2020 - A Year in Review
Welcome

I began working at Rare Diseases Ireland a little over 2 years ago.
Since then we have worked to build the organisation to enable it to
provide a strong and powerful voice to all people living with rare
conditions in Ireland. We are making progress. I have detailed
below some of the highlights from the last 2 years.
I would personally like to thank everyone who has supported our
work– a lot done, a lot more to do! A special word of thanks goes
to Avril Daly who retired from the Board of RDI after many years of
service to RDI. We are grateful to Avril for her tireless work over
the last decade; Avril’s impact on the rare disease landscape in
Ireland will be felt for years to come.
This year has been a particularly difficult year for everyone. The COVID-19
pandemic has brought unimaginable challenges into every life, every home and
every work place. There is however reason for hope and optimism for 2021.
I look forward to continuing our work together in the years ahead. Have a safe and
happy end to 2020 and all the very best for 2021!

Vicky McGrath, CEO

Our Vision - Equity for all people living with rare conditions
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Objectives
Rare Diseases Ireland (RDI) is the national alliance for voluntary groups
representing the views and concerns of people affected by or at risk of developing
rare diseases. We aim to:
•
•
•

Be a strong and united voice that will increase public awareness of rare
diseases.
Promote development of genetic and care services in Ireland for people living
with rare conditions.
Voice and promote views on issues of common concern for the rare disease
community.

How we work

ADVOCATING FOR PATIENTS
To ensure that healthcare and
social policies and services,
research, and the development
and provision of medicines take
into account the real

needs of people living with a
rare disease and their families.
Our advocacy is fuelled by real
life experiences of the rare
disease community.

EMPOWERING PATIENTS
By uniting the rare disease community
and building the capacities of patients,
we empower them to become advocates
equipped with the knowledge and skills
needed to fight for better lives.

ENGAGING PATIENTS

PATIENTS FIRST

We enable the engagement of patients in
decision-making processes so that the
patient voice is active, amplified and
meaningful in research and medicines
development and approval, as well as in
health and social care policies and services.

Strategic Pillars
Access to
Diagnosis
Research &
Registries

AWARENESS

Access to
Services

Access to
Treatment

Access to
Medicines
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Building greater awareness
•

Awareness campaigns – Rare Disease Day
2019 & 2020 – tv, radio & print media
campaigns with ‘stories’ from people living
with rare conditions
• Pledge4RD – asking elected representatives to
pledge support for those living with rare conditions –
MEP election May 2019, General Election Feb 2020

•

Easyguide – An Easyguide to Rare Diseases in Ireland RDD 2020 – Guide launched by Minister for Health

•

Rare Diseases Day 2020 – a rare day for rare diseases!
On 29th February President Michael D. Higgins hosted a
family party, inviting children living with rare conditions and
their families to a special event at Áras an Uachtaráin.

RARE DISEASES IRELAND

Driving progress
•

RD Seminar – Burden of Rare Diseases –
highlighting current research on the burden of
rare diseases in Ireland
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•

Model of Care, Care pathways & European Reference Networks – working
with National Clinical Programme for Rare Diseases & National Rare
Diseases Office to advance delivery of rare disease healthcare in Ireland

•

•

RAinDRoP Research Partnership – identifying
and ranking research priorities with a life-course
perspective of living with a rare condition

2020 Programme for Government – recognising the
burden of living with rare conditions. Commitments
to implement changes in areas such as
o Medical genetics services
o Genetics & Genomics Network
o Research ethics
o Clinical trials
o Rare disease plan

Engaging across stakeholders
•

•

•

RD Conference – Bridging Health & Social Care –
RDD 2019 – bringing together stakeholders across the
rare disease spectrum (patients, family, carers, patient
organisations, healthcare providers, industry & policy
makers); discussing challenges and opportunities;
networking between stakeholders
Survey – research report detailing challenges
of living with a rare disease in Ireland during
the first lockdown of the COVID-19 pandemic
Rare conversation – on-line conversation
with people living with rare conditions during
the COVID-19 pandemic – challenges and
opportunities as restrictions are lifted
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•

•

•

Healthcare provider series – meetings with
healthcare providers to raise awareness of RDI’s
work and discuss challenges for delivery of
healthcare services to rare community
Policy makers – engaging with Minister,
Department, HSE, Health Committee &
Politicians across topics advocating for rare
disease community
Round Table of Companies – engaging with
start-up and established companies to address
topics of mutual interest. Building open &
transparent relationship between RDI and
industry, putting rare disease patient community
at the centre of relationship

Building our organisation
•

•

Board development – renewing RDI board with the addition of 5 new board
members and the retirement of long-standing Chair, Avril Daly; rotating Chair,
Treasurer & Secretary roles; establishing sub-committees
Financial resources – establishing reputation of RDI to enable organisation to
secure funding for activities

2021 PLANNED PROJECTS
• Rare Disease Day – awareness campaign to coincide with rare disease day.
• Rare Reality: Living with a rare condition in Ireland – survey to establish
standard of rare disease care in Ireland today.
• New born screening – survey reaching out to wider Irish society to establish
awareness of new born screening in Ireland.
• Jeans for Genes – awareness campaign around the myriad of rare genetic
conditions and support for those living with rare genetic conditions.
• Patient engagement – there are a number of initiatives underway that require
patient input/involvement. Working with colleagues we plan to identify and
upskill patients and carers to maximise the effect and impact of their
contribution. We also plan to create opportunities for networking to allow
contributors to share learnings and best-practice across rare conditions.
Engagement opportunities include:
o Care pathway development
o Affected patient attendance/presentation at Rare Disease
Technology Review Committee meeting
o Involvement with European Reference Networks
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The stats around rare diseases (in Ireland)…

DID YOU KNOW?

