information and support to people with neuromuscular conditions and their families 
through a range of support services 

• advocating for services and entitlements for members; educating and informing society about 
neuromuscular conditions 

• supporting researchers and clinicians to carry out quality research into neuromuscular conditions. 
 
Muscular dystrophy and neuromuscular conditions are characterised by the progressive weakening and 
wasting of the muscles. They can affect adults and children. Some forms arise at birth or in childhood 
while others may not appear until later in life. Each type of muscular dystrophy arises from a different 
genetic mutation (change) or deletion which may be inherited from one or both parents, or be due to a 
spontaneous mutation. This means that some families may have more than one member with the 
condition. 
 
While currently there is no cure for muscular dystrophy, there have been huge advances in improving the 
quality of life for people with the condition and increased efforts are being made around the world to 
develop new treatments. 

MDI Network of Support   
We are a membership organisation. At the end of 2019, the organisation had 760 individuals with 
neuromuscular conditions registered as members. MDI also supports the families of people with 
neuromuscular conditions, including parents, carers and siblings, and provides support and information 
to healthcare and educational professionals. Through our network, our staff supports almost 4,500 
people nationwide. 
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Membership increase (2006 to 2019) 

Membership breakdown by county 
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• 4,035 hours of support were provided to adult members  

• 235 family support visits 

• 16 support coffee mornings for adults  

• 3,888 hours of support were provided to our young members  

• 244  youth social outings   

• 41 youth club activities and workshops  

• 14,422 hours of personal assistance were provided to members 

• 43 counselling sessions were provided to eight family members  

• 63 members benefited from MDI’s six adult and youth summer camps   

• 864 hours of transport were provided for participants at MDI’s adult and youth 

summer camps   

• 96 transport journeys were provided within our Dublin-Leinster transport hub  

• 736 guests were accommodated in our Home from Home apartment  

• €100,020 was raised through MDI’s fundraising activities.  

A Year in Numbers   
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Income and Expenditure 
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Income by origin 2019 

Resources expended 2019 

Donations/Fundraising 

Subscriptions 

Grants and Contract Income  

Other Income  

Investment Income  

Fundraising Costs  

Respite Support Service  

Family Support Service 

Youth Support Service  

Transport  

Information  

Support Costs  

Other Costs  

Governance  
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MDI Services  

Support Services  
We offer members three different kinds of Support Services:  
 

1. Respite Support Service  
2. Family Support Service  
3. Youth Support Service. 

Respite Support Service 
MDI’s Respite Support Service is an essential, short-term support for people living with muscular 
dystrophy and their families. MDI’s aim is to help people with muscular dystrophy to fully participate in 
society and reach their full potential. The main aim of our Respite Support Service is to offer a personal 
assistant to members with muscular dystrophy in their homes and communities, facilitating their 
participation in the community, access to education, employment, and improved quality of life. In 2019, 
our Respite Support Service offered access to the following:  
 

1. Short-term emergency relief, providing a personal assistant  
2. Short-term counselling for adults and play therapy for children  
3. Adult and youth summer camps. 

 
 

Definition of MDI Respite Support Service  
 
We define our Respite Support Service as short-term emergency relief, providing one-off personal 
assistance or personal assistance care for up to 12 weeks, depending on members’ needs and resources 
available to MDI, as well as offering access to short-term counselling and overnight breaks. The service 
may cover the following needs:  
 

• Personal care 
• Social inclusion: community participation  

• Education 
• Employment 

• Mental well-being: access to counselling and play therapy. 
 
Respite support can occur in the family home and/or a variety of out-of-home settings in the community, 
depending on the needs of the family and resources available. MDI recognises that both the person with 
muscular dystrophy and family members need to avail of Respite Support Services to maintain physical 
health and support emotional wellbeing. Respite can enable a family to take a break from their caring 
role and a person with muscular dystrophy to gain independence from their family.  
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Respite provided in 2019 
 
MDI provided 14,422 personal assistant hours in 2019. These hours were categorised as follows: 
 
• 6,883 hours were provided by personal assistants employed directly by MDI 
• 1,234 hours were sourced by MDI from external agencies such as the Irish Wheelchair Association, 

Independent Living Movement Ireland, Bluebird and Home Instead 
• 6,305 hours were provided to support 63 members to take part in adult and youth summer camps. 
 
In relation to counselling, 43 sessions of counselling support were provided to eight family members.  

 

Thank you all for being there during our emergency. 

I don't have enough words to express our gratitude. 

Cathy from Louth 
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Adult and Youth Summer Camps Service 

During the summer, MDI held six week-long camps for adult and younger members with muscular 
dystrophy at Kilcuan Respite Holiday Home, Clarinbridge, County Galway. The adult and youth summer 
camps were held for the following age groups on the dates below:  

Age Groups Dates 

Camp 1 (26 years+) 10-15 June 2019 

Camp 2 (18-25 years) 24-29 June 2019 

Camp 3 (11-14 years) 08-13 July 2019 

Camp 4 (15-17 years) 22-27 July 2019 

Camp 5 (18-25 years) 26-31 Aug 2019 

Camp 6 (Over 50 years) 16-21 Sep 2019 

Sixty-three members benefited from this service in 2019. Activities during the youth summer camps 

included treasure hunts, movie-making, arts and crafts, shopping, bowling, pizza-making, murder 

mystery parties and movie nights. Activities during the adult summer camps included shopping, fishing, 

relaxing evening meals, board games, music quiz nights and boat trips. The adult and youth summer 

camps service provides children and adults with muscular dystrophy an important opportunity to 

socialise with peers independently and away from family and carers with the support of personal 

assistants.  
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Community Healthcare 

Organisation (CHO) Area 
Region 

CHO Area 1 Donegal, Sligo/Leitrim/West Cavan, Cavan/Monaghan 

CHO Area 2 Galway, Roscommon, Mayo 

CHO Area 3 Clare, Limerick, North Tipperary/East Limerick 

CHO Area 4 Kerry, Cork 

CHO Area 5 South Tipperary, Carlow/Kilkenny, Waterford, Wexford 

CHO Area 6 Wicklow, Dún Laoghaire, Dublin South East 

CHO Area 7 Kildare/West Wicklow, Dublin West, South City, South West 

CHO Area 8 Laois/Offaly, Longford/Westmeath, Louth/Meath 

CHO Area 9 Dublin North, North Central, North West 

Member participation according to CHO area and region 2019 

The chart below summarises the percentage of members who participated in the Adult and Youth 

Summer Camps according to Community Healthcare Organisation (CHO) area/region. 
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During summer camp in July, members aged between 15 and 17 years enjoyed a visit to the Galway 
studio of Electronic Arts. Electronic Arts is the world’s largest video game development organisation. They 
have created games such as FIFA and The Sims. From start to finish the tour was amazing. Members were 
greeted outside the front of Electronic Arts’ office block by staff who made everyone feel very welcome. 
The visit began with a tour of the offices. Members were then guided into a large room in which game 
stations were set up. The group had a video call with a game developer in Stockholm who was very 
interested in hearing about limitations our members face while using video games. Members gave great 
feedback and even offered solutions to these problems, such as developing accessible controllers that are 
lighter or a controller which can be controlled by wheelchair controls. Members then had the opportunity 
to play some of Electronic Arts’ best-known games. On leaving, members all received a goodie bag full of 
games, stickers, pens, T-shirts and lots more. 

Highlight from Youth Summer Camp: 

Visit to Galway studio of Electronic Arts  

 

This was the best day of them all! 

Matthew from Meath 
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Photos 

from 

camp 

Members attend an acrobatic show 
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Lough Corrib cruise from Ashford Castle  

Visit to Ailwee Caves  
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Family Support Service 
MDI Family Support Workers provide a wide range of information and support to our members with 
muscular dystrophy and their extended families and carers around the country. The focus of MDI’s 
Family Support Service is to support our members with neuromuscular conditions to fully participate in 
society and reach their full potential through personal empowerment. The Family Support Service 
provides an objective, non-judgmental and supportive environment in which to discuss and explore 
issues of concern. All calls are held in strict confidence, but confidentiality may need to be waived in the 
event of a risk of harm to the person or another individual. 
 

We currently have eight Family Support Workers covering the following areas: 
 

1. Eastern Region: South Dublin, Kildare, Wicklow 
2. Eastern Region: North Dublin 
3. Western Region and Midlands: Galway, Roscommon, Mayo, Offaly, Westmeath, Longford 
4. Southern Region: Cork, Kerry 
5. Mid-Western Region: Limerick, Clare, North Tipperary  
6. North Eastern Region: Meath, Cavan, Monaghan, Louth 
7. South Eastern Region: Carlow, Kilkenny, Waterford, Wexford, South Tipperary, Laois 
8. North Western Region: Donegal, Sligo, Leitrim. 

 

 
Our Family Support Workers offer information and support on a variety of areas 
including but not limited to:  
 

• Offering emotional support and a listening ear 
• Accessing counselling and play therapy services 

• Social needs and peer-to-peer contact 
• Respite Support Services  

• Advocacy on behalf of an individual member in relation to rights, entitlements and financial 
assistance such as accessing carer’s allowance or medical card 

• Education and employment  

• Equipment  

• Transport – such as securing a primary medical cert and accessing transport 
• Health – such as new diagnoses, treatments, health-care packages, life-cycle transitions 

• Housing needs such as securing accommodation, adjustments to home 
• Support to parents 

• Developing independence and confidence skills 
• Pre and post bereavement support 

• Referral to other agencies and services. 
 
 

In 2019, Family Support activities included: 
 

• 4,035 hours of support to adult members 

• 235 family support visits 
• 16 support coffee mornings for adults. 
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MDI North East Family Fun Day, July 2019  
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Who we contacted in order to support members in 2019 

Providing family support involves making contact and interacting with a range of individuals 
and organisations. In 2019, contact was broken down as follows: 

• 32 per cent of contact was with a carer/parent/guardian of a person with muscular 
dystrophy 

• 31 per cent of contact was directly with a person with the condition 
• 15 per cent of contact was with the partner of an adult with muscular dystrophy 

• 12 per cent of contact was with a professional in relation to members’ support 
• 6 per cent of contact was with extended family 

• 3 per cent of contact was with local third-party community agencies 
• 1 per cent of contact was with third-party transport companies. 

Parent/Carer/Guardian of 

Person with MD 

Adult with MD 

Partner of Person with MD 

Professionals 

Extended Family  

Third-Party Local 

Community Agencies  

Third-Party Transport 

Companies  
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Primary areas of support to adult members 

 

Providing family support involves supporting members on a range of issues. Generally, members present 
with more than one concern. The highest primary areas of concern in 2019 were as follows:  

• 35 per cent of support involved ongoing check-in by a Family Support Worker  

• 29 per cent was to provide emotional support 
• 9 per cent was to provide support to parents  

• 8 per cent was to support members to develop their self-esteem and independence skills 
• 3 per cent of support was in relation to facilitating access to counselling as part of MDI’s 

Respite Support Service 
• 3 per cent of support was to provide support in relation to housing 

• 3 per cent of support was in relation to facilitating access to personal assistant support as part 
of MDI’s Respite Support Service 

• 2 per cent of support was to provide support in relation to educational needs.  
 
Support was also provided in other areas in 2019 such as employment needs, peer-to-peer support, 
transport, health, financial entitlements, referrals to external agencies and sibling support.  

Ongoing Check in with Family 

Support Worker 

Emotional Support  

 

Parent Support  

 

Self-Esteem/Independence Skills  

 

Respite: Counselling Services  

 

Housing Support  

 

Educational Needs  
 

Respite: Personal Assistant Support 

 

Other 
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Youth Support Service 

MDI Youth Support Workers work directly with children and young people with muscular dystrophy and 
their families around the country. MDI’s youth work aims to support, encourage and enable our young 
members to grow, develop and achieve their full potential. It is purposeful, needs-led and outcomes-
focused. Our young members have an opportunity to get together with their peers but also with friends 
in the wider community, form friendships, share experiences, have fun, and build confidence and self-
esteem. 
 

We have six Youth Support Workers covering the following areas: 
1. Eastern Region: Dublin, Kildare, Wicklow 
2. Western Region: Galway, Roscommon, Mayo 
3. Southern and Mid-Western Regions: Cork, Kerry, Limerick, Clare, North Tipperary 
4. Midlands Region: Offaly, Westmeath, Longford, Laois  
5. North Eastern Region: Meath, Cavan, Monaghan, Louth 
6. South Eastern Region: Carlow, Kilkenny, Waterford, Wexford, South Tipperary. 

 
Our youth work activities include a mixture of day trips, youth club activities, workshops and home visits. 
Social outings include trips to the cinema, circus, zoo, theatre, bowling, shopping or any activity the 
young member is interested in. Youth club activities and workshops include art and crafts, cooking, 
creative writing, teddy bear-making, science, film-making, computers, drama, sport, Christmas and 
Halloween parties, as well as events specifically for siblings. 
 
Each Youth Support Worker receives GLUAIS minibus-driver training and is equipped with a fully 
wheelchair-accessible van which can transport up to five people. This gives the Youth Support Worker the 
ability, where possible, to transport our young members to and from outings organised by MDI. The 
support offered to our members through the Youth Support Service also has a beneficial impact on 
parents and siblings, giving them a break and time for themselves.  
 

In 2019 youth work activities included: 
• 3,888 hours providing support to our young members 
• 244 social outings 

• 41 youth club activities 
• 48 home visits.  



 

MDI Annual Report 2019   Page 21  

Providing youth support involves supporting members with a range of developmental needs. Generally, 
young people have more than one developmental need. The highest primary areas of support in 2019 
were as follows: 

• 23 per cent of youth support was in relation to developing social skills 

• 17 per cent of youth support involved maintaining the relationship between the young person 
and Youth Support Worker and planning activities  

• 17 per cent of youth support was to provide support to parents  

• 12 per cent of youth support was in relation to developing confidence and self-esteem skills 
• 11 per cent of youth support was in relation to developing independence skills  

• 9 per cent of youth support was to provide emotional support  

• 7 per cent of youth support was to facilitate peer to peer support  
• 3 per cent of youth support was to provide support to siblings. 

 
Support was also provided to members in other areas in 2019 such as issues concerning life cycle  
transition and bereavement.  

Primary areas of support to young members 

Social Skills  

Relationship Maintenance and 

Planning Activities  

Parent Support  

Confidence/Self-Esteem Skills 

Independence Skills  

Emotional Support  

Peer-to-Peer Support  

Sibling Support  

Other 
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Youth Activity Highlights 2019 
Cobh Garda Station Tour  
In February, Gardaí in Cobh Garda Station in County Cork opened their doors for a special private tour for 
MDI members. Sixteen members and their families came along on the day, and it was an amazing trip, 
seeing all the behind-the-scenes of a working Garda Station. We got to see the prisoners’ cells as well as 
the interview rooms. We dusted for fingerprints and we went to the basement to see the Garda cars 
where the alarms were sounding and the lights were flashing! Some children dressed up in the Garda 
uniforms and we even got to use the speed guns outside. We got to use real handcuffs and some 
members had their mug shot taken! Thanks to all at Cobh Garda Station for making this trip possible.   
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Teddy Bear Making Workshop  
In August, the MDI Youth Support Workers organised a trip to Roll and Bowl in Portlaoise where a group 
of members got the opportunity to make their own teddy bears. It was great fun meeting up with 
members from all over Ireland. Not only did all the members get to make their own teddy bears –  we also 
played board games and enjoyed face painting, manicures and lunch. These days out are great fun, giving 
the children the opportunity to form friendships with other young people. It might have been a long day 
of travelling but everyone was happy going home with their new cuddly toys!  
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Mondello Park Youth Club  
In August, members gathered with their Youth Support Workers and families at Mondello Park for a once-in-a
-lifetime opportunity. Thank you to the staff at Mondello Park who volunteered their time and skills to allow 
MDI members to drive a Mini Cooper supervised and aided in a safe environment. Members also had the 
opportunity to sit in the passenger seat for a very fast lap in a Porsche. The staff at Mondello were amazing. 
Parents got the chance to attend and watch their children take part in this youth club. Some parents were 
even brave enough to have a fast lap in a Porsche too. 13 members, 11 siblings and 11 parents from all 
around Ireland attended.  
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Trip to Imaginosity  
Have you ever wondered what it would be like to experience being a doctor or a mechanic for the day, or 
to see what it would be like working in your own coffee shop or supermarket? Or maybe delivering the 
news and weather is more your style? Well, some of MDI’s younger members got to try all these jobs on 
a trip to Imaginosity, the Dublin Children’s Museum, in April. This was a museum with a difference, with 
over three floors full of interactive and fun activities for children. There was even a dress-up area, where 
some young members turned into Superheroes!   

Junior Einsteins 
Some of MDI’s little scientists got to fuel their imagination and curiosity at a Junior Einstseins interactive 
STEM (Science, Technology, Engineering and Maths) workshop in November. Eight young members from 
around the country had a fun and educational time at the event at MDI House in Dublin. Using everyday 
things like washing-up liquid, cornstarch and coca cola, we made goo that went from liquid to solid when 
you touched it, slime, and even a (mini) explosion. We especially enjoyed learning about exothermic 
reactions when we made ‘elephant’s toothpaste’, a foam volcano that looked like lots and lots of 
toothpaste coming out of a tube. The workshop was a great success and an engaging learning experience. 
We wouldn’t be surprised if we had some future scientists among our Junior Einsteins.  
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MDI was delighted to offer young people aged between 11 and 25 with Duchenne muscular dystrophy 
(DMD) the opportunity to take part in a positive project to support their personal development. The 
project was made possible thanks to financial support from PTC Pharmaceuticals. PTC is the manufacturer 
of Translarna, a drug treatment for DMD. Through their grant awards programme, STRIVE (Strategies to 
Realize Innovation, Vision, and Empowerment), organisations such as MDI that deliver supports and 
services to people with DMD are assisted to deliver innovative projects for their members. We delivered 
five practical workshops covering confidence, assertiveness, self-esteem and personal effectiveness. Also, 
thanks to additional funding from Dublin Bus and the Gerard Reilly Memorial annual under-tens football 
tournament, MDI was able to invite young members with other forms of muscular dystrophy to 
participate in this programme. This has resulted in increased socialisation and peer support benefits for 
participants and added to the success of the project. Having developed their confidence, the second 
phase of the project saw participants go on to enjoy taking part in a variety of individual and group 
activities of their own choosing.  

Comic book-writing workshop, October 2019  
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Information and Advocacy  

Information  
A key function of MDI is to provide accurate and relevant information to people with muscular dystrophy 
and associated neuromuscular conditions, their families, healthcare and education professionals and the 
general public. MDI’s Information Officer is based in the national office in Dublin and provides a 
nationwide service. 
 
Requests for information come from people who are newly diagnosed, or their family members, or from 
those who were diagnosed some time ago and now feel that they need some information or support. The 
Information Officer is often the first point of contact for persons following a diagnosis of a neuromuscular 
condition. Information packs tailored to their needs are sent to individuals and families new to the 
organisation.  
 
MDI’s Information Officer is also available to give presentations about muscular dystrophy and associated 
neuromuscular conditions to schools, medical professionals and students. Educating allied and emerging 
health professionals is an important part of the work carried out by MDI in raising awareness of 
neuromuscular conditions. 
 
MDI staff also attend conferences on a range of topics and conditions and report this information back to 
members. Highlights in 2019, include attendance at the Muscular Dystrophy UK conference on 12 
October and the TREAT-NMD international conference in the Netherlands on 10 – 11 December. 
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Patient advocacy and influencing policy have become an increasing part of MDI’s work. This is done at a 
local level where MDI Family Support Workers may support individual members to access services and 
entitlements. On a national level, MDI also works independently and with other organisations to 
campaign for broader policy change and improved conditions for people with muscular dystrophy, and for 
people with all types of disabilities throughout Ireland.  
 
In 2019, much of this advocacy was focused on access to the new and innovative treatments now 
available for some neuromuscular conditions. There were two positive developments in 2019 relating to 
the approval of new treatments for people with neuromuscular conditions. In February 2019, MDI 
welcomed the HSE’s decision to reimburse the drug Translarna, for the treatment of Duchenne muscular 
dystrophy (DMD) caused by a specific genetic defect called a ‘nonsense mutation’. 
 
The decision came almost five years after the drug first received conditional approval from the European 
Medicines Agency, during which time MDI worked alongside families campaigning to access the 
treatment for their sons. This decision meant that five Irish patients with DMD would become eligible to 
receive the new drug. Translarna, developed by PTC Pharmaceuticals, is a treatment for a specific form of 
DMD. It applies to patients with a ‘nonsense mutation’ in the dystrophin gene, who are aged five years 
and older and still able to walk.  
 
In June 2019, the HSE overturned a negative decision made earlier in the year and decided to approve 
Spinraza (nusinersen) on an exceptional and individualised basis for people under 18 years of age with 
Spinal Muscular Atrophy (SMA) Type I, II or III. During 2019, MDI provided support to the group of families 
campaigning for access to this drug. Spinraza, developed by the pharmaceutical company Biogen, is the 
first therapy for the treatment of SMA. However, Spinraza has yet to be approved as a treatment for 
adults with SMA in Ireland. 

Advocacy  
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Communications  

We produced three issues of MDI’s newsletter – ‘News Update’ – in 2019. The newsletter keeps MDI 

members, families, supporters, colleagues and funders up to date on developments in our services, 

events and activities, new treatments and research, policies affecting people with muscular dystrophy, 

and fundraising highlights, and offers members’ experiences and perspectives on issues of interest to 

people affected by the condition. Each edition is posted to approximately 750 people. The newsletter is 

also emailed to members and other stakeholders and made available on our website www.mdi.ie/

newsletter. 

Newsletter – ‘MDI News Update’ 

https://www.mdi.ie/newsletters/
https://www.mdi.ie/newsletters/
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MDI manages two social media accounts, Facebook and Twitter, and has built a significant  
following with over 6,000 followers on Facebook and almost 2,000 on Twitter. In 2019, MDI’s Facebook 
account had 10,747 user engagements and approximately 275,000 user impressions. The Twitter 
account had 325 user engagements and 38,000 user impressions. 

Social Media  

https://www.facebook.com/mdiireland/#  @mdi_ireland  

Website 
The MDI website, www.mdi.ie, offers a range of information about muscular dystrophy, research, MDI 
services and events, and fundraising activities. All newsletters and annual reports are available to 
download from the website. In 2019 the MDI team began work to design a brand-new website. It aims to 
create a cleaner look to make important information easier to find and read across different digital 
devices.  

https://www.facebook.com/mdiireland/#
https://twitter.com/mdi_ireland
http://www.mdi.ie
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MDI currently has 11 vehicles that operate in two ways to provide a transport service to members: 
   

• Family Support Workers and Youth Support Workers throughout Ireland use the vehicles 
during MDI activities with members 

• MDI has one minibus based in Dublin that serves mainly to transfer members who arrive in 
Dublin from all over the country to attend hospitals and clinical appointments. We have one 
driver who carries out this role, collecting members from train stations, Busáras, as well as 
from their overnight stays at the MDI Home from Home apartment and other accommodation, 
giving them confidence that their onward journey to appointments will be looked after by 
familiar, friendly MDI staff. This part of our service operates in a hub of Dublin and surrounding 
counties. We provided 96 transport journeys within the Dublin-Leinster transport hub during 
2019. We also provided 864 hours transport for participants at MDI’s six adult and youth 
summer camps.  

 
 
MDI’s Transport Service is categorised into four areas:  
 

• Hospital/clinic transport  

• Social/respite transport  

• Education/employment/training transport  

• Equipment drop-off or collection. 
 
The MDI fleet is available to members for loan, subject to terms and conditions. The fleet was loaned for 
a variety of reasons for a total of 81 days in 2019, an average of 7.5 days per year for each of our 11 
buses.  
 
The MDI fleet is continually maintained and road safety issues are scrutinised and checked by staff and 
management. All MDI drivers receive GLUAIS minibus-driver training which is delivered in-house by the 
Fleet Coordinator. The training includes modules in disability awareness, wheelchair clamping, lifts and 
ramps, and emergency evacuation of a passenger vehicle. It is endorsed and certified by the Chartered 
Institute of Logistics and Transport Ireland. 
 

MDI has a range of equipment that is loaned to members for short-to-medium terms. This is an 
essential service to members who are reliant on equipment such as hoists, ramps, powerchairs, manual 
wheelchairs and pavement scooters. MDI can react quickly to support a member in urgent need of 
essential equipment. 

Transport and Equipment  
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MDI House Facilities  

Home from Home Apartment 
The MDI Home from Home Self Catering Apartment is located at MDI House. It is a self-contained, fully 
wheelchair-accessible apartment which is available for short-term stays for people with a physical or 
sensory disability. The apartment consists of four bedrooms, a kitchen and lounge area. 

It was a busy year at our Home from Home Apartment. We provided accommodation for 736 guests from 
a total of 388 bookings. The guests came from all over Ireland as well as from the UK, France, Germany, 
and the United States. We continued our work to add upgrades to the interior of the apartment by 
adding new laminate flooring throughout the apartment. These upgrades and maintenance of the 
accessible equipment meant that were again awarded the Fáilte Ireland 4 Star rating for best practice in 
self-catering apartments in 2019.   

In 2019, the Home from Home apartment continued to offer many of our guests the opportunity to 
experience Independent Living, by taking a short break outside the walls of institutional living or their 
family home. This service was appreciated by the organisations which used the apartment regularly for 
respite during the year. Some of the groups which enjoyed the facilities were Cheshire Homes, Enable 
Ireland, Ataxia Ireland, Saint John of God’s and the Brothers of Charity.  

We received extremely positive feedback in 2019 from guests on the facilities in the apartment and the 
level of independence it provides to people with disabilities and their families or caregivers. This feedback 
is crucial to help us continue to develop the service to meet guests’ needs. All specific designated Home 
from Home donations from MDI supporters were greatly appreciated and went towards the upkeep of 
the apartment. 

 The facilities were top of the range,  

a lot better than real home.  

I can honestly say that these couple of days  

were a life saver. It was a ‘time for me’. 

Ann from Offaly   
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Boardroom Hire and Training  
During 2019, MDI House and its Boardroom/Training Room were used by a wide range of organisations 
and local community groups. Many different organisations use the Boardroom for their management 
meetings and community activities. As MDI House is fully wheelchair accessible, this offers groups a 
facility that meets their needs and provides access for all their members. The groups that used our 
building during 2019 included many organisations that support people with disabilities such as, Lucan 
Disability Action Group, Polio Survivors Ireland, Disabled Drivers Association of Ireland and the Ataxia 
Foundation Ireland.  

Throughout 2019, we continued to promote the Boardroom as a training facility and function room. This 
resulted in MDI being awarded the tender to train all social care students from Ballyfermot Senior College 
in Patient Manual Handling for the years 2019-2021. We also provided this training to the students of 
Clondalkin College of Further Education. Additionally, many of the activities facilitated by MDI Youth 
Support Workers with young members took place in MDI House. MDI was also pleased to offer yoga 
classes to members during 2019.  

MDI Boardroom 
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Annual General Meeting 
and National Conference 
MDI organised a national conference and its AGM at the Red Cow Moran’s Hotel, Dublin, on 22 June 2019. The 
conference agenda included presentations on: 

• MDI’s STRIVE Project – a new initiative for members to support personal development and social 
engagement, with an emphasis on people with Duchenne muscular dystrophy 

• The use of assistive technologies by people with disabilities, focusing on environmental controls to make 
one’s home more user friendly 

• A progress update on developing MDI’s strategic plan. 

MDI Board and CEO June 2019 

Assistive Technologies 

presentation  
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 Research  

Working Together  

One of MDI's strategic priories is to support researchers and clinicians to carry out quality research 
relating to neuromuscular conditions. This includes biomedical research, which looks at what happens in 
the body when someone has muscular dystrophy or identifies potential therapies. It also includes social 
research, which examines issues like education and quality of life. We continued to look for research 
opportunities and partnerships during 2019. 

MDI is committed to setting up a Neuromuscular Disease Registry of people in Ireland with 
neuromuscular conditions. The creation of a registry will mean that valuable medical data can be made 
available for ethical research. Because neuromuscular conditions are rare conditions, in the absence of 
such a registry, it can take years to find enough patients for a meaningful clinical trial, delaying the testing 
of potential therapies. Investigations into creating a registry continued in 2019 – MDI met with groups 
that have set up registries with the aim of gaining a better understanding of the process involved. We also 
consulted with an Irish-based company who have been involved in the design of international databases 
for other registries. 

As a member of the following bodies, MDI continues to work collaboratively to further the interests and 
rights of people with muscular dystrophy: 
 
• The Irish Platform for Patient Organisations, Science and Industry (IPPOSI) 

• Health Research Charities Ireland  
• The national Rare Disease Taskforce 

• Disability Federation of Ireland 
• The Neurological Association of Ireland 

• Care Alliance Ireland. 
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Photo below: 

Dr Ana Terres (in red), Head of Research and Development, HSE, presenting at the HRCI Board meeting, 

April 2019  
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A Charter for Patient Involvement 
in Medicines Assessment  
and Reimbursement 

 
MDI welcomed the publication of, ‘A Charter for Patient Involvement in Medicines Assessment and 
Reimbursement’, by the Irish Platform for Patient Organisations, Science and Industry (IPPOSI). The 
project to develop the charter was co-ordinated by IPPOSI with the support of the Medical Research 
Charities Group (MRCG) – now called Health Research Charities Ireland (HRCI)  – and Rare Diseases 
Ireland (RDI). The charter calls for greater involvement of patients at every stage of the Medicines 
Assessment and Reimbursement process in Ireland. It also calls on the Government to improve 
transparency, accountability and communication on how medicines are assessed and reimbursed by 
the State. MDI had considerable involvement in the development of the charter and is one of the 35 
member organisations who are signatories to it.  
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 Powerchair Football 
Having supported its early development in Ireland nearly 20 years ago, MDI continued to support 
members’ participation in powerchair football (power soccer) during 2019. Power soccer is an exciting and 
fast-growing sport that can be played by people with a wide range of abilities, many of whom in Ireland 
have muscular dystrophy.   

As well as providing a number of one-off supports for members to attend training sessions and match days, 
MDI was proud to support the eight MDI members who represented Ireland at the European Powerchair 
Football Association (EPFA) Nations Cup, in Finland, in May 2019. Team Ireland earned a bronze medal, 
finishing third in the tournament – the highest ever competitive finish by an Irish power soccer team. 
Congratulations to all the players, coaches and supporters for your tremendous efforts and success! 

  

 

Myotonic Dystrophy Support Group (UK) 
We were delighted to welcome Margaret Bowler and Mike Walker, board members of the UK-based, 
Myotonic Dystrophy Support Group, to MDI House in October 2019. The group is a registered charity run 
by volunteers and dedicated to offering the hand of friendship to all those affected by Myotonic 
Dystrophy. People came from all over the country to attend the meeting. It was very valuable to exchange 
information and learning between our two organisations. 
 

 

Neuromuscular Centre (UK) 
Following the visit of Matthew Lanham, CEO of the Neuromuscular Centre in Cheshire, UK to MDI in 2018, 
our CEO, Elaine McDonnell, was delighted to return the visit in October to learn more about this innovative 
organisation. The Neuromuscular Centre is an exceptional place that offers emotional support, and an 
increasing range of mental health initiatives, as well as specialist accessible exercise and advanced 
specialised physiotherapy. It also offers training and employment opportunities for people living with 
muscular dystrophy and associated neuromuscular conditions. 
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World Duchenne Awareness Day  
Duchenne Muscular Dystrophy (DMD) is caused by mutations (changes) within the dystrophin gene. A 
gene is made up of coding regions called exons, and the areas in between exons are called introns. 
Dystrophin has 79 exons, which makes it one of the largest genes in the body. For this reason, in 2014, 
the seventh day of the ninth month was the date chosen to mark the first World Duchenne Awareness 
Day as this day represents the 79 exons in the dystrophin gene. Almost 15 per cent of MDI’s members are 
registered on the MDI database as having DMD. In 2014, MDI planted a Japanese maple tree to mark the 
first World Duchenne Awareness Day and, five years on, staff at MDI once again gathered around this tree 
on 7 September to mark this day, remember passed members, and to create further awareness of DMD.  
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Fundraising and  
Public Relations  
Fundraising is an essential part of MDI’s activities. 
We host a variety of national and regional 
fundraising events throughout the year to fund 
support services, research, and the Home from 
Home Apartment. 

Many of the national and regional fundraising 
events continued to run with great success. As 
always, we very much appreciate MDI members’, 
friends’, supporters’ and volunteers’ tireless 
commitment to the cause, and we extend our 
sincere thanks to everyone who made fundraising 
possible. 

MDI would also like to thank all the people who 

kindly made financial contributions in 2019 towards 
our vital support services. All donations, great and 
small, are sincerely appreciated and are very 
important to ensuring the continuity of our services. 
Combined efforts have helped to raise a total gross 
amount of €100,020 for MDI during 2019. 

Fundraising Highlights 2019 

• Harley Davidson Annual Draw  
• LoveMDI Campaign chocolates  

• Marathons, Mini-marathons and Fun Runs  
• Facebook Fundraising  

• Christmas cards 

• General and Community Fundraising. 

Harley Davidson Annual Draw  
Each year MDI hosts a national draw to win a 
magnificent Harley Davidson Motorcycle. The draw 
is held at the motorbike event called ‘Ireland 
BikeFest’ which takes place at the Gleneagles Hotel, 
Killarney, County Kerry. MDI continue to be the 
chosen charity for BikeFest and it was the 13th year 
for MDI to be associated with the event.  

The Harley Davidson national draw goes from 
strength to strength each year. The 2019 Ireland 

BikeFest took place from 31 May to 3 June and the 
draw raised €23,912. 

MDI would like to thank the staff and management 
of the Gleneagles Hotel in Killarney for organising 
this fantastic event and for continuing to support 
MDI. Also thank you and much appreciation for the 
outstanding work of all the MDI volunteers and 
supporters who distributed, sold and bought tickets, 
making this event a great success. 
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LoveMDI 
LoveMDI 2019 included a week-long awareness campaign around our old 
MDI Awareness Day date of 14 February. This year the campaign 
highlighted the different activities that have had a positive impact on 
members’ lives, including power soccer, adult and youth summer camps, 
and youth clubs.  

LoveMDI has two objectives: Firstly, to promote and share the positive life 
experiences of MDI members and their families, fostering a positive 
attitude towards living with muscular dystrophy; secondly, to raise funds 
for MDI support services through the sale of LoveMDI/Valentine's Day 
Chocolates. The sale of LoveMDI chocolates raised €6,106 for MDI in 2019 
and this was made possible by the brilliant support of members, as well as 
Grant Thornton, Mazars, Bus Éireann and Laois County Council. 

Marathons and 
Mini Marathons  

Over 50 people took part in marathons, mini-marathons 
and fun runs for MDI in 2019 and, through sponsorship 
collection, raised €10,245. Thank you to everyone who 
took part. MDI is continuously seeking women to take 
part in the women’s mini-marathons each year and 
raise valuable funds for the Respite Support Services. 

Facebook Fundraising  
In 2019, MDI joined the Facebook Fundraising platform that enables 
people to raise funds for charity through their Facebook pages and 
friends. The platform focuses in particular on birthday fundraisers, inviting 
users to highlight their chosen cause and receive donations in lieu of 
birthday gifts. 

Facebook Fundraising has proven to be hugely successful for MDI in 2019, 
with €9,872 raised from 48 fundraising pages and direct donations. 
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Community Fundraising  
Without doubt, the most important element of MDI’s fundraising income is Community Fundraising. 
There is a special value in the efforts of a community that raises funds, awareness and people’s spirits, 
and these activities are an essential support for MDI throughout the year.  

The enthusiasm and commitment shown to support MDI’s work is a source of great motivation for 
everyone connected to the organisation. 

So many inspiring community fundraising activities took place in 2019, including the Waterford Golf 
Classic, Adam Cosgrove Memorial Ball, Kiltale GAA Walk and Talk, and Foxhall Community Fundraising. 
Community Fundraising raised a total of €49,885 for MDI. We want to thank all the organisers and every 
fundraiser who has supported our organisation and community.  
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We wish to acknowledge the work of David Blair whose DVD, ‘Moods of Mulroy’, raised €2,000 for MDI. 
Inspired by the sights and sounds of Mulroy, County Donegal, David independently composed, 
photographed and produced the project. Our thanks to David and the communities who have supported 
all efforts to date. You can learn more about ‘Moods of Mulroy’ on our website – www.mdi.ie/moods-of-
mulroy.  

Moods of Mulroy 

https://www.mdi.ie/moods-of-mulroy
https://www.mdi.ie/moods-of-mulroy
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Head Office 

Muscular Dystrophy Ireland, 
75 Lucan Road, Chapelizod,  
Dublin D20 DR77 

Telephone:  +353 (0)1 6236414 

Freephone:  1800 245300  

Email:   mdiinfo@mdi.ie  

Website:     www.mdi.ie 

Facebook:  www.facebook.com/mdiireland/ 

Twitter:  @mdi_ireland  

MDI Regional Offices 

Midlands 

MDI Office,  c/o Mullingar Employment Action 
Group, The Enterprise Centre,  
Bishopsgate Street, Mullingar,  
County Westmeath N91 HX62  
Tel: 086 3899285 

West 

MDI Office, Mosaic Centre, Harlequin Plaza, 
Harlequin Centre, Garvey Way,  
Castlebar, County Mayo F23 X821 
Tel: 086 3899286 

North East 

MDI Office, c/o HSE, Climber Hall,  
Kells, County Meath A82 Y7W2 
Tel: 046 9280026 / 086 3834428 

South 

MDI Office, c/o Irish Guide Dogs for the Blind, 
Model Farm Road, Cork T12 WT4A 
Tel: 021 4214045 / 086 3899266 

South East 

MDI Office, c/o Irish Wheelchair Association, 
Kilkenny Road, Mortarstown Upper, 
Carlow R93 K3H4 
Tel: 086 6066107 

Mid-West 

MDI Office, c/o Spina Bifida and Hydrocephalus 
Association, Delta Retail Park, Ballysimon Road, 
County Limerick V94 R297 
Tel: 086 3879159  

Contac t Details  
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MDI would once more like to thank the Health Service Executive for their continued support. Without this 
funding, MDI would not be in a position to maintain the high standard of support for members 
throughout the country. 

Thank you to all MDI staff for their hard work throughout 2019, including all our National Office staff, 
Family Support Workers, Youth Support Workers, Personal Assistants and Volunteers who put in tireless 
work during the year to support our members. 

MDI relies on the support of members and tremendous thanks must go to all those who have tirelessly 
raised awareness and funds through the selling of chocolates, Harley Davidson raffle tickets, Christmas 
cards, participating in the mini-marathon, and organising various other events throughout the country. 

Ac knowledgements 

Your support is ensuring that MDI is going from strength to strength 



Muscular Dystrophy Ireland  

75 Lucan Road, Chapelizod,  

Dublin D20 DR77 

Telephone: 353 (0)1 6236414 

Freephone: 1800 245300  

Email: mdiinfo@mdi.ie  

Website: www.mdi.ie 


