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A message from the Chairperson

Patrick Cassidy, Chairperson
As we reflect on how the year 2021 played out for the muscular dystrophy
community and MDI as an organisation, the theme of emotional wellbeing and
resilience keeps cropping up. The ever-present threat of the impact of COVID-19
on the physical health of those of us who are medically vulnerable meant that they,
family members and carers needed to isolate far more than the general public
in order to limit exposure to the virus. Experiencing fear of getting COVID-19,
as well as being isolated from our usual ways of living and connecting with
people, inevitably brought challenges for our emotional health and wellbeing.
We are proud to look back on the year and see how the theme of well-being and
resilience was threaded through all our work as we continued to adapt to meet the
emerging needs of members during this second year of living with a pandemic.
This theme of emotional wellbeing and resilience can be seen in all areas of our
work – from our Advocacy work where we were tireless in seeking COVID-19
vaccine and booster prioritisation for members and carers, to our Information
Service through which we sourced and shared with members reliable and
timely information on the pandemic, how it related specifically to people living
with muscular dystrophy, and its knock-on effects on vital services. We and
other groups were very pleased to gain a positive outcome from our advocacy
efforts with the creation in Spring 2021 of vaccination-priority Groups 4 and 5 of
people deemed respectively very high risk and high risk in relation to COVID-19.
However, the HSE did not have information on the people who were now eligible
for vaccination. MDI staff breached this critical gap and did outstanding work by
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contacting members living with muscular dystrophy and linking them with the
appropriate health services so that they could get vaccinated as soon as possible.
As we continued to implement our Strategic Plan 2020-2022 throughout the year,
l must acknowledge the flexibility and dedication of our staff team who were
crucial to the delivery of our programme of work. To this end, we are pleased to
have implemented an effective remote working policy, ensuring the health and
safety of staff as they, in their various roles, made sure we were there for members.
We ensured that our Transport Service and Home from Home Apartment were
available during the year to members who needed it for emergency use.
As we are all too aware, children and young people living with neuromuscular
conditions needed to cocoon and put their lives on hold far more than the
general population, which had a significant impact on their quality of life and
opportunities to develop in the ways that children do in normal times. As well as
advocating for them to be able to get the vaccine as early as possible, we also
adapted our Youth Service Programme with the aim of supporting their emotional
wellbeing and resilience. This involved implementing a range of measures,
including dedicated one-to-one contact and emotional support from MDI’s Youth
Support Workers by phone and virtual platforms, a calendar of fun events and
activities online to keep young members connected, and offering play therapy to
those who needed this support.
We were very pleased to offer all adult members a selection of dedicated online
courses and support spaces that focused on their developing together their selfcare and emotional health. As the year progressed, we were truly heartened to
learn of how members were finding these opportunities of great value for their
own personal growth and resilience and, in some instances, an actual lifeline. In
response to their resounding success, we organised further online opportunities
to continue through 2021 and beyond.
Our work to progress MDI’s strategic priority on Research – to support researchers
and clinicians to carry out quality research into neuromuscular conditions – was
very positive during 2021. High points included the appointment of MDI’s first ever
dedicated Research Officer to lead our work on creating a registry of people in
Ireland with muscular dystrophy, the recruitment of MDI’s first Public and Patient
Participation in Research (PPI) panel to guide MDI’s research through their lived
experience, and the start of two promising projects in partnership with Irish
universities relating to physiotherapy and nutritional care respectively.
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The governance of MDI underpins all that we do. We continued to meet all legal
obligations as a company limited by guarantee and as a registered charity in
2021. We presented the annual accounts and annual report for 2020 at MDI’s
Annual General Meeting which was held in a hybrid fashion – in person and
online – in September. We carried out a review of the skills, expertise and diversity
required to sit on the board and were pleased to expand and welcome new board
members in 2021.
We would like to extend our sincere thanks to the staff and board of MDI for their
unwavering commitment and dedication to keeping MDI running during another
challenging year. We would also like to sincerely thank members of staff who are
no longer with the organisation for their significant contribution.
After 23 years with MDI, first as a volunteer and then as CEO, Elaine McDonnell
stepped back and left the organisation at the end of 2021. Throughout her time
with MDI, Elaine was a huge asset and we are very grateful to her for her service
and support. We thank her for her invaluable contribution.
Our thanks also go to those who stepped down from their board membership
during 2021 – to Hazel Bridcut for her longstanding commitment and dedication to
MDI and to Kenneth Rowan who brought his leadership, expertise and perspective
as a person living with muscular dystrophy to board discussions. We also wish to
thank the members of our Research Committee for their generous input and time
to support our work on research and the development of a registry of people in
Ireland with neuromuscular conditions.
As I write this message, I cannot fail to mention the immense loss, pain and shock
we felt on losing our dear friends and supporters, Dr John Roche and Hubert
McCormack, in early 2022. I am very mindful that John, in his role as Chairperson
of MDI, wrote this piece for the previous annual report. John served as a board
member from 2017 until the time of his passing away, and as Chairperson from
2017 until he stepped down for personal reasons in spring 2021. He carried out
the role of Chairperson with unstinting grace, vision, integrity, and respect for his
colleagues and members alike.
Both John and Hubert were longstanding members of MDI. Hubert was a valued
member of MDI staff for over 34 years. He was loved by staff and members and we
relied on him for his excellent administrative, writing and publishing skills which he
brought to the preparation of our newsletters and work on our website and social
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media. We thought it fitting to include a piece in the following pages that Hubert
wrote a few years ago in tribute to deceased activists who fought for the rights of
disabled people in Ireland.
The contribution both men made to MDI over the years is incalculable. As this
report focuses on the year 2021, we plan to include tributes to Hubert and John
and their outstanding contributions to MDI in the annual report for 2022, the year
of their passing.
We would like to extend our deepest sympathies to the families and friends of
all passed members and indeed to all bereaved members of MDI. Supporting
members and families is at the very heart of our mission and values and we
are here for you. MDI is planning to remember all passed members and their
contributions at a later date.
We wish to express our thanks to all those who continued to deliver vital services
to members, sometimes in an adapted way. We also wish to take this opportunity
to thank MDI’s key funders, the Health Service Executive (HSE) and Tulsa – Child
and Family Agency, whose support enabled us to continue to carry out our vital
work. Our huge thanks to the many and varied organisations and agencies from
the community, voluntary and statutory sectors alongside whom we worked as
we sought to support the interests and rights of children and adults with muscular
dystrophy/neuromuscular conditions, their families and carers.
MDI would not be the organisation it is without the commitment and support of its
friends and fundraisers – thank you. Finally, to you, the members of MDI, thank you
for your continued dedication and support.
2022 is the final year of the current strategic plan. We hope that members will
play an active role in the very important process of developing a new plan so that
MDI can continue our vital work with the muscular dystrophy community, holding
members’ needs at the centre of all that we do.
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Words by Hubert McCormack RIP
We wish to share the words of our dear late colleague and friend, Hubert
McCormack, which he wrote to celebrate the contribution of his deceased fellowactivists in defending the rights of disabled people. Hubert wrote the piece for an
event, ‘By Us With Us’, held by Independent Living Movement Ireland in 2017.

It is extremely important that we remember how all of
their actions, their battles and their sacrifices brought
about significant changes for the benefit of all disabled
people who live in this country today and in our time.
Their names must never be forgotten. Their values and
views must always be etched and engraved in our times.
We must never forget the battles they fought.
We must always ensure that what they fought for will
remain intact and progress.
We must never forget the sacrifices they made.
We must never take for granted the services that we
enjoy today.
We must keep our fallen friends’ dreams and aspirations
for the future alive.
We must continue in their footsteps and remain focused
to ensure that disabled people in this country and
elsewhere can live a life equal to that of our non-disabled
counterparts.
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Introduction to MDI
Muscular Dystrophy Ireland Company Limited by Guarantee (MDI) is a voluntary,
member organisation, founded in 1972. We provide support to children and
adults living with muscular dystrophy/neuromuscular conditions and their families
in 2021, delivered by our staff team nationwide.
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Our vision
MDI envisages an Ireland
that enables people with
neuromuscular conditions
to fully participate in society
and reach their full potential.
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Our mission
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.
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Our values
1. Respect and empathy
We seek to build relationships based on respect
and empathy.
2. Transparency and integrity
We carry out all our work to the highest standards,
underpinned by honesty, accountability and
consistency.
3. Equality and fairness
We are committed to equality and fairness and
to ensuring the right to equal access to services
based on the needs of the individual.
4. Inclusiveness
We strive to be inclusive, valuing and respectful
of diversity.
5. Personal empowerment
We believe personal empowerment is about being
able to make choices and having a voice.
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About muscular dystrophy
Muscular dystrophy and associated 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 become apparent until later in life. Each type of muscular dystrophy arises
from a different genetic mutation or deletion which may be inherited from
one or both parents, or it may 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 we are living
in more hopeful times for research and the development of treatments and
standards of care.
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A year in numbers
Support meetings

with members and professionals

24
30

virtual

15

play-therapy
hours for
members
under 18 were
approved and
completed

face-to-face

5,200

4

hours of Personal
Assistance to members

member
surveys

360 counselling hours were approved
150 hours completed so far

Youth Services Programme

14

events and
youth clubs for under
18 year-olds
137 participants
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peer-support
youth clubs for
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A year in numbers
Emotional well-being
and resilience

4

self-care and mindfulness
courses totalling 30
sessions,
35 participants

2

peer support groups
totalling 20 sessions
8 participants

2

educational
workshops
30 participants

1

New Perspectives course
totalling 8 sessions so far
13 participants

6

social events
77 participants

Advocacy
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Income and expenditure
Income by origin 2021

1%
4%
4%

Grants and contract income

91%

Legacy income

4%

Donations and fundraising

4%

Other income

1%

91%

Resources expended 2021
0%
1%
9%

16%

14%

33%

11%
?%
4% 5%
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Family Support Services

16%

Youth Services

14%

Respite Services

11%

Transport Services

7%

Information Services

5%

Research

4%

Support costs

33%

Other costs

1%

Governance costs

9%

Fundraising costs

0%
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Our strategic goals 2020–2022
MDI’s four strategic priorities for achieving our vision are:

1. Services

Review and develop our services – support, information, transport, facilities,
and equipment – in line with good practice and reflective of members’ needs.

2. Advocacy

Advocate for improved services and entitlements for members, and educate
and inform society about the conditions.

3. Governance

Build and strengthen MDI’s organisational capacity to ensure delivery of our
strategic priorities.

4. Research

Support researchers and clinicians to carry out quality research into
neuromuscular conditions.

About this annual report
This annual report tells you about the work we did during 2021. The sections
follow the same order as our Strategic Plan 2020-2022. They explain how we
have worked to achieve our four strategic priorities under the themes of Services,
Advocacy, Governance and Research. We also report to you on Governance,
Management and Financial Review on pages 69 to 94.
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Strategic priority 1

Services

Review and develop our services – support,
information, transport, facilities and
equipment – in line with good practice and
reflective of members’ needs.
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Strategic priority 1 – Services
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Strategic priority 1 – Services

Support Services
The year 2021 was yet another challenging one for MDI’s Support Service, as
it was for so many support services across the country, as people endured the
impact of a second year of living with the COVID-19 pandemic. Our Support
Services teams continued to adapt the way we worked so that we could keep
providing core supports to members and maintain strong connections. Supports
were adapted and provided to members across new platforms, such as the Zoom
virtual platform, as well as by phone, text, and email. Throughout, we put safety at
the core of all our activities and operated in line with public health advice.

Support Service
Our Support Service is made up of:
1. Family Support Programme
2. Counselling, Play Therapy and Bereavement Services
3. Personal Assistance Service
4. Youth Service Programme.
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Strategic priority 1 – Services

About our Family Support Programme
We have five Family Support Workers located around the country. The focus
of MDI’s Family Support Programme is to support members with muscular
dystrophy/neuromuscular conditions and their families to fully participate
in society and reach their potential through personal empowerment. We
provide practical information regarding any aspect of muscular dystrophy/
neuromuscular conditions as well as a supportive listening ear to discuss and
explore issues of concern. All calls and meetings are held in strict confidence;
however, confidentiality may need to be waived in the event of a risk of harm
to the person or another individual.
Our Family Support Workers offer information and support in a variety of
areas including but not limited to:
• Offering emotional support and a listening ear
• Accessing Counselling, Bereavement and Play Therapy Services
• Accessing Personal Assistance Service
• Organising well-being, educational and social peer-to-peer support events
• Advocating on behalf of an individual member in relation to rights,
entitlements, and financial assistance such as accessing the carer’s
allowance or medical card
• Accessing education and employment
• Securing disability equipment
• Assisting with transport needs – such as securing a primary medical cert
and accessible transport
• Providing support in areas of health – such as new diagnoses,
treatments, health-care packages and life-cycle transitions
• Accessing suitable housing – such as securing accommodation,
adjustments to the home
• Providing support to parents
• Developing independence and confidence skills
• Supporting members pre and post bereavement
• Making referrals to other agencies and services where relevant.
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Strategic priority 1 – Services

Primary areas of support provided to adult members 2021
The following chart shows the primary areas of support provided to adult
members in 2021.
Ongoing check in with Family Support Worker

39%

Emotional support

24%

Parent support

9%

Peer to peer support

7%

Health

6%

Other

3%

Counselling Services

3%

Personal Assistance Service

3%

Housing needs

2%

Educational needs

2%

Referral to other external agencies

1%

Confidence/self esteem skills

1%

39%

1%
1%
2%
2%
3%
3%
3%
6%

24%

7%
9%
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Strategic priority 1 – Services

Providing family support involves supporting members on a range of issues.
Generally, members present with more than one concern. The highest primary
areas in which we provided support in 2021 were as follows:
• 39 per cent of support involved ongoing check-in by a Family Support
Worker due to the impact of COVID-19
• 24 per cent was to provide emotional support in relation to increased
anxiety, with the most common concern being increased anxiety
surrounding COVID-19
• 9 per cent was to provide support to parents in relation to trying to maintain
a work-life balance while homeschooling and caring for a child with
muscular dystrophy
• 7 per cent was to provide peer-to-peer support due to the social isolation
caused by COVID-19. We provided this through a range of social,
educational, and support and well-being virtual events throughout the year
• 6 per cent was to provide support in relation to health. Primary concerns
were in relation to supporting members with vaccinations, securing health
care packages, clinic appointments and treatments that had been placed on
hold due to COVID-19 and new diagnoses
• 3 per cent was in relation to facilitating access to counselling
• 3 per cent was in relation to accessing Personal Assistance Services
• 2 per cent was to provide support in relation to housing. Primary concerns
were in relation to home adaptations and securing suitable accommodation
• 2 per cent was to provide support in relation to educational needs across
primary, secondary and third levels
• 1 per cent was in relation to referral to external agencies
• 1 per cent was to support members to develop their self-esteem and
independence skills
• Support was also provided in other areas such as life-cycle transition,
employment needs, post-bereavement, and accessing transport, financial
entitlements and equipment (3 per cent).
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Strategic priority 1 – Services

Support Service highlights
• 24 virtual and 30 face-to-face support visits and meetings took place with
members and professionals
• 5,200 hours of personal assistance were provided to members
• 360 counselling hours were approved, and 150 hours completed so far by
members
• 15 play therapy hours were approved for members aged under 18 years, all
of which were completed in 2021
• 3 surveys with members were carried out.

We held the following virtual events and courses for adults:
• 4 self-care and mindfulness courses, totalling 30 sessions, 35 participants
• 2 peer support groups, totalling 20 sessions, 8 participants
• 1 New Perspectives course, totalling eight sessions so far, 13 participants
• 2 educational workshops, 30 participants
• 6 social events, 77 participants.
We held the following virtual activities for younger members:
• 14 events and youth clubs were held for under 18 year-olds, 137 participants
• 7 peer support youth clubs for young adults aged 18-25 years, 42 participants.
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Strategic priority 1 – Services

Virtual events and courses for adult members
Throughout 2021, MDI ran a variety of popular virtual events and courses for adult
members as part of our Family Support Programme. These included a range of
social, informative and well-being activities and we are pleased to share some
highlights below.

Social and informative activities
We held two educational workshops with 30 participants and 6 social events with
77 participants, as described below:
Social events included a murder mystery game and bingo in February. Ninetyfive per cent of participants said they really enjoyed the events and would attend
these again.
In March, we held two Citizens Information workshops which covered a range
of topics about entitlements and benefits for disabled people. Ninety per cent
of participants said they would attend this workshop again. Here is what some
participants said when asked what they liked most about the workshop:
• “Opportunity to ask questions and knowledge of facilitators”
• “It was good to learn that there are at least grants available to people with
disabilities who need to adjust their homes or vehicles to accommodate
their disabilities.”

In June, members enjoyed another
virtual bingo event. The photo
opposite shows members Grazia and
Vincent Kelly, enjoying their winnings!
We also held a webinar on Wheelchair
Accessible Vehicles with the Disabled
Drivers Association of Ireland.
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Strategic priority 1 – Services

To finish off the year, MDI ran three Christmas-themed events for adults – a
Christmas catch-phrase event, young adult Christmas bingo and a Christmas
festive quiz.

Emotional well-being
As a second year of COVID-19 and all of its challenges unfolded, so too
did the theme of emotional well-being, and we were very pleased to offer
members a selection of courses and groups that focused on developing their
self-care and emotional health:
• 4 self-care and mindfulness courses, totalling 30 sessions with 35
participants
• 2 peer support groups, totalling 20 sessions, with 8 participants
• 1 New Perspectives course, totalling eight sessions so far, with 13
participants.
We provide more detail about each of these below.

Self-care and mindfulness courses
Throughout the COVID-19 pandemic, maintaining healthy connections with self
and other people was extremely important. As a result, in the first half of the year,
MDI ran two self-care and mindfulness courses over eight weeks, one aimed at
members living with muscular dystrophy/neuromuscular conditions and the other
tailored to members who are carers/parents of a person living with muscular
dystrophy/neuromuscular conditions. It provided an opportunity for members
to practice self-care with other peers and learn simple mindfulness techniques.
The course aimed to help individuals reflect on their overall well-being, build
self-compassion and other skills to assist in remaining happy and motivated. One
hundred per cent of participants said they would attend these courses again.
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Strategic priority 1 – Services

Here is what some participants said about their experience:
• “Helped me personally to deal with resistance and acceptance. Open my
eyes and mind to a different way of thinking”
• “Great tips about pulling back from stressful situations and about taking
guilt-free time out for myself. Talking with peers was very much appreciated”
• “I was very happy to be able to meet other members of MDI. It would have
been impossible without Zoom because meeting in person and socialising for
me is very hard. I learned how to cope better with my condition and I would
like to have the opportunity to have more courses like that in the future.”

“

 Helped me personally to deal with resistance
and acceptance

“

“

 I was very happy to be able to meet other
members of MDI

“

Due to the success of these two self-care and mindfulness courses, MDI began a
second set of courses in May to run until December. This time we scheduled the
course for members living with muscular dystrophy/neuromuscular conditions
to run every week and scheduled the course for members who are carers and
parents of people living with muscular dystrophy/neuromuscular conditions to
run fortnightly.
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Strategic priority 1 – Services

Peer support group – A Compassionate Space
In April, MDI set up a virtual peer support group – A Compassionate Space –
aimed at members living with muscular dystrophy/neuromuscular conditions.
It created an opportunity for members to come together, share experiences,
knowledge and issues of concern, and learn from each other in a safe, nonjudgemental, peer-led space. The support group aimed to provide members
with a sense of community, empowerment, improved mental and emotional wellbeing, reduced feelings of social isolation and increased confidence in their own
strengths and abilities. The group ran for eight weeks and was facilitated by a
qualified counsellor and group facilitator. 100 per cent of respondents to a survey
stated they would attend this course again. Here is what some members said
about what worked well for them:
• “Meeting up with other like-minded members. Discussed topics that you
would not discuss with family. Would love to continue with a second course”
• “The whole set-up was brilliant. Excellently run, the facilitator… makes it fun,
which is so important and also checks in with everyone in the group to see
that everything is good and if there is anything that needs to be brought up
for discussion. He included everyone … Really enjoyed the group.”

“

 Discussed topics that you would not discuss
with family

MDI Annual Report 2021
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New Perspectives Programme
In November, MDI members living with muscular dystrophy, parents and carers
started a 14-week course called New Perspectives. It aimed to help participants
develop a more positive outlook on life, set achievable goals and have a toolkit to
use when issues arise. The programme was grounded in person-centred therapy
and used elements of cognitive behavioural therapy (CBT) and solution focused
therapy (SFT); these are short-term therapy techniques that can help us develop
new ways to behave by changing our thought patterns. As 2021 drew to a close,
participants told us that they were finding the course really helpful so far and they
were looking forward to continuing it into 2022.

About our Counselling and Bereavement Services
While we provide a listening ear, in situations where members present with
complex issues requiring more robust emotional support than our Family
Support Workers can provide, MDI also provides short- and mediumterm counselling of up to 24 sessions, free of charge, with a counsellor
of your own choice. This service is accessed through our Family Support
Programme. If members need longer-term counselling, our Family Support
Team also assists by advocating with the relevant external agencies for
further counselling. We also provide play therapy for children.
In 2021, MDI approved 360 counselling hours for adult members, 150 of which
were completed in 2021. MDI also approved 15 hours of play therapy for
members aged under 18 years, all of which were completed in 2021.
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Strategic priority 1 – Services

About our Personal Assistance Service
MDI also provides short-term access to Personal Assistants on an
emergency-relief basis, depending on members’ needs and resources
available to MDI. MDI’s Personal Assistance model can be described as
providing access to Personal Assistants for a short period of time when
people need it due to an emergency. The service we can provide depends
on members’ needs and resources available to MDI. Our Personal Assistance
Service can support members in their homes as well as in a variety of out-ofhome settings in the community.
This service supports both a person with muscular dystrophy/neuromuscular
conditions and their family members to maintain their physical health and
emotional well-being. Personal Assistants can enable a family to take a break
from their caring role and a person with muscular dystrophy/neuromuscular
conditions to gain independence from their family. This service is accessed
through our Family Support Programme. In situations where members
require the support of a Personal Assistant on a longer-term basis, our
Family Support Workers assist members, where required, in advocating and
securing longer-term health care packages with the relevant bodies.

MDI provided 5,200 Personal Assistance hours in 2021. These hours were
categorised as follows:
• 4,328 hours were provided by Personal Assistants employed directly by MDI
• 872 hours were sourced by MDI from external agencies such as Bluebird
Care, Comfort Keepers, Home Instead, Independent Living Movement
Ireland and Réalta Homecare.
The following chart shows how many hours’ Personal Assistance were provided
each month.
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Strategic priority 1 – Services

Personal assistant hours provided by month 2021
January

299

July

576

February

282

August

552

March

301

September

422
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486
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December

293
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Strategic priority 1 – Services

About our Youth Service Programme
We have four Youth Support Workers located around the country who work
directly with children and young people with muscular dystrophy/neuromuscular
conditions and their families. MDI’s Youth Service Programme aims to support,
encourage, and enable young members to grow, develop and achieve
their full potential through building confidence, self-esteem, resilience and
empowerment. We aim to offer a Youth Service Programme that is:
• Purposeful – all elements of the service are designed with the purpose of
supporting, encouraging and enabling young members to grow, develop
and achieve their full potential
• Needs-led – we make sure that the needs and interests of our young
members lead us in what we plan for the service and how we deliver it
• Outcomes focused – we plan and deliver the service with an end-result
in mind for our young members, for example, that they will feel more
confident socialising and forming friendships or that they will develop a
practical skill, such as cookery or art.
Our youth work activities include a variety of day trips, youth club activities and
workshops as well as one-to-one, goal-focused work where needed. Young
members have an opportunity to get together with their peers as well as with
friends in the wider community, to form friendships, share experiences, have fun,
and build confidence and self-esteem.
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 bearmaking, science, filmmaking, computers, drama, sport, Christmas and Halloween
parties, as well as events specifically for siblings. The support offered to our
members through the Youth Service Programme also has a beneficial impact on
parents and siblings, giving them a break and time for themselves.
Each Youth Support Worker 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. COVID-19 restrictions impacted on their ability to do this in 2021.
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Many children and young people living with muscular dystrophy/neuromuscular
conditions needed to cocoon and put their lives on hold during 2021 far more
than the general population due to their medical vulnerability. We were very
aware of the potential impact of this on their emotional well-being, quality of
life and opportunities to develop in the ways that children and young people
do in normal times. While we were unable to carry out our usual face-to-face
contact and activities as part of the Youth Service Programme due to COVID-19
restrictions, MDI’s Youth Support Workers kept up contact and one-to-one
emotional support with our younger members by phone and virtual platforms.
We also ran a variety of virtual events and activities so that we could keep our
young members connected while also adhering to public health advice. Taking
part in these events helped break down isolation and social exclusion and
maintain our young members’ confidence, self-esteem, well-being and resilience
throughout 2021. We also offered play therapy to assist our young members who
needed this service. We organised a varied activity calendar which included:
• A Spy Academy workshop for under 18 year-olds in January
• Zoom family table quizzes in February and June
• St Patrick’s Day-themed family event in March
• An Easter-themed event and a ‘Design your own Easter egg’ competition for
under 18 year-olds in April
• Regular youth clubs for two age groups – under 18 year-olds and 18 to 25
year-olds
• Four bingo events
• ‘School for Spies’ event at Halloween
• A family Christmas party for under 18s and their relations.
In total, we held:
• 14 events and youth clubs for under 18 year-olds, with 137 participants
• 7 peer-support youth clubs for young adults aged 18-25 years, with 42
participants.
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Members’ inspired creations for the
‘Design your own Easter egg’ competition.
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Below is a flavour of what participants, and parents and carers of our younger
members, told us they liked most about MDI’s Youth Service Programme activities:
• “I really enjoyed catching up with people my own age”
• “Getting the chance to interact with people other than who I live with”
• “They loved all the activities”
• “Fantastic – very well put together and everyone got to engage”
• “All events went very well. My son really enjoyed the activities. It's also a good
opportunity to keep in touch with other people”
• “Seeing and interacting with their peers”
• “My son felt he was part of the group. He really enjoyed them”.

“

 I really enjoyed catching up with people my
own age
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Neurological Alliance of Ireland (NAI) report,
Looking beyond COVID19: Embracing digital solutions
to neurological care
An NAI report which examines the experience of online service provision within
neurological care services in response to COVID-19 was launched on World
Brain Day, 22 July 2021. It includes an article from MDI that describes MDI’s
innovative approach to online service provision during the pandemic and is
featured alongside similar articles from other member organisations.
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About our Information Service
MDI’s Information Service aims to provide accurate and relevant information
to people living with muscular dystrophy/neuromuscular conditions, their
families, healthcare and educational professionals, and the general public. The
Information Officer is based in the national office and provides a nationwide
service. The Information Officer and MDI Administrators work together to share
information with members through a range of communications tools, including
our website, social media platforms, newsletter, annual report, service leaflets
and membership packs.
The Information Officer is often the first point of contact for people when they
receive a diagnosis of a neuromuscular condition. When a person joins MDI,
the Information Officer links the new member with the Family Support Worker
for their area and sends them an information pack tailored to their needs.
Requests for information also come from those who were diagnosed some
time ago and may need information or support on an issue that has come up
for them now.
In a time of rapidly changing news concerning COVID-19, the Information
Service continued to play a vital role during 2021 in keeping members and other
stakeholders up to date with regular, reliable, public health guidance regarding
COVID-19, as well as with updates on the impact of the pandemic on key services
on which our members rely, such as neuromuscular clinics, children’s services
and genetic testing. We responded to queries related to a wide range of issues
including requests for information about specific conditions, new diagnoses,
treatments, neuromuscular specialists, research, MDI services, entitlements,
aids, devices and adaptations to the home, genetic testing, transport, travel,
employment and education. A significant number of queries in 2021 related to
COVID-19 vaccination.
In January, we attended a Zoom meeting with Professor Orla Hardiman, Head
of Adult Neurology Services in Ireland, that was facilitated by the Neurological
Alliance of Ireland (NAI). We received expert information and guidance on
COVID-19 vaccination in relation to people living with neuromuscular conditions.
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This enabled us to keep MDI members as informed as possible by sharing Adult
Neurology Service’s Updated Frequently Asked Questions regarding people with
neuromuscular conditions.
The Information Service also served to keep the muscular dystrophy community
connected and informed of the ways in which MDI’s Services were adapting to
meet members’ needs during COVID-19 restrictions, such as letting them know
of all the online events and activities on offer to them. MDI manages two social
media accounts, Facebook and Twitter, and has built a significant following with
over 6,000 followers on Facebook and over 2,000 on Twitter. In 2021, MDI’s
Facebook account had 5,636 user engagements, with posts reaching 104,510
people. The Twitter account had 31,069 user impressions and 5,020 profile visits.

https://www.facebook.com/mdiireland/
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Newsletter
MDI’s newsletter for members includes articles about issues of interest to
people affected by the condition, research updates, articles on entitlements and
holidays, photographs and reports on MDI activities and events.
We published two issues of the newsletter in July and December and distributed
them online. In the July issue, members shared their reflections on its theme,
Finding our balance while living with changing restrictions. The theme for the
December issue was Focus on primary education. It included interviews with
primary pupil James Murphy, his mother, Janita Murphy, and his school principal,
Brian McDonnell, and illustrated the many things that go into making sure that
children living with muscular dystrophy can participate fully in school, belong and
fulfil their potential.
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Annual Report
During 2021, we carried out a review of the content, design and layout of MDI’s
annual report. We published MDI’s Annual Report 2020 in a downloadable format
in September 2021.
Income and expenditure
Income by origin 2020
1%

7%

4%

Donations and fundraising
Legacy income

7%
4%

Grants and contract income
Other income

88%
1%

88%

Resources expended 2020
3%
2%
5%

11%

Fundraising costs

3%

Personal Assistance Service
26%
21%

Family Support Programme

21%

Youth Service Programme

18%

Transport
Information
Support costs

6%
8%

MDI Annual Report 2020
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About our Transport Service
The Transport Service provides support to members under four areas:
• Hospital/clinic transport
• Education/employment/training transport
• Social/respite transport
• Equipment drop-off or collection.
MDI currently has 11 wheelchair-accessible minibuses that operate to provide
the service. Youth Workers throughout Ireland also use the vehicles during MDI
activities with members.
MDI has one minibus based in Dublin that serves to transfer members who
arrive in Dublin from all over the country to attend hospitals and clinical
appointments. The major Dublin hospitals and other medical clinics are used
by many MDI members from all over the country. The Dublin MDI bus is mainly
used for transport to and from hospital and clinical appointments. We have
one driver who carries out this role, collecting members from train stations
and 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.
The MDI fleet is continually maintained, and road safety issues are scrutinised
and checked by staff and management. All MDI drivers receive training by
the Fleet Co-ordinator on the safe use of passenger lifts and clamping, as well
as refresher training, to make sure we adhere to best practice. The training is
based on the GLUAIS system.
During 2021 the service was operated with the necessary safety protocols in
place to protect the driver and members. We updated and delivered COVID-19
safety protocols, in line with HSE advice and best practice, that had been
added to the MDI driver training course from July 2020. We also carried out a
comprehensive cleaning programme for all vehicles, using a professional valeting
service on two occasions during the year.
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Below, we provide a breakdown by area of how the service was delivered under
four areas during 2021:
• Hospital/clinic transport – 78 per cent
• Education/employment/training transport – 8 per cent
• Social/respite transport – 8 per cent
• Equipment drop-off or collection – 6 per cent.
We have developed a plan to replace the fleet on a rolling basis and await the
fundraising strategy to put the plan into action.
During 2021, we explored partnerships with accessible transport providers. While
we continued to cooperate with other organisations providing transport, our
ability to progress this strategic action was impacted by restrictions associated
with COVID-19. We will continue to explore partnerships with other accessible
transport services nationally in 2022.
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About our Equipment Loan Service
MDI has a range of equipment available to members for short-to-medium term
loans. This is an essential service to members who are reliant on equipment
such as hoists, ramps, powerchairs, manual wheelchairs, pavement scooters,
shower chairs, commodes, mattress elevators and profile beds. MDI can
react quickly to support a member in urgent need of essential equipment.
We continue to maintain and grow our catalogue of equipment to best meet
members’ needs.
During 2021, MDI carried out an equipment audit and completed the equipment
photo library. The online library is available to MDI staff to help them meet
members’ equipment needs. Some equipment was kindly donated by friends
of MDI over the year and this gave a significant boost to the quality of the
equipment we can now offer to members. It is planned to further develop the
Equipment Loan Service in 2022.

About MDI Facilities
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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 to
people with a physical or sensory disability for short-term stays. The apartment
consists of four bedrooms, a kitchen and lounge area.

During 2021, the Home from Home apartment was made available to members
solely for emergency and essential appointments, in line with government health
and safety guidelines in relation to COVID-19. Bearing health and safety in mind,
we accepted one booking solely at the apartment at any given time, compared
with our normal practice of accepting multiple bookings. During 2021 we had 96
bookings which provided accommodation for 171 people.
COVID-19 continued to have an impact on bookings and cancellations in 2021.
The Home from Home service continued to be available to members and guests
attending hospital and other urgent appointments throughout the year. We
were pleased that bookings for the apartment returned to some level of normal
occupancy in the last three months of 2021.
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Training/board room hire
and training in patient manual-handling
MDI’s training/board room is available for hire by organisations and local
community groups for their management meetings, community activities and
training. As MDI House is fully wheelchair accessible, this offers groups a facility
that meets their needs and provides access for all their members.

Although we were unable to offer the boardroom/training facility for most of 2021
due to COVID-19 restrictions, we adapted our training services to comply with
government health and safety guidelines. As MDI had been awarded the tender
to train all social care students from Ballyfermot College of Further Education
in Patient Manual Handling for the years 2019-2021, we made alternative
arrangements so that the training could go ahead in 2021. MDI supplied a trainer,
the necessary manual-handling equipment and all back-office support to issue
certification to the students. The training was delivered at an alternative venue
at the college to 50 social care students. As we moved towards 2022, we began
engaging with all previous users of the training room, inviting them back to use
the facility.
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Advocacy
Advocate for improved services and
entitlements for members, and educate
and inform society about the conditions.
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About our Advocacy work
As well as the advocacy work carried out by Family Support Workers on behalf
of individual members in relation to their rights and entitlements, we also
advocate at a national level on policy and decisions that affect the muscular
dystrophy community as a whole.
We worked hard to bring members' issues and concerns to a variety of policy
and decision-making arenas during 2021. Our advocacy work involves seeking
positive change on a variety of issues of relevance to MDI members such
as entitlements, human rights, education, health services, rare conditions
and research. During 2021 we continued to raise the needs of our members
as COVID-19 vaccines became available. As advocacy work doesn't always
yield positive results, we were pleased to have had some wins. Here are the
highlights of advocacy work carried out during 2021 – some of it independently
by MDI, some alongside other organisations.
Working together
As a member of the following bodies, MDI continues to work collaboratively to
further the interests and rights of people with muscular dystrophy, including
taking part in their campaigns and events, some of which we describe later in
this section:
• Care Alliance Ireland
• Disability Federation of Ireland
• Family Carers Ireland
• Health Research Charities Ireland
• The Irish Platform for Patient Organisations, Science, and Industry (IPPOSI)
• The National Rare Disease Taskforce
• Neurological Alliance of Ireland
• Rare Disease Ireland
• The Wheel.
MDI staff also attend conferences and webinars on a range of topics and
conditions and report this information back to members.
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MDI’s advocacy concerning COVID-19 vaccination
COVID-19 vaccine prioritisation for adults
We were delighted that MDI’s campaigning for vaccine prioritisation of people
with neuromuscular conditions who were very high risk and high risk regarding
COVID-19 was successful. Our advocacy work involved several actions, some in
solidarity with other groups:
• In early February, MDI wrote to key ministers and members of the opposition
calling on them to prioritise people with muscular dystrophy/neuromuscular
conditions, who are very high risk/extremely medically vulnerable or high
risk from COVID-19, for vaccination, as well as their unpaid/informal carers.
We also invited members to take part in a letter-writing campaign to their
TDs seeking support for the above.
• As a member of the Irish Platform for Patient Organisations, Science
and Industry (IPPOSI), MDI was one of the organisations that signed a
submission sent also in January to the Joint Committee on Disability
Matters on behalf of 19 patient, carer, and medically vulnerable group
organisations. The submission called for people with disabilities and
chronic and/or rare condition(s) to be given greater priority for COVID-19
vaccination and for leaders and representatives from such groups to be
included in future policy discussions and decision-making processes
related to the national immunisation plan. We were also signatory to a
letter sent from this group in January to the Minister for Health, Stephen
Donnelly, calling for these measures.
These combined efforts resulted in the creation of vaccination-priority Groups
4 and 5 of people deemed respectively very high risk and high risk in relation
to COVID-19. While it was a positive outcome for people with neuromuscular
conditions, unfortunately informal carers were not prioritised for vaccination. MDI
went on to do sterling work in the following months linking members living with
muscular dystrophy with those administering the vaccine.
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COVID-19 vaccine prioritisation for children
aged 12 to 15 years
In June, we called for the prioritisation of children with neuromuscular conditions
in the potential rollout of vaccines for 12 to 15-year-olds. Following the European
Medicines Agency’s (EMA) approval of Pfizer/BioNTech coronavirus vaccine for
12 to 15-year-olds we wrote to the Minister for Health and to the Chair of the
National Immunisation Advisory Committee (NIAC) calling for the prioritisation
of children with muscular dystrophy/neuromuscular conditions in the rollout of
vaccines for this age group. We drew attention to the fact that, as a medicallyvulnerable group, children with neuromuscular conditions had needed to cocoon
and put their lives on hold far more than the general population and that this had
had a significant impact on their quality of life and opportunities to develop in the
ways that children do in normal times. We argued that getting the vaccine as early
as possible would make a huge difference to their lives and those of their carers.

Call for prioritisation for COVID-19 vaccine boosters
In early November, MDI was a signatory to a joint letter from 15 organisations
and medically-vulnerable group representatives to NIAC, who were reviewing
evidence and delivering advice to the National Public Health Emergency Team
(NPHET) and to the Government.
The letter called for all people with chronic and rare conditions, and their
families and carers, to be immediately prioritised for vaccine boosters. Later in
November, the Minister for Health, Stephen Donnelly, announced the extension of
the COVID-19 booster vaccination programme to include those with underlying
medical conditions, the over-50s and those in long-term healthcare facilities.
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MDI Pre-Budget 2022 campaign
We sent a Pre-Budget 2022 submission, with recommendations based on issues
raised by MDI members, as well as by the umbrella organisations we belong to, to
appropriate ministers, members of the opposition and Oireachtas committees.
We carried out an online survey inviting members to rank their top five
recommendations from the submission for our use in media and campaigning.
Members identified the following as the two most important issues for
Budget 2022:
• Increase funding for housing/accommodation and supports for disabled
people so that they can live independently in the community
• Increase core social welfare rates affecting people with neuromuscular
conditions and their carers.
Members were also invited to take part in MDI’s online letter writing campaign to
local TDs and Senators, asking for their support for our submission.

Call to include screening for Duchenne muscular
dystrophy in National Newborn Bloodspot
Screening Programme
In December, MDI welcomed the opportunity to make a submission to the
National Screening Advisory Committee’s (NSAC) first annual call for changes to
screening programmes in Ireland. We asked for the National Newborn Bloodspot
Screening Programme to include screening for Duchenne muscular dystrophy.
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Working together for change
As a member of several umbrella groups and alliances, we worked collaboratively
to further the interests and rights of people with muscular dystrophy, including
contributing to consultations and submissions and taking part in campaigns and
events. These include:
• Following consultation with our members, MDI contributed to Disability
Federation of Ireland’s (DFI) submission on the state’s first Report on the
United Nations Convention on the Rights of Persons with Disabilities
(UNCRPD). Having received input from civil society, the state published a
redrafted report and sent it to the United Nations Committee on the Rights
of Persons with Disabilities in November 2021.
• MDI was a signatory to a submission from the Rare Disease Taskforce (RDTF)
to the Minister for Health, Stephen Donnelly TD, in preparation for a meeting
with him at the end of February. The Rare Disease taskforce (RDTF) brings
together ‘patient’ groups from three national networks: IPPOSI, Health
Research Charities Ireland and Rare Diseases Ireland. MDI is a member of all
three networks. The submission included recommendations on:
		•
			
		•
			
		•
		•

The implementation of commitments in the Programme for
Government, 2020
Improved access to new and innovative therapies for those
with rare diseases
Expansion of the New-Born Screening Programme
Health research and rare diseases.

• In May, MDI welcomed the Ombudsman’s Report, Wasted Lives: Time
for a better future for younger people in Nursing Homes concerning the
appropriateness of the placement of people under 65 in nursing homes for
older people. At the time of reporting, 1,300 people under 65 were living in
nursing homes in Ireland. The report made recommendations to address this
issue. MDI took part in the Ombudsman’s consultation for this report in the
interests of MDI members under 65 living in nursing homes.
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• MDI supported Rare Disease Ireland’s (RDI) campaign calling for the
resourcing of HSE genetic services which are enormously under-resourced.
We invited members to write to their local TDs to tell them of the importance
of genetic services for those living with rare conditions in Ireland.
• At the end of September, MDI was a signatory to a letter to the Taoiseach,
the UN Permanent Mission, and relevant politicians to ask them to support
#Resolution4Rare – a UN Resolution addressing challenges experienced by
persons living with rare diseases and their families and promoting equity
and inclusion for the rare community. We were delighted that the resolution,
‘Addressing the Challenges of Persons Living with a Rare Disease and their
Families’, was unanimously adopted by the Third Committee of the United
Nations in November and went on to be adopted by the United Nations
General Assembly in December.
• In September, MDI took part in DFI’s roundtable consultation so that our
views would form part of DFI’s submission on the government’s review of
several pieces of equality legislation, including the Employment Equality Act
1998 and the Equal Status Act 2000.
• In September, we also participated in Safeguarding Ireland’s consultation
with disability groups on its awareness campaign on safeguarding and
disabled people. As a result of the consultation, disabled people’s voices
were used on the radio ad instead of those of non-disabled actors and the
campaign strapline was changed to ‘Promoting the Rights of Adults with
Disabilities’ from ‘Promoting the Rights of Vulnerable Adults’.
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• We participated as a partner organisation in the Neurological Alliance
of Ireland’s (NAI) #Patients Deserve Better – a nationwide campaign for
more neurology nurses. The campaign began in October 2021 with a
plan to continue into 2022, focusing on different neurological centres. We
encouraged members to attend the online events and to add their voice by
contacting their local TDs as part of a letter-writing campaign. Increasing
the number of neurology nurses will ensure that people with neurological
conditions have improved access to healthcare supports, including condition
management, and reduce the time they are waiting for appointments.
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Awareness campaigns
We also shared information on social media about a variety of awareness
campaigns and encouraged people to take part, including:

We also shared information on social media about a variety of awareness
campaigns and encouraged people to take part, including:
• World Duchenne Awareness Day – 7 September
• Make Way Day – organised by DFI – 24 September
• Limb Girdle Muscular Dystrophy Awareness Day – 30 September
• #Patients Deserve Better – NAI nationwide campaign for more neurology
nurses (see above)
• We Act Ireland – launched in October. MDI was delighted to take part in
the We Act campaign to celebrate the impact of Ireland’s charities and
community groups.
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Governance
Build and strengthen MDI’s
organisational capacity to ensure
delivery of our strategic priorities.
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MDI is committed to maintaining the highest standards of governance,
accountability and transparency with stakeholders and the public. MDI
continued to meet all legal obligations as a company limited by guarantee and
as a registered charity during 2021 as follows:

• MDI published the following on our website:
		 •
			

Details of profile of board members together with information on
our management structure

		 •
			

Audited Annual Accounts and Annual Reports, ensuring stakeholders
and funders were clearly identified

		 •
			

Presentation of Annual Accounts and Annual Reports at MDI’s Annual
General Meeting.

• Audited Accounts were audited by external auditors and approved by the
Board in accordance with Company Law Requirements.
• Annual General Meeting was held on 4 September 2021 to comply with
Company Law requirements.
• Annual Audited Accounts and Secretarial Returns were submitted to
Companies Registration Office (CRO) to comply with the company’s Annual
Return Date and Company Law requirements.
• Annual Return to Charities Regulator submitted by deadline date, 31
October 2021.
• MDI commenced the process of compliance with the Charities Governance
Code. Progress was reviewed by the Board and the status of compliance was
filed with Charities Regulator as part of our annual return on 31 October 2021.
• Returns of lobbying activities were submitted every four months to comply
with the Regulation of Lobbying Act 2015.
• MDI is committed to meeting all General Data Protection Regulations (GDPR)
and avails of external support to this end.

MDI Annual Report 2021

Page 57

Strategic priority 3 – Governance

MDI has Service Level Arrangements in place with eight Community
Healthcare Organisation (CHO) areas. MDI continued to comply with all
conditions in Service Level Arrangements with funders as follows:
• Completion of annual service delivery documents before deadline date, 28
February.
• Ensuring external auditors were aware of conditions in Service Level
Arrangements particularly as they relate to funding.
• Compliance with Annual Financial Monitoring process and documentation to
be completed.

MDI provides Board Members with the necessary advice and/or training to
meet their legal, financial and HR obligations as follows:

• A review carried out in 2021 to determine the skills, expertise and diversity
required to sit on the Board
• MDI worked with Boardmatch Ireland to identify potential candidates
• We ensured that a board induction process was in place for new Board
Members
• We sought external expertise to update MDI’s Board Handbook, review
performance of Board and Sub-committees, and their terms of reference and
composition
• We identified training opportunities for Board Members to meet their legal,
financial and HR obligations.
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MDI Board and Management ensure the necessary human resources
supports, including training and supports for staff, to carry out strategic
priorities. We did this in 2021 as follows:
• A review carried out in 2021 to determine the skills, expertise and diversity
required to sit on the Board
• MDI worked with Boardmatch Ireland to identify potential candidates
• We ensured that a board induction process was in place for new Board
Members
• We sought external expertise to update MDI’s Board Handbook, review
performance of Board and Sub-committees, and their terms of reference and
composition
• We identified training opportunities for Board Members to meet their legal,
financial and HR obligations.

MDI Board and Management ensure the necessary human resources
supports, including training and supports for staff, are in place to carry out
strategic priorities. We did this in 2021 as follows:
• Annual work plans reflecting the implementation of the Strategic Plan were
submitted by staff and approved and monitored by the Board and CEO
• While MDI’s training development plan was impacted by COVID-19, we
adjusted it to provide online training programmes for all staff, including
Personal Assistants
• Support Services staff continued with group supervision and external oneto-one support and supervision through online platforms
• MDI implemented an Employee Assistance Programme in 2021.
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MDI Board and Management ensure MDI remains a viable and sustainable
organisation re its funding and give specific attention to fundraising in order
to diversify our funding sources. We did this in 2021 as follows:
• The Annual Budget prepared and signed off by the Board.
• A Review of our Reserves Policy was carried out to ensure the organisation’s
sustainability, and the continuity and development of services, particularly in
light of the impact of COVID-19 within our sector.
• The development of a Fundraising Strategy that had been proposed in
2020 was again put on hold due to the impact of COVID-19 and difficulty
recruiting fundraising staff in 2021.

Fundraising during 2021
Fundraising is an essential part of MDI’s activities. While traditionally we
host a variety of fundraising events to fund Services and Research, it was not
possible in 2021 due to a staff vacancy in the fundraising role. We continued
however to facilitate and support several fundraising initiatives and have
outlined these below.

Community fundraising
While COVID-19 brought many changes and challenges, it also brought out
the best in people who have rallied around individuals, communities and
organisations in need. MDI will be forever grateful for the support received
throughout the year from community fundraisers and all the individuals who
held online fundraisers and made donations to MDI. These fundraising efforts
all took place under the various and ever-changing health and social restrictions
throughout the year, that no doubt will have been difficult to navigate, both
personally and collectively. The fundraisers were great successes and helped to
raise €5,851 for MDI in 2021.
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We also received wonderful support through
Facebook Fundraising in 2021, with €5,964
raised from supporters’ fundraising pages,
bringing the total raised by community
fundraising to €11,815. The Facebook
fundraising platform enables people to raise
funds for charity through their Facebook
pages and friends. The platform focuses
on birthday fundraisers, inviting users to
highlight their chosen cause and receive
donations in lieu of birthday gifts.
We are also grateful to members who
sold Christmas cards to raise funds and to
everyone who bought them.

Financial contributions
MDI would like to thank all the people who kindly made financial contributions in
2021 towards our vital support services. All amounts great and small are sincerely
appreciated and are very important to ensuring the continuity of our services.
Combined financial contributions and fundraising have helped to raise a total
gross amount of €45,227 for MDI during 2021.

THANK YOU!

Big THANKS to all our fundraisers, donors and

supporters for their generosity throughout 2021.
We couldn’t do it without you!
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Research
Support researchers and clinicians
to carry out quality research into
neuromuscular conditions.
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One of MDI’s strategic priorities 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.

Appointment of Research Officer
In March, we were delighted to appoint MDI’s first ever dedicated Research
Officer to lead on this important strategic priority.

MDI registry of people in Ireland living
with neuromuscular conditions
MDI is committed to setting up a registry of people in Ireland living with
neuromuscular conditions. The creation of a registry will mean that valuable
medical data can be made available for ethical research. It will assist clinicians
and researchers to better understand the spectrum of neuromuscular
conditions, detect treatment targets, and develop clinical studies and trials to
test potential therapies. Because neuromuscular conditions are rare conditions,
in the absence of such a registry, it can take years to find enough participants
for a meaningful clinical trial, thus delaying the testing of potential therapies.
Data will be used for the following purposes:
• to better understand the natural course of neuromuscular conditions
• to understand variations in treatment and outcomes
• to examine factors that influence prognosis and quality of life
• to describe care patterns, including appropriateness of care and
disparities in the delivery of care
• to monitor safety
• to measure quality of care
• to determine clinical and/or cost-effectiveness.
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During 2021, we began work on the design and development of the registry
as follows:
• We contacted organisations that currently operate registries, such as Debra
Ireland, Muscular Dystrophy UK, Cure MD and Treat NMD, to learn more
about how they developed theirs in relation to the type of information
gathered, online platform development and so on.
• We developed a draft of the types of information that will be gathered (the
dataset) for the registry and circulated it to each of the stakeholders – clinicians,
members of MDI’s PPI panel (see more about this below), pharmaceutical
representatives, and MDI’s Research Committee – for discussion.
• The dataset was then finalised, ensuring it meets everyone’s needs.
• We prepared the documents required for the ethical approval of the registry,
ensured they were compliant with data protection regulations and applied
to the ethics committees of several hospitals for approval – Children’s Health
Ireland at Temple Street Children’s University Hospital, the Central Remedial
Clinic, Tallaght, and Cork University Hospitals.
• We began the search for a software provider to build the online platform for
the registry by scoping recommended software providers and made plans
for issuing an invitation to tender in 2022.

Developing MDI’s first ever Public and Patient
Participation in Research (PPI) Panel
MDI developed a PPI strategy and put it into action in 2021. The strategy aims to
engage with people living with neuromuscular conditions, their families, carers,
and members of the public, and encourage their involvement in MDI’s research
activity. People living with neuromuscular conditions provide valuable and novel
insights through their lived experience which help shape MDI’s research focus
and design. We use the National Institute for Health Research (NIHR) definition of
PPI in Research:
Research carried out ‘with’ or ‘by’ members of the public rather than ‘to’, 		
‘about’ or ‘for’ them.
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“

 Research carried out ‘with’ or ‘by’ members of
the public rather than ‘to’, ‘about’ or ‘for’ them.

“

We recruited MDI’s first ever PPI panel, using a questionnaire designed to
assemble a diverse panel who had interests in line with MDI’s research strategy.
We were really pleased to gather a panel of six individuals made up of adults
living with neuromuscular conditions and parents of children living with
neuromuscular conditions. Panel members received information and training
to support them in their role. We are really grateful to them for taking on this
invaluable role to support meaningful and impactful research to improve the lives
of children and adults with muscular dystrophy/neuromuscular conditions.

Partnerships with Irish researchers
As part of MDI’s strategic priority to support researchers and clinicians to carry
out quality research into neuromuscular conditions, including quality of life
research, we were excited to collaborate on two promising projects during 2021.
Both projects will be completed in 2022.

The role of physiotherapy in the management of muscular
dystrophies (Trinity College Dublin)
Leading neuromuscular experts agree that physiotherapy and appropriate
exercise are good for individuals with neuromuscular conditions. This has been
particularly true during the COVID-19 era as many individuals affected by
neuromuscular conditions were not able to follow their usual routines due to
strict cocooning. MDI therefore felt that research into the availability, access and
use of physiotherapy services by people living with neuromuscular conditions
would be valuable.
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We were delighted to partner on a research project with Dr Deirdre Murray
MISCP (PhD) and Dr Julie Broderick (PhD), and researcher Michael Moran, at
Trinity College Dublin. Dr Murray is a Research Fellow and Clinical Specialist
Physiotherapist in Neurology in Beaumont Hospital; Dr Broderick is an Assistant
Professor in the Discipline of Physiotherapy at Trinity.

The objectives of the study were to:
• Establish the profile of physiotherapists treating people with
muscular dystrophy and identify the healthcare settings where they
are being treated.
• Identify the types of muscular dystrophy being assessed and treated
by physiotherapists.
• Identify what outcome measures and treatments are currently used in
the management of muscular dystrophy.
• Establish the levels of training and professional development of
physiotherapists being carried out on muscular dystrophy.
• Identify any educational needs of physiotherapists in relation to
muscular dystrophy.
• Assess the adequacy of physiotherapy services provided to people with
muscular dystrophy.
• Generate online resources and guidelines providing specific and
targeted support for physiotherapists and individuals living with
muscular dystrophy.

The information gained during this study will provide valuable data for patient
advocacy, medical and scientific groups to develop further. This study has the
potential to make a lasting difference to individuals living with neuromuscular
conditions.
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Optimising nutritional care of individuals affected by muscular
dystrophy (University College Dublin)
We were also really pleased to partner on a research project with Professor Eileen
Gibney, Deputy Director of the Institute of Food and Health, and researcher
Ciaran Kelly, at University College Dublin. The aim of the research is to gather
information on the current knowledge of muscular dystrophy/neuromuscular
conditions among nutritionists working in hospital and community settings.
MDI felt that this was an important area for research as individuals living with
muscular dystrophy often have gastrointestinal or nutritional complications,
including weight gain or loss, dietary or nutrient imbalance, fluid imbalance,
low bone density, swallowing dysfunction, and lower jaw tightening. Nutritional
imbalances in addition to glucocorticoid treatment can negatively affect the
respiratory, skeletal muscle, and cardiac systems.
The aim of nutritional management is to prevent overweight or obesity, and
undernutrition or malnutrition, through regular assessment of growth and weight.
Nutritional management also aims to promote a healthy, balanced diet, with
optimum intake of calories, protein, fluid, and micronutrients, especially calcium
and vitamin D.
Therefore, it is important to ensure individuals affected by muscular dystrophy/
neuromuscular conditions receive the most up-to-date advice on diets and
ingredients which will promote health and alleviate or delay symptoms associated
with their condition.
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The objectives of the study were to:
• Assess knowledge of muscular dystrophies among nutritionists working in
hospital and community settings using a survey
• Identify knowledge gaps or training needs among nutritionists
• Carry out an in-depth literature review on nutritional strategies and
bioactive foods/nutraceuticals (concentrated compounds obtained
from food sources that can provide health benefits) which could slow
progression or alleviate symptoms of various muscular dystrophies
• Develop guidelines/nutritional strategies which could slow progression
or alleviate symptoms experienced by individuals living with various
muscular dystrophies
• Develop an online educational resource for individuals living with various
muscular dystrophies.

This second study also has the potential to make a lasting difference to individuals
living with neuromuscular conditions.

Learning together to advance our commitment
to research
During 2021, we took part in events and activities organised by Health Research
Charities Ireland (HRCI) and the Health Research Board (HRB) to further our
learning and networking related to MDI’s strategic objectives on research. This
included participation in the HRCI Shared Learning Group on Public and Patient
Involvement (PPI) and on the Irish Health Research Forum. We continued to scope
research funding opportunities.
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Governance and management
The Board
The activities of MDI are conducted in accordance with its Constitution which was
approved by passing a Special Resolution of the Company at its AGM held on 12
September 2020.
MDI is directed by a voluntary board. Under the Constitution, the Board shall
be not less than seven directors and not more than 12 directors, comprising
a Chairperson, Vice Chairperson, Treasurer and Secretary, all of whom shall
be elected by the members at an AGM. There is allocation for a minimum of
three directors who shall be elected by members at an AGM (the ‘AGM Elected
Directors’). A maximum of five directors may be co-opted by the directors for
their particular expertise (the ‘Co-opted Directors’). At least 25 per cent of the
Board must be persons with muscular dystrophy. The Board meets on a regular
basis to determine the management, good governance, and financial control of
MDI. The Board is provided with regular financial and operational information.

Board attendance 2021
Board Attendance

25 Jan

19 Apr

31 May

26 Jul

29 Nov

Total

Patrick Cassidy

3

3

3

3

3

5/5

Roisin Glynn

3

3

3

3

3

5/5

Fiona Nolan

3

3

3

3

3

5/5

3

3

3

3

n/a

4/5

n/a

n/a

n/a

n/a

n/a

n/a

Una McCourt

3

3

3

3

3

5/5

Dr. Ashling Holland

3

3

3

3

3

5/5

Dr. John Roche

3

3

3

3

3

5/5

Gareth Crowe

3

3

3

3

3

5/5

Eoghan Clifford

3

3

3

3

3

5/5

n/a

n/a

n/a

n/a

n/a

n/a

Hazel Bridcut

Resigned 8/10

Eamon Daly

Co-opted 29/11

Patrick Flanagan

Co-opted 29/11
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The following committees are appointed by the Board to assist in the operational
workings of the organisation:
• Finance and Audit Committee
• Research Committee
• Trust Fund Committee
• Fundraising Committee
• Governance Committee.
During the year under review, the Trust Fund Committee and Fundraising
Committee did not meet.

Management
The National Office at MDI House is the base for all administrative and support
services of the organisation. The Chief Executive is responsible for the day-today management and operation of the organisation throughout the national and
regional offices. During the year under review the Chief Executive position was
held by Ms Elaine McDonnell.
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Financial review
In spite of the pandemic, MDI experienced a positive financial performance
during 2021 with income of €1.304 million (2020: €1.321 million) and expenditure
of €1.295 million (2020: €1.102 million) leaving a surplus in funds for the year of
€10k (2020: €219k).

Income
Funding
During 2021, MDI was 91% (2020: 87%) funded by the Health Service Executive
(HSE), including funding under Service Level Arrangements with the HSE and
HSE funding emanating from the National Lottery, and 9% (2020: 13%) by other
sources. Other sources of income included: Tusla – Child and Family Agency
grants; donations; legacies; and subscription income. The main movements in
MDI’s income streams during 2021 are outlined as follows:
Donations and fundraising
In 2021, we received income from donations and fundraising of €45k,
representing a decrease of €42k compared to 2020 (€87k). Our 2021 income
in this category was significantly impacted both by the pandemic and by the
Fundraising Officer position being vacant.
Legacy income
Legacy income comprised €51k in 2021 compared to €60k in 2020. The 2021
amount relates to deferred legacy income to match expenditure on research
activities conducted during 2021, while the 2020 amount consisted of the release
of €60k of deferred legacy income to match expenditure in relation to the
purchase of two new vehicles for the MDI fleet.
Subscriptions
Subscription income declined from €4k in 2020 to €3k in 2021 due to a drop in
the number of active members’ subscriptions.
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Grants and other service contract income
Our principal source of grants and other service contract income remains funding
from the HSE, which amounted to €1.17m in 2021 (2020: €1.14m). In addition, €21k
represents deferred income from National Lottery funded grants. (There was no
comparable income in 2020 as the process for approving and granting funds did
not take place until late 2020 due to the pandemic.)
Other sources of income in this category included DSP Disability Employment
Support Scheme grant income which declined from €11k in 2020 to €1k in 2021
and Tusla Counselling Support Service income which decreased from €3k in
2020 to €2k in 2021. MDI receives an annual grant of €2,200 from Tusla. The 2020
figure was higher than normal due to the release of income of €340 deferred from
2019 to match related expenditure which took place in 2020.
Investment income
In 2021 investment income declined to €1k compared to €3k in 2020 due to a
reduction in the dividend percentage on prize bonds held by MDI.
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Contact details
National office

Muscular Dystrophy Ireland,
75 Lucan Road, Chapelizod,
Dublin D20 DR77
Telephone: +353 (0)1 6236414

Email:

Website:
Facebook:
Twitter:

mdiinfo@mdi.ie
www.mdi.ie

www.facebook.com/mdiireland/
@mdi_ireland

Mid-West

Limerick, Clare and North Tipperary
Tracy Griffen

Mobile: 086 3879159

Email: fswmidwest@mdi.ie

South

Cork and Kerry

Jessica Hartnett
Mobile: 086 6066104

Email: cdwsouth@mdi.ie

West, North West and Midlands

Galway, Mayo, Roscommon, Donegal, Sligo, Leitrim, Longford,
Westmeath and Offaly
Una Sadler

Mobile: 086 3899286
Email: fswwr@mdi.ie
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South East

Carlow, Kilkenny, Waterford, Wexford, South Tipperary and Laois
Marie Kealy

Mobile: 086 6066107

Email: mariek@mdi.ie

North Dublin, Cavan, Monaghan, Louth and Meath
Sinead O’Brien

Mobile: 086 6066105
Email: fswnd@mdi.ie

South Dublin Coast, South West Dublin, Wicklow and Kildare
Shane O’Byrne

Mobile: 086 3830966

Email: fswdublin@mdi.ie
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