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Chairperson’s Introduction
It is with great pleasure that the Board of Muscular
Dystrophy Ireland (MDI) presents to you the
Strategic Plan for the years 2020 – 2022. The third
year of the plan, 2022, will be the 50th anniversary
of Muscular Dystrophy Ireland. It is hard to imagine
that the small group of people who came together
in 1972 could have envisioned the organisation
being as strong and vibrant as it is today. This is
due in no small measure to the hard work and dedication of the staff,
volunteers and Board of Trustees of MDI down through the years, not
forgetting the significant contribution of the members themselves.
We have sought the views of members, their families, staff, trustees,
volunteers and the agencies we work with nationally to ensure that
the plan accurately reflects a shared vision for MDI’s future and our
priorities up to and including the year 2022. We wish to thank
everyone involved for their contributions to and patience with the
process in the preparation of this strategic plan.
People with disabilities in Ireland continue to face problems of
isolation, socially and economically, just as they did almost 50 years
ago when the organisation was founded. In solidarity with many
organisations in this sector, we welcome the ratification of the United
Nations Convention on the Rights of Persons with Disabilities
(UNCRPD) on 7th March 2018. Notwithstanding this positive
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development, MDI is mindful of changes in Government policy to
restructure the delivery of disability services. MDI’s vision is of an
independent life for those with muscular dystrophy and we advocate
for services to enable people with neuromuscular conditions to fully
participate in society.
We are building on the wonderful legacy and contributions made by
past members, staff, volunteers and friends who have shaped the
organisation we have today. It is equally important to acknowledge
the various Government agencies that provide funding to MDI. This
support enables MDI to continue to respond to the needs of
members. In addition, it would be impossible to put this plan into
action without the dedicated staff team whose input and work have
been invaluable to this process. We will continue to invest in
relationships and we will value and prioritise communications with all
our stakeholders. The Board of Trustees of Muscular Dystrophy Ireland
believes this strategic plan provides the structure for the organisation
to develop so that it can provide the best possible service to as many
members as possible, taking into account the constraints of available
resources. This strategic plan is a living document and its
implementation will be overseen and regularly reviewed by the Board
to ensure it remains viable, relevant and sustainable into the future.
Dr John Roche
Chairperson, Muscular Dystrophy Ireland

CEO’s Introduction
As CEO of Muscular Dystrophy Ireland, I am
delighted to present our Strategic Plan 2020–2022.
Since its inception, Muscular Dystrophy Ireland has
grown to become a national organisation with
support staff based in offices around the country.
MDI offers a diverse range of services – from
providing support and information to families,
carers, healthcare and education professionals to
offering respite, transport and intensive youth and family supports.
While much has been achieved over the years, many challenges
remain.
In developing this strategic plan, we are keeping members at the core
of what we do. We would like to see a society in which people with
Muscular Dystrophy are able to participate fully, by being provided
with the supports necessary to afford them with the same rights,
choices and opportunities available to everyone. Our values underpin
all our work and inform what we do and how we do it. Developing
the plan has provided an opportunity to review all the services MDI
offers and assess how well these meet the needs of members. It is an
accurate reflection of a shared vision for the future of the organisation
and a clear statement of our priorities for the next three years.

The external context in which we work is constantly changing and
some recent advances affect the work we do. In 2018, Ireland ratified
the United Nations Convention on the Rights of Persons with
Disabilities (UNCRPD). However, the full potential of this Convention
will not be realised until the Government also ratifies the Optional
Protocol to the Convention. The National Disability Inclusion Strategy
(2017–2021) is a coordinated and planned approach to improve the
lives of people with disabilities and promote their greater inclusion in
Irish society. Sláintecare, the ten-year road map to transform health
and social care services in this country, will also shape our work over
the next while.
MDI has identified and prioritised some areas of work which are the
focus of our strategic plan. These are MDI Support Services, Advocacy
by and for members, and Research into neuromuscular conditions.
It is critically important to the organisation to achieve financial
sustainability for our current work and future projects. This is crucial to
the successful delivery of the objectives of this plan and also to
ensuring we can continue to respond to the needs of members. Over
the next three years, we aim to develop, diversify and grow our
funding streams in order to ensure financial sustainability and
resilience.
Continues overleaf
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MDI welcomes the current development of governance and
regulation in the charity sector in which we operate and we strive to
improve governance in accordance with guidelines and best practice.
Muscular Dystrophy Ireland’s strategic plan will provide a roadmap for
the next three years. MDI has a committed team of staff and
volunteers who, under the guidance of the Board of Trustees, are well
placed to ensure that the objectives outlined in this strategy will be
brought to fruition to ensure that people with Muscular Dystrophy
and their families are supported to reach their full potential.
Elaine McDonnell
Chief Executive Officer (CEO), Muscular Dystrophy Ireland
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Our Vision
Muscular Dystrophy
Ireland 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
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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.

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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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
Strategic Actions
Support
●

Define and put into action a model of support for all
members: children, young people, adults and families,
to be more holistic, inclusive and empowering.

●

Put a support service framework in place once our
model of support has been defined.

●

Define and put into action a respite model and criteria
that are fair and transparent and in line with MDI’s
model of support.

●

Develop and put into action a new system for the
recruitment, training, support and supervision of
Personal Assistants.
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●

Explore and develop informal peer support and peerled support opportunities for all members: children,
young people, adults and families in line with MDI’s
model of support.

●

Develop and put into action customer
relationship management and case management
systems to improve how we provide support to
members.

●

Explore innovative opportunities to use
communications technology in providing MDI
support to members.

We will measure our success by the following indicators:
●

●

●

The Board has approved MDI’s model of support and
support service framework and we have put them
into action.
The Board has approved MDI’s respite model and we
have put it into action.
We have developed a new system for the recruitment,
training, and support and supervision of Personal
Assistants and put it into action.

●

We have increased peer support and/or peer-led
opportunities year-on-year for all members.

●

We have put customer relationship management and
case management systems into use to improve how
we provide support to members.

●

We have explored opportunities to use
communications technology in providing MDI
support to members.
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Information
●

●

●
●

●

Review and develop all MDI information
and communication tools, including our
website, newsletters, annual report, service
leaflets and membership packs.
Put a customer relationship management system
in place to improve information and
communication systems.
Develop a high-quality online knowledge bank.
Explore and develop learning opportunities for all
members: children, young people, adults and
families.
Explore how internal communications can be
improved.
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We will measure our success by the following indicators:
●

We have achieved a year-on-year increase in the use
of MDI’s website.

●

We have developed new service leaflets and
membership packs.

●

We have put a customer relationship management
system into use to carry out our information services
to members.

●

We have created an online knowledge bank and
members are increasingly using it.

●

We have offered a number of learning opportunities
to members.

●

We have put a revised internal communications plan
in place.

Transport
●

Define and put into action a service framework for
transport.

●

Develop a financial plan to renew our transport fleet.

●

Explore and put into action ways to make the service
sustainable and to facilitate members to use
wheelchair-accessible transport services nationwide.

National Office Facilities

We will measure our success by the following indicators:
●

We have put a service framework in place for transport.

●

We have renewed our transport fleet on a rolling
basis.

●

We have built transport partnerships with other
disability organisations and organisations that
provide accessible transport services.

We will measure our success by the following indicators:

●

Review and put in place a service framework for our
Home from Home and room hire facilities.

●

We have put a service framework into action for our
Home from Home and room hire facilities.

●

Raise the profile of our Home from Home and room
hire facilities.

●

We have increased year-on-year the take-up of our
Home from Home and room hire facilities.

Equipment

We will measure our success by the following indicators:

●

Develop and put into action MDI’s equipment policies
and protocols.

●

We have developed and put into action MDI’s
equipment policies and protocols.

●

Explore partnerships with companies who
manufacture disability equipment, in particular
assistive technology.

●

We have explored partnerships with organisations
that manufacture disability equipment, in particular
assistive technology.
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More generally, we will
measure our success in relation
to all of the above MDI services
by the following indicators:
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●

We have carried out membership and staff surveys
and consultations to find out if MDI services are
meeting members’ needs and are fair and transparent.

●

We have followed organisational policies and
procedures which promote best practice for all our
services.

●

We have achieved a significant increase in the use of
all MDI services and analysed this on a quarterly basis
to collect outcomes data.

Strategic Priority 2 – Advocacy
Advocate for improved services and entitlements for members
and educate and inform society about the conditions
Strategic Actions
●

●

Support members to engage in self-advocacy and
develop an online self-advocacy toolkit.
Support peer advocacy and peer mentoring and
explore how this can be deepened and developed
over the course of the plan.

●

Advocate for improved services, prioritising key
themes identified annually by members.

●

Create an annual public awareness campaign that will
raise the general public’s understanding of
neuromuscular conditions.

●

Work independently and in partnership with others to
positively influence policy and attitudes in all areas
impacting the lives of people with muscular dystrophy.

We will measure our success by the following indicators:
●

We have created an online self-advocacy toolkit.

●

We have put a peer advocacy and peer mentoring
strategy in place by the end of this plan.

●

We have advocated for service improvements in
chosen themes.

●

We have delivered and evaluated an impactful
annual public awareness campaign.

●

We have taken part in successful collaborative
partnerships.
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Strategic Priority 3 – Governance
Build and strengthen MDI’s organisational capacity to
ensure delivery of our strategic priorities
Strategic Actions
●

●

●

●

●

Maintain the highest standards of governance,
accountability and transparency with stakeholders
and the public.

publish them on the MDI website.
●

Continue to meet all legal obligations as a company
limited by guarantee and as a registered charity.

Provide board members with the necessary advice
and/or training to meet their legal, financial and HR
obligations.

●

Ensure continuous adherence to the Charities
Governance Code established by the Charities
Regulator.

Provide the necessary human resources supports,
including training and supports for staff, to carry
out our strategic priorities.

●

Comply with all conditions in service level
arrangements with funders.

●

Ensure that MDI remains a viable and sustainable
organisation in relation to its funding and give
specific attention to fundraising in order to diversify
our funding sources.

Reflect the implementation of the strategic plan in
annual work plans that are approved and monitored
by the Board and CEO.
Continue to present annual reports and audited
accounts to members at annual general meetings and
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We will measure our success by the following indicators:

●

The MDI Board has approved and monitored annual
plans.

We have put advice and supports in place for Board
members and reviewed these annually.

●

We have put human resources supports in place, such
as training and support to staff, to aid the
implementation of the strategic plan and reviewed
these annually.

●

●

We have published annual reports and audited
accounts and presented them at MDI’s AGM.

●

We have continued to comply with the Charities
Governance Code.

●

We have complied with service level arrangements
with funders.

●

We have adhered to all General Data Protection
Regulations (GDPR).

●

We have put a fundraising strategy into action and
the Board has monitored it.
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Strategic Priority 4 – Research
Support researchers and clinicians to carry out quality
research into neuromuscular conditions
Strategic Actions
●

Create a patient registry of people in Ireland with
neuromuscular conditions so that valuable medical
data from the registry can be made available for
ethical research. (Neuromuscular conditions are rare
conditions, so without a patient registry to gather
patient details in one place, finding enough patients
for a meaningful trial can take years, delaying the
testing of potential therapies.)

●

Commission research that deepens understanding of
neuromuscular conditions in order to develop
potential treatments.

●

Support studies into ultra-rare conditions.

●

Support quality of life research.
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We will measure our success by the following indicators:
●

We have created a patient registry.

●

We have commissioned research every two years at a
minimum.

●

We have supported quality of life research.

Glossary of terms
Accountability – being responsible for what you do and
able to give a satisfactory reason for it, or of the degree to
which this happens.
Annual General Meeting (AGM) – a meeting to allow
the members of a company to ask questions, meet the
directors, approve the accounts and get information
about the company. As the term suggests, it is held once
a year.
Annual report – a comprehensive report on an
organisation’s activities throughout the year that went
before. It gives members and other interested people
information about the organisation’s activities and
financial performance.
Assistive Technology (AT) – products, equipment, and
systems that enhance the learning, working, and daily
living of people with disabilities.
Audited accounts – the financial accounts of a company
that have been examined independently to verify that
they have been prepared according to company law and
accounting standards.

Charities Governance Code – the minimum standards a
charity should meet so that it is effectively managed and
controlled. This involves putting in place systems and
processes to ensure that the charity achieves its objectives
with integrity and is managed in an effective, efficient,
accountable and transparent way.
Charities Regulator – an independent statutory
authority established in 2014 that ensures charities are in
line with the Charities Governance Code.
Customer Relationship Management System (CRM)
– an approach that allows an organisation to manage its
relationship with customers. It provides a central place on
the organisation’s computers to store members’ data, track
interactions with members and share this information
with colleagues in order to provide a better service. (This
is done in a way that is in line with General Data
Protection Regulations.)
Collaborative – involving two or more people working
together for a special purpose.
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Criteria – a standard by which something may be judged
or decided.

work involved in managing resources related to
employees.

Diversify – make or become more varied.

Implement – put into action/carry out.

Ethical research – applying moral rules and professional
codes of conduct to the collection, analysis, reporting, and
publication of information about research subjects; in
particular, active acceptance of people’s right to privacy,
confidentiality, and informed consent.

Indicator – a measurement or value which shows what a
situation is like.

General Data Protection Regulation (GDPR) – a legal
framework that sets guidelines for the collection and
processing of personal information from individuals who
live in the European Union (EU).
Good practice – a way of running or providing a service
that is recognised as good and effective.
Governance – the way in which organisations are
managed at the highest level, and the systems for doing
this.
Human Resources – used to describe both the people
who make up the workforce of an organisation and the
18

Knowledge bank – a central place where information is
stored and made available.
Model – An agreed way of doing something based on
our understanding or analysis of an issue. For example,
because we believe that people with muscular dystrophy
have the right to fully participate in society and reach their
full potential, we want to offer support in a way that
empowers our members.
Outcomes data – information that tells us the impact of
an action.
Organisational capacity – the ability of an organisation
to deliver with the resources and equipment available to
it.

Patient registry – a collection of information about
individuals, usually those with a specific diagnosis or with
specific risk factors for a disease. Some patient registries
seek people with varying health levels who may be willing
to take part in research about a particular disease.
Registries can be funded and/or managed by
government agencies, non-profit organisations, clinics, or
commercial organisations.
Peer advocacy – one-to-one support provided by
advocates with a similar disability or experience to a
person using services to provide a bridge between
services and the person using them.
Peer-led support – support that is led by others who
have similar experiences to those being offered the
support.
Peer mentoring – a supportive learning relationship
between a person who has lived through a specific
experience and a person who is new to that experience.
Policy – a course of action adopted or proposed by an

organisation or person.
Protocol – a set of rules that need to be followed to
achieve a desired result.
Quality of life research – studies that focus on the
general well-being of individuals and communities.
Standard indicators of quality of life include not only
wealth and employment but also the built environment,
physical and mental health, education, recreation and
leisure time, and social belonging.
Respite – a break or a rest.
Self-advocacy – the action of representing oneself or
one’s views or interests.
Service Level Arrangement – an agreement between a
funder and a funded organisation on aspects of the
service they will provide.
Service framework – a set of principles, standards and
policies to guide the services delivered by a service
provider with a view to offering a consistent service.
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Stakeholder – a person or organisation with an interest
or concern in something.
Strategic priorities – the areas of work that are viewed as
most important for the organisation’s plan.
Sustainable – able to be maintained at a certain rate or
level.
Transparency – operating in an open way by making
publicly available all releasable information.
Trial – a test, usually over a limited period of time, to
discover how effective or suitable a treatment is.
Viable – capable of working successfully.
Vision – a long term, forward thinking and
inspirational statement that describes the desired
achievement or future state of an organisation.
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