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“We are very heartened by the 
dramatic increase we have 

observed in public understanding 
and interest in health research. 
Despite the pain it has caused, 

Covid has been a remarkable 
advocate for health research.”
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A message from  
the CEO and  
Chairperson

It goes without saying that 2020 created some 
upheaval and challenges for HRCI. As for so many 
of you reading, we had to make adjustments and 
changes to how we work and be creative in how 
we achieved impact, at a point in time where we 
had just launched our new three-year strategy. 

We were relatively lucky as an organisation, 
in that most of our plans and ambitions could 
be achieved through remote working. We 
had adopted Zoom to facilitate our members 
outside of Dublin, shortly prior to Covid reaching 
Ireland, and that proved helpful to adapting 
to working through a pandemic. Also, while 
not being the type of charity that is suited to 
public fundraising has its challenges, it proved 
beneficial to us during the pandemic that we had 
largely steady income streams to rely on. 

With the pandemic came a lot of worry for 
our member organisations, most of whom do 
rely on public fundraising. We endeavoured to 
be responsive to their needs and to facilitate 
them in whatever ways we could. In particular, 
we communicated closely with them in the 
final stage of our Joint Funding Scheme with 
the HRB, when the charities were submitting 
projects for co-funding consideration. We 
agreed with the HRB that flexibility could be 
given to participating charities who needed 
more time to decide on whether a financial 
commitment was possible. In the end, almost 
all the charities who had started the process 
proceeded and ultimately 10 excellent, patient-
focused projects were funded; something that 
Minister Stephen Donnelly joined us to celebrate, 
at an online event. We also undertook a survey of 
all Irish universities in May of 2020 to inform our 
members about what impact Covid was having 
on Irish health research. 

While we can claim no foresight, we were lucky 
to have held two of our planned events early 
in the year and we now look back fondly on the 
valuable in-person discussions we had with our 
members and others, on the topics of PPI in 
industry-led research and research governance 
in health research charities. For the subsequent 
events, that we had to hold online, we were 
creative about compensating for lack of in-
person engagement. For example, at our Irish 
Health Research Forum event in November, 
on the topic of genomics research, we invited 
22 people representing a range of relevant 
perspectives to contribute to a discussion paper, 
that was circulated in advance of the meeting. 
One positive of moving to online events was that 
we were able to cater for more attendees and we 
had greater numbers participating in our events 
than ever before.

Like everyone else, it will take us some time to 
fully process the impact that Covid has had on 
HRCI and the wonderful community that we work 
within. We are very heartened however, by the 
dramatic increase we have observed in public 
understanding and interest in health research. 
Despite the pain it has caused, Covid has been  
a remarkable advocate for health research.  
The diversity in the types of health research 
that contribute to better health and quality of 
life for patients and the wider public have never 
been clearer. We are hopeful that we and our 
members can harness this increased awareness 
to bring about positive change in health research 
in the coming years. 

A huge thank you to the HRCI Board, staff, 
member organisations and many collaborators 
for supporting and engaging with us  
through 2020.  

Suzanne McCormack 
HRCI Chairperson  
and Irish Thoracic 
Society CEO

Dr Avril Kennan 
CEO, Health 
Research Charities 
Ireland
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About HRCI and 
our members

Health Research Charities Ireland (HRCI) is the national umbrella organisation 
of charities active in health and medical research, together representing 
over 1 million Irish patients. Our almost 40 members span very diverse areas 
of health, including rare diseases, cancer, childhood illnesses, dementia, 
mental health, and many forms of chronic illness and disability. Through 
support and advocacy, we represent their joint interests, working with them 
and the wider health research community to improve health and prevent 
illness through research. 

We facilitate access to research funding for our members through the Joint 
Funding Scheme, run in partnership with the Health Research Board. We 
also run the Irish Health Research Forum (IHRF). The IHRF brings together 
a diverse group of organisations and stakeholders, guided by a high-
level Steering Group, to positively influence health research in Ireland. 
Through this platform, we consider key health research issues and identify 
constructive solutions at two events every year.

Together our members make a very significant investment in health 
research. In addition to providing funding, they increase the quality and 
quantity of research in a myriad of ways, including through ensuring its 
relevance to patients, hosting research conferences, supporting research 
infrastructure such as patient registries, helping to ensure patient impact 
from research and communicating research developments to the public. 

Our vision and mission
Our vision is improved lives through a united community of health  
research charities.

We will achieve our vision through leading a vibrant, impactful and  
patient-led network of Irish health research charities.

Our values
 y  We are always guided in our actions by the needs of our member  

organisations and patients living in Ireland.
 y  We are ambitious in our aims which we achieve through strong leadership.
 y  We are inclusive, transparent and act with integrity in all our dealings.
 y  We are collaborative in our approach and use our resources wisely. 
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1.
Ensure impactful 
health research 

through increased 
patient and public 
involvement (PPI)

2.
Facilitate an  

increase in the 
quantity and quality 
of health research 
through the Joint 
Funding Scheme 

3.
Support and inform 

HRCI members, 
to increase their 

capacity to engage  
in health research

4.
Positively 

influence Ireland’s 
development as an 
excellent place to  

do health research

Our strategic goals 2020 - 2023
HRCI has identified four goals for achieving our vision:

How we performed against these objectives is outlined in the 
Achievements and Performance section.

7

A word cloud depicting member 
responses to a survey question asking 
what they value about HRCI.
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Our impact 
in numbers

3 
new member 
organisations

10 
projects supported

through the HRCI/HRB 
Joint Funding Scheme

176 
health research leaders
attended an IHRF event

1 
survey of Irish Universities

157 
attendees at the launch
of the JFS successful 

projects

6 
Board & Members meetings

5 
guest speakers at 
member meetings

650 
people on the 

IHRF mailing list

25 
members organisations 

represented on the 
PPI Shared Learning Group

8

Health Research Charities Ireland (HRCI)  
Annual Report 2020



Health Research Charities Ireland (HRCI)  
Annual Report 2020

9

In 2020 HRCI welcomed 3 new members*.
Full Members
*Adelaide Health Foundation
All Ireland Institute of Hospice and 
Palliative Care (AIIHPC)
Alpha One Foundation
Alzheimer Society of Ireland
Arthritis Ireland
Breakthrough Cancer Research
*Breast Cancer Ireland
Central Remedial Clinic
CARD - Centre for Arthritis and 
Rheumatic Diseases Ireland
CFNCRF - Conor Foley 
Neuroblastoma Cancer Research 
Foundation
Croí West of Ireland Cardiac 
Foundation
Cystic Fibrosis Ireland
Cystic Fibrosis Registry of Ireland
Cystinosis Ireland

DEBRA Ireland
Diabetes Ireland Research 
Alliance
Dystonia Ireland
Epilepsy Ireland
Fighting Blindness
Friends of the Coombe
Irish Cancer Society 
Irish Heart Foundation
Irish Motor Neurone Disease 
Research Foundation
Irish Nephrology Society
Irish Thoracic Society
MS Ireland
MSD Action Foundation
Muscular Dystrophy Ireland
National Children’s  
Research Centre 

Rett Syndrome Association  
of Ireland
Royal Victoria Eye and Ear 
Research Foundation
St John of God Research 
Foundation
St. Patrick’s University Hospital
St Vincent’s Anaesthesia 
Foundation
Children’s Health Foundation
The Rotunda Foundation

Associate Members
22Q11 Ireland Support Group
Family Carers Ireland
*Sage Advocacy

HRCI members in 2020
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As Policy and Research Manager at The 
Alzheimer Society of Ireland, being involved 
with HRCI has been immensely beneficial and 
a vital support to our research work. At ASI, 
we strive to empower the voice of people with 
dementia in research through our patient 
and public involvement (PPI) programme and 
support them in being proactively engaged in 
various research activities. Research is also 
crucial to evaluating our services for people 
with dementia and family carers. However, as 
a charity, ASI has relatively limited research 
resources. Therefore, the support and input 
from the HRCI network of charities and PPI SLG 
has been invaluable in progressing our research 
and PPI programme at ASI.

As a researcher, I have gained useful and 
important learnings from interactions and 
engagements with HRCI. When I joined ASI four 
years ago, HRCI were immensely welcoming  
and provided me with much needed supports  
to develop ASI’s first Research Strategy,  
2017-2020. HRCI has guided my colleague 
and I, Dr Laura O’Philbin, in developing ASI’s 
first PPI programme: the Dementia Research 
Advisory Team. Membership of the PPI Shared 
Learning Group has offered constructive insight 
into addressing the challenges of PPI and 
developing effective PPI strategies. Dr Laura 
O’Philbin was delighted to present at HRCI’s 2019 
conference on our PPI programme, and this 
gave us a wonderful opportunity to showcase 
and celebrate our work.

I was delighted to become a member of the 
Board of Directors in 2019, and also a member  
of the Advocacy and Communications  
Committee. This has been an excellent 
opportunity to support HRCI in its  
governance and decision-making.

In 2020, The ASI was successful in its 
application to the HRCI-HRB Joint Funding 
Scheme and is involved with Trinity College in 
undertaking a project exploring the needs of 
people with intellectual disability in accessing 
post-diagnostic supports. Without this funding 
opportunity, The ASI simply would not be in 
a position to resource this very important 
research project.  

As HRCI continues its mission to lead a vibrant, 
impactful, and patient-led network of Irish 
health research charities, I look forward to 
continuing to support and contribute to the 
important work of HRCI. 

Member’s Story:  
The Alzheimer Society of Ireland

Dr Bernadette Rock
Policy and Research Manager,  
The Alzheimer Society of Ireland
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At the start of 2020 we launched a new 3-year strategy, Together for Better Health 
Research, to  guide us in consolidating our prior achievements and bringing about 
increased impact. 

Great progress has been made against the organisation’s strategic aims, as laid out 
in this new strategy. Despite the pandemic, HRCI continued all core activities and 
adapted to ensure that we were responding to the new needs of our members. We 
particularly focused on how to harness the increased interest in health research 
brought about by Covid. Our 2020 activities are outlined in the following sections.

Ensuring impactful health research through  
increased patient & public involvement (PPI)
Implementing strategic aim 1:

2020 was a very busy year for PPI related activities. We further expanded the 
membership of our PPI Shared Learning Group, published a PPI toolkit for health 
research charities, held a workshop on PPI in industry-led research and were invited 
to become a national partner on a funding application for a National PPI Network. 
We continued strong collaborations with all five PPI Ignite programmes, which are 
designed to develop and strengthen PPI activities in research in Irish universities. 
We are official partners on the DCU, UL and TCD programmes and also work closely 
with the NUIG and UCD programmes. 

Managing a PPI Shared Learning Group for members

The involvement of patients and members of the public in health research has great 
power to improve the relevance and impact of the research. It is our strong belief 
that patients and their representatives should have the right to influence research 
carried out on their behalf. Our member organisations are perfectly placed to 
support PPI both in their own research decision making and, in the work undertaken 
by researchers in their networks. As recognition of the importance of PPI continues 
to grow in Ireland, we work closely with our members to help them fulfil their 
valuable role in ways that are meaningful and impactful. 

HRCI continued to support and grow the PPI ‘Shared Learning Group’ in 2020, 
expanding it to include 25 of our member organisations. The group includes 
charities that are at various stages of developing PPI within their organisations; 
ranging from those facilitating PPI in many different aspects of research, to those 
that have yet to take their first steps in formally involving patients. It provides an 

Achievements and 
performance

http://bit.ly/HRCIstrategy20-23
http://bit.ly/HRCIstrategy20-23
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opportunity for members to support each other in their PPI activities, enables the 
sharing of PPI resources and allows HRCI to identify the most appropriate ways to 
support its members. 

The PPI SLG met 4 times in 2020, successfully moving to online meetings in April.  
We were delighted to have Ms Edel Murphy, National Programme Manager for the 
new National PPI Ignite Network, present on the Network at the October meeting.

Developing a PPI toolkit for health research charities

The members of our PPI Shared Learning Group previously identified a strong need 
to provide training or orientation for patients and members of the public in Ireland, 
in order to support their first steps towards involvement in research. As there were 
no suitable support materials in existence, we partnered with Trinity College Dublin 
to develop a toolkit. 

A successful HRB funding application (led by TCD, with HRCI as a collaborator) 
allowed the employment of a Research Assistant, Michael Foley, to lead on the 
project and also enabled the involvement of UK-based PPI expert Bec Hanley.  
The core team worked closely with the members of the PPI Shared Learning Group, 
along with individuals from the communities they serve, to co-produce a toolkit 
entitled: Making a start: a toolkit for research charities to begin a PPI relationship. 

The Toolkit was launched at the UL PPI Ignite Summer School and has since 
received almost 400 views. As part of the launch, we produced a video on the  
need for and value of the PPI toolkit.

http://https://bit.ly/HRCIPPItoolkit
https://bit.ly/PPItoolkitvideo
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Hosting an event on PPI in industry-led research

In January, we were delighted to host a morning briefing on PPI in industry-led 
research. The session was primarily aimed at charities and industry representatives 
engaged in health research and sought to highlight the importance of including PPI 
in research conducted by industry as well as to examine the barriers to inclusion. 

The event was based around a guide entitled Supporting Patient and Public 
Involvement in Industry-led Research: Guidance for Charities which was developed with 
our support by the UK Charities Research Involvement Group.  Lead author and 
PPI Facilitator, Dr Claire Nolan, joined us at the briefing to present on the guide. 
This was followed by a very informative discussion hosted by HRCI CEO, Dr Avril 
Kennan, with Oliver O’Connor, Chief Executive of the Irish Pharmaceutical Industry 
Association, Bec Hanley, Facilitator of the UK Charities Research Involvement 
Group and Dr Sinead Hickey, Research Manager, DEBRA Ireland. Following on from 
this event, we coordinated an extensive group of PPI experts and UK charities to 
host a Tweetchat on PPI in industry, resulting in over ¼ million impressions.

Many of the people involved in the development of the PPI toolkit, 
gathered for a planning workshop.

http://bit.ly/PPIinIndustry
http://bit.ly/PPIinIndustry
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Undertaking external PPI engagement

In order to be effective in PPI and to ensure that our members’ perspectives 
on PPI are represented widely, we engage and collaborate with a wide range of 
bodies and organisations with a focus on PPI. In addition to our participation in 
many groups and meetings, we engaged in the following over the course of 2020: 

 y Continued our valuable partnership with the Charities Research 
Involvement Group (the UK equivalent to our PPI Shared Learning Group). 

 y Supported the planning and running of a DCU PPI Ignite event, 
‘Expert by Experience’ event and also presented to the DCU PPI Ignite 
community, on HRCI member perspectives in PPI.

 y Participated in a NUIG webinar on the topic of PPI, as part of a series on 
‘Living and learning empathy in COVID-19’. 

 y Presented to the UCD PPI learning group. 

 y Acted as a reviewer for a PPI Ignite UL bursary scheme. 

 y Joined both the RCSI and UCD PPI Committees.

 y Participated in a National PPI Ignite Network planning workshop and 
were invited to become a national partner on the National PPI Network 
Submission to the HRB, involving all Irish universities. 

 y Advised on the preparation of the Irish Research Council’s engaged 
research policy.

Dr Sinead Hickey,  
Bec Hanley, Dr Claire Nolan, 
Oliver O’Connor &  
Dr Avril Kennan at the 
briefing on PPI in  
industry led research.
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 y Spoke at the “Patients as Partners Europe” Conference in London.  

 y Presented to the Student Medical Summit on health research charities 
and PPI. 

 y Joined the Patient Voice in Cancer Research Steering Group and 
facilitated a discussion table at their Galway Research Dragon’s  
Den event.

 y Acted as a co-convener for a PPI collection on the HRB Open  
Access Platform. 

 y Presented to the TILDA research group on charity perspectives in PPI. 

 y Finally, we were particularly proud to continue as a local partner to the 
PPI Ignite programmes at DCU, TCD and UL.  

HRCI CEO, Dr Avril Kennan, 
participating in a NUIG 
webinar, as part of a series 
on ‘Living and learning 
empathy in COVID-19’.
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Facilitating an increase in the quantity and quality  
of health research through the HRCI/HRB Joint  
Funding Scheme
Implementing strategic aim 2:

The Joint Funding Scheme facilitates the co-funding of health research by HRCI 
members and the Health Research Board (HRB). It brings together the HRB with 
HRCI member charities, to co-fund patient and public-focused1 projects of key 
relevance to charities. The scheme, which is run jointly by the HRB and HRCI, has no 
known parallels internationally. In fact, it is notable that the Association of Medical 
Research Charities in the UK is currently lobbying the Government there for funding 
for a charity partnership scheme, akin to the Joint Funding Scheme.2

Unlike any other scheme in Ireland, it is open to all types of health research (with 
the exception of clinical trials), for all conditions. The majority of projects funded 
to date are in the broad area of applied biomedical research but projects in clinical, 
population health, health services and basic research have been funded also. To 
date, 134 awards have been made, with approximately €13.5 million of HRB funding 
and matched charity funding awarded. Currently there is a €2 million allocation from 
the HRB to the scheme, every second year. 

In addition to the obvious benefits of sharing the costs of research, the partnership 
with the HRB helps to build research capacity in Irish research charities and to 
ensure that their research processes are to a high standard. The scheme is also a 
shining light for PPI in health research. 

Working towards a successful 10th round  
of the scheme

HRCI supported our members through all stages of this 
latest round. Together with the HRB, we also undertook 
training for 4 PPI reviewers who were selected to sit 
on the grant review panel. In June 2020, 12 member 
charities submitted a total of 31 projects to the Joint 
Funding scheme. The projects were assessed at a 
panel meeting of scientific experts and PPI reviewers 
and 10 projects were ultimately approved for funding. 
A further 8 projects ranked very highly but were not 
funded due to a lack of budget. 

1	 We	frequently	use	the	term	‘patient’	in	relation	to	this	scheme,	reflecting	the	scheme’s	origins	and	the	focus	 
of	many	of	our	members.	However,	some	of	our	member	charities	and	some	projects	funded,	focus	on	people	 
for	which	the	term	patient	is	not	used	e.g.	older	people	and	carers.

2 https://bit.ly/3khPXDz

https://bit.ly/3khPXDz
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In November, we produced a report on this round of the Joint Funding Scheme, 
including details of its evolution over time and findings from a member survey on 
their experiences of the most recent round. We also launched a fact sheet on the 
scheme, to promote it among charities and researchers.

Launching the successful JFS projects

In December, with the support of the Health Research Board, we held an online 
launch event to celebrate the successful projects and to raise the profile of the 
scheme. Minister for Health, Stephen Donnelly T.D., gave a live presentation at 
this event which was attended by charities, successful research applicants, future 
potential applicants, health research policy makers and members of the public. 
For the purposes of this event, we produced two videos highlighting the real-world 
impact of the scheme for the charities, researchers and patients. These highlighted 
the impact of the scheme for our member charities, researchers and patients. These 
videos featured interviews with HRCI members, Breakthrough Cancer Research and 
The Alzheimer Foundation of Ireland, patient representatives and researchers in 
Trinity College and the National Children’s Research Centre. 

The interviews can be found on our YouTube Channel The Alzheimer Society of Ireland /  
Breakthrough Cancer Research 

Minister for Health Stephen 
Donnelly T.D. speaking at the 

launch of the successful Joint 
Funding Scheme projects  

in December.

https://bit.ly/JFSASI
https://bit.ly/BCRJFS10
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Supporting and informing HRCI members to increase 
their capacity to engage in health research
Implementing strategic aim 3:

Bringing members together

We support our members on an on-going basis in response to their individual needs 
and 2020 was no exception. Covid-19 necessitated a move online for our Board and 
member meetings, however they continued to be integral to our efforts to provide 
opportunities for our members to share experiences, discuss challenges and 
learn from one another. A highlight of our meetings are the round table research 
information exchanges which sees members share what their organisations are 
working on. Many collaborations have developed between members as a result of 
this information sharing. 

This year we were delighted to welcome the following guest speakers to join us at 
our Board and Member meetings:

 y Catherine Curran, Dept of Jobs Enterprise and Innovation, who presented 
on Learnings from Innovation 2020 and the preparations for the 
successor strategy.  

 y Dr Martha Cahill, National Contact Point for Health, Enterprise Ireland, 
who presented on the EU Health Programmes and the opportunities  
for charities. 

 y Dr Lorraine Nolan ,CEO of Health Products Regulatory Authority 
(HPRA) and Dr Caitríona Fisher, Director of Quality, Scientific Affairs 
& Communications (HPRA) who presented on the role of the HPRA 
and opportunities for patient involvement.

 y Dr Jennifer Ralph Jones, Head of the National Office for Research Ethics 
Committees, who presented on the forthcoming Committees and the 
plans for PPI.

Catherine Curran,  
Dept. of Jobs, Enterprise 
and Innovation &  
Dr Martha Cahill,  
National Contact Point 
for Health, Enterprise 
Ireland presenting at the 
HRCI Board and member 
meeting, Feb 2020.
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Guiding research governance for charities 

In March, HRCI hosted a members-only workshop on the topic of Research 
Governance. The Irish Heart Foundation kindly lent us their meeting space to 
hold this workshop. It provided an opportunity for our members to discuss the 
importance of having a research strategy, the fundamentals of peer review,  
the roles of a research committee and how to address conflicts of interest in  
research governance.

It was a lively and thought-provoking workshop which was very well received by our 
member organisations. Participants came away more informed on best practice 
and with increased confidence in how to go about strengthening their organisation’s 
research governance.

Below are some of the comments we received through invited feedback  
on the workshop:

This was a really useful seminar that prompted me to consider a number  
of key issues and identify how I can address these in my organisation  
-  Dr Lesley O’Hara, General Manager, St John of God Research Foundation  

Excellent, interesting and very informative  
- Roisin Clark, Royal Victoria Eye & Ear Hospital Foundation  

Thought provoking and stimulating - will definitely inform my work in 
developing a research strategy that is meaningful – Anon

I am always very pleasantly surprised by how useful these sessions 
are - thank you for organising them – Dr Ruth Davis, Cystinosis Ireland

Dr Avril Kennan 
facilitating the Research 
Governance for Health 
Research Charities 
workshop in March
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Capturing the impact of Covid on health research

In May 2020, as a response to the Covid-19 pandemic, we conducted a survey of the 
eight Irish universities to better understand the impact of the pandemic on health 
research. The research support offices of all the universities generously shared 
their perspectives and understanding of the issues at that time for non-COVID health 
research studies and predicted what we might expect to see in the coming months. 

The results of the survey helped inform our member charities about what o expect 
with the projects that they were funding, in order to help them plan and to manage 
the expectations of their supporters. The survey results clearly demonstrated 
that the lack of access to physical research spaces and the inability to undertake 
studies involving people e.g. clinical or social science studies, were particularly 
big issues. The results also highlighted challenges in undertaking patient and 
public involvement (PPI) activities. In addition to circulating it to our members, we 
shared the results with the participating universities and also wider health research 
stakeholders. The findings were widely referred to as the country came to grips with 
the impact of Covid.

Findings from a May 2020 survey of Irish universities, 
on the impact of Covid-19 on health research.

https://bit.ly/HRCI_CovidSurvey
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Positively influencing Ireland’s development as  
an excellent place to do health research
Implementing strategic aim 4:

Managing the Irish Health Research Forum

HRCI manages the Irish Health Research Forum (IHRF), a partnership of 
organisations and stakeholders that works to positively influence health 
research in Ireland. The IHRF considers key health research issues and identifies 
constructive solutions at twice yearly meetings. It is nationally recognised for 
the quality of its events and the diversity of stakeholders it attracts. See more 
here: https://hrci.ie/ihrf/

The IHRF Steering Group comprises of stakeholders with significant profile and 
interest in health research and facilitates a coordinated approach to positively 
influencing the health research environment in Ireland. In 2020, the membership 
included representatives of Cancer Trials Ireland, the Health Service Executive, 
HRB-Clinical Research Coordination Ireland, the Irish Research Council, Irish 
Research Nurses & Midwives (IRNM), the Mater Hospital, National Children’s 
Research Centre, Science Foundation Ireland, Scipol, patient and public 
representatives and HRCI and its members, along with the Health Research  
Board attending as observers. 

Early in the year we published 
the report from the 2019 Irish 
Health Research Forum event– 
‘Working across Health Services 
and Academia - Challenges and 
Solutions for Health Research’.  
It contains seven recommendations, 
developed in consultation with 
the IHRF Steering Group, to 
improve health research. It was 
disseminated to over 650 health 
research stakeholders.

https://hrci.ie/ihrf/
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IHRF event: Advancing genomics research in Ireland

Genomics research has the power to unlock better and more personal healthcare for 
millions of Irish people. The IHRF St eering Group agreed that it was timely to hold 
event focused on what Ireland needs to do to harness the potential of genomics. As a 
result of Covid-19, the original event scheduled for May was postponed to November. 
It was the first of two IHRF events on this important topic, with the second 
scheduled for May 2021.

Run by an independent organisation (HRCI), with no agenda beyond putting patients 
at the centre of health research and overseen by a Steering Group of diverse and 
strong leaders, the IHRF is ideally placed to facilitate discussions on the big and 
sometimes challenging issues in Irish health research. This event was no exception. 
Genomics has become an emotive topic in Ireland in recent times and it was our 
hope that the event would help to encourage an inclusive, frank and respectful 
conversation about how Ireland can improve genomics research for the ultimate 
benefit of the Irish public and patients. 

The meeting was Chaired by Eibhlin Mulroe; CEO, Cancer Trials Ireland and featured 
Prof John Greally; Director of the Center for Epigenomics, Albert Einstein College of 
Medicine, New York City presenting on Investing in an Irish public genome project. 
This was followed by a panel discussion followed by audience Q&A. The panelists 
included Eileen O’Sullivan; Patient Representative, Prof Walter Kolch; Director, 
Systems Biology Ireland and Precision Oncology Ireland, Dr David Kavanagh; Director 
of Clinical Partnerships, Genuity Science and Dr James O’Byrne; Consultant in 
Biochemical/Clinical Genetics, The Mater Hospital. 

Who was in the room?
35302520151050

No. of respondents = 138

Clinician or health service employee

Data management/protection expert

Genomics/genetics researcher

Industry employee

Government body or state agency employee

Journalist

Other

Other researcher or research support employee

Patient or charity representative

Politician or their representative

A poll of attendees at the event revealed 
the diversity among attendees
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Given the necessity for this to be an online and a shorter than normal meeting, we 
took the decision to supplement the event with a discussion paper, capturing the 
views of people with a strong and informed interest in genomics, from across Irish 
society. The discussion paper contained 22 invited submissions from patients 
and patient representatives, clinicians, researchers, industry representatives and 
others. We thank them for the thought and time they put into their pieces. Despite 
views that are strongly held, there was a coherence in the thoughts that were 
expressed. Together, these pieces offer us a foundation of wisdom on which to build 
a better future for genomics research in Ireland.

Quotes from the discussion paper submissions:

The demographic history of the population 
has resulted in the Irish genome being 
particularly well suited for studies seeking 
to identify genetic predictors of disease  
risk and treatment – Gianpiero Cavalleri

Genomic sequencing needs to be  
widely available to avoid the anguish  
of the absence of a diagnosis – Colette Daly

Over the next decade, genomic data from 
many millions of patients will be generated 
within healthcare globally – Mark Lawlor

Genomics has unleashed a remarkable 
wealth of information for patients and 
importantly, the technology is available to 
translate this information into actionable 
insights for patients, personalising their 
care – Mary McGuire

For some patients, the information gained 
from whole genome analysis can save 
their life; in other cases, it adds new data 
for potential discoveries to help future 
patients – Verena Murphy and Eibhlin Mulroe

Not participating in this revolution is like 
throwing our Smartphones/iPhones away  
- Walter Kolch

Whilst the technology increased the 
sensitivity in analysing DNA and improved 
the diagnostic yield, it also revealed the 
extent of human normal variation which 
took us by surprise – Sally Ann Lynch

Genomic information is a modern Pandora’s 
box, holding a promise of contributing to 
better understanding and treatment of 
disease but, in the wrong hands, potentially 
impacting not just our own lives but those 
of our descendants – Robert O’Connor

Sharing of genomic data needs a balance 
between the benefit of sharing information 
in the research community, and the need to 
respect a research participant’s privacy  
– Andrew Green

A partnership of public institutions  
and commercial collaborators can,  
with safeguards, ensure that there is 
appropriate return to each, and to the 
primary investor – the patient/volunteer 
and their families – Paul Harkin

In return for allowing access to their data 
a patient could receive shares which they 
could use as payment for future healthcare 
services’ – Oran Rigby

We must continue to nurture the goodwill 
of the public and impart confidence by 
ensuring clear and full consent  
– Laura Brady

23
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Feedback from attendees at the IHRF

Very balanced discussion from a well selected panel. I think we 
may have reached a pivotal stage where cooperation across all 
stakeholders is possible. We should find a way to use this opportunity.  
– Prof Pat O’Mahony  

The importance of the role of the IHRF cannot be overstated at this 
time as continues to provide an excellent professional forum for 
stakeholders to engage with important issues in health research  
in Ireland. – Anon  

Events like these are great to bring all stakeholders to the table  
for discussing a constructive way forward. – Prof Walter Kolch,  
Director Systems Biology Ireland and Precision Oncology Ireland, UCD 

24
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HRCI produces reports for all IHRF meetings which can be found on the HRCI 
website (www.hrci.ie/ihrf) along with agenda’s and recommendations.

Advocating for improvements in the health research 
environment

Together our members represent over 1 million Irish patients. They work relentlessly 
to improve the lives of the people they represent, through research. HRCI’s role as 
an umbrella organisation makes us perfectly placed to understand their role and 
needs and we use this knowledge to advocate for improvements to the Irish health 
research environment, through working with policy makers, politicians and many 
other stakeholders. 

Ahead of the 2020 General Election, HRCI created a campaign document containing 
5 recommendations for politicians, to improve the lives of Irish patients. These 
recommendations included an increase in investment in clinical research in Ireland, 
the undertaking of a national information campaign on the value of health research, 
the establishment of a National Federation of Patient Registries, the development 
of a National Genomics Strategy and a call to support a National Engaged Research 
Hub. These recommendations were based on our 2019 Position Paper, Research for a 
Healthier Ireland. We ensured that the campaign document was widely distributed to 
all electoral candidates as well as our members and following the election contacted 
the health spokespeople across all parties to reiterate our recommendations.

http://bit.ly/HRCIpositionpaper
http://bit.ly/HRCIpositionpaper
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HRCI were also very active in engaging more widely with many stakeholders and 
partners this year to represent our members and advocate for improvements to the 
health research environment. Of particular note: 

 y We consulted on the Children’s Health Ireland (CHI) Strategy for 
Research for 2021-2025.  

 y We worked with journalist Regina Lavelle, leading to the publication of 
an article in the Irish Independent focused on the impact of Covid on 
health research charities.  

 y We worked with EURORDIS (the European Organisation for Rare 
Diseases) on a Chan Zuckerberg Initiative-funded project, to support 
rare disease patient organisations in the development of registries. 

 y We were quoted in Noteworthy & The Journal articles on genomics  
in Ireland. 

 y We participated in a Roche-led ‘Future Proofing Healthcare – 
Personalised Healthcare’ expert panel.

 y A number of organisations, including the Irish Brain Council and  
The Wheel used our 2019 Position Paper in their own 2020 advocacy  
and communications.

 y We provided PPI advice to the National Office for Research  
Ethics Committees.

 y We engaged strongly on Twitter and saw our profile grow by just  
under 500 new followers.

 y We coordinated an extensive 
group of PPI experts and UK 
charities to host 
a Tweetchat on PPI in industry, 
resulting in over ¼ million 
impressions. 

 y We continued to share many 
updates on health research-
related topics via email, blog 
posts, newsletters and social 
media with our members and 
other stakeholders.

We are strong supporters of our members and other stakeholders in our 
communications, particularly on social media where we champion their 
successes and, in this case, highlighted the impact that Covid was having.
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Supporting rare diseases

Approximately one third of HRCI members represent patients with rare 
diseases. While there are over 6,000 documented rare diseases, taken together 
it is not unusual to be affected by a rare disease. Such conditions are extremely 
variable in how they affect a person but people living with rare diseases have many 
challenges in common. These include a lack of research into their condition, lack of 
medical expertise, lack of treatments or cures and, often, social isolation. For these 
reasons, HRCI remains very committed to supporting improved research into rare 
diseases. In 2019, HRCI continued to provide the secretariat for the Rare Disease 
Taskforce, which is a partnership between HRCI, IPPOSI and Rare Diseases Ireland. 

HRCI was delighted to contribute a research piece to An Easy Guide for Rare 
Diseases in Ireland, published in February 2020 to coincide with Rare Disease Day. 
The guide provides an overview of rare diseases in Ireland, outlines rare disease 
priorities for Government and tells 16 stories of people and families affected by  
rare diseases.

We would like to thank our partners in the Rare Disease Taskforce, Rare Diseases 
Ireland and IPPOSI. We offer particular gratitude to the Chair of the Taskforce, Philip 
Watt and his colleagues in Cystic Fibrosis Ireland who drove the development and 
publication of this guide. 

Ahead of the publication of the new Programme 
for Government 2020, together with our Rare 
Disease Taskforce partners, we advocated for 
the inclusion of issues of importance to the 
Rare Disease community. These included full 
implementation of the National Rare Disease 
Plan (NRDP), additional resources for prevention, 
diagnosis and care, improved access to new and 
innovative medications for rare diseases and 
improved leadership and infrastructure in genetic 
and genomic medicine.

We were delighted to see a focus on Rare 
Diseases in the Programme for Government in 
response to our advocacy, which included the 
publishing of an updated National Rare Diseases 
Plan, the promotion of research and, in particular 
clinical trials, which are key to improving 
the prevention, diagnosis and treatment of 
rare diseases, the enacting of the National 
Research Ethics Committee Bill, establishment 
of a National Genetics and Genomics Medicine 
Network and support for the medical genetics 
service in Our Lady’s Children Hospital, Crumlin.An Easy Guide for Rare 

Diseases in Ireland

https://bit.ly/RDEasyGuide2020
https://bit.ly/RDEasyGuide2020
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HRCI governance
To HRCI, good governance means being clear in our objectives, ethical and 
transparent in our dealings, accountable to our stakeholders and compliant with 
legal requirements. It is a way of working rather than a tick box exercise. It is about 
a commitment, from the Directors down, to operate in the best way at all times, for 
the benefit of all HRCI member organisations and patients living in Ireland. As an 
umbrella organisation for other charities, it is particularly important that HRCI acts 
as a positive example in all aspects of governance. We have built the trust of our 
members and funders and we work hard to retain that trust.

Overview of  
HRCI Governance:

 y We are fully compliant with the Charities 
Regulator Governance code.

 y Our Board of Directors meets six times  
per year to oversee all aspects of our 
activities and finances.  

 y We have a Staff & Finance Committee 
which meets six times per year .

 y We have an Advocacy and  
Communications Committee which  
meets four times per year.

 y We undergo an independent audit annually.

 y We produce publicly available annual 
accounts which are SORP compliant  
(in line with the Statement of 
Recommended Practice, Accounting  
and Reporting by Charities). 

 y We produce in-depth annual reports, 
reviewing our achievements against  
our strategic goals.

 y We are compliant with all relevant 
legislation, including the Charities Act 
2009, the Companies Act 2014, the 
Lobbying Act 2015 and all HR legislation.

 y At the end of 2019 we developed a strong 
strategy, 2020-23, entitled Together for 
Better Health Research

HRCI Structure:

Board of 
Directors

CEO

Operations 
Manager

Events & 
Comms 

Coordinator

Research 
Support 
Officer

Staff & Finance 
committee

Advocacy & 
Comms 

committee
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HRCI Board of Directors 2019
There is no remuneration of Directors and all work is done on a voluntarily basis.
The table below outlines the attendance of the Directors at HRCI Board meetings.

HRCI Subcommittees
The Staff and Finance Committee is a sub-
committee of the Board of HRCI. The role of 
the committee is to consider all issues related 
to staff, finance and governance and to make 
recommendations to the Board of HRCI on  
these topics. 

In 2020, the Staff and Finance Committee  
was composed of the following members:

Avril Kennan, HRCI
Suzanne McCormack, Irish Thoracic Society
Jonathan O’Connell, Huya Biosciences 
(Treasurer)
Jacinta O’Connor, NCRC (Secretary)
Robert O’Connor, Irish Cancer Society
Michael Walsh, HSE
Philip Watt, CF Ireland (Committee Chair)

The Advocacy and Communications Committee 
offers support and guidance for members as 
well as keeping members up to date on Ireland’s 
advocacy landscape and providing opportunities 
to engage in further advocacy activities.

In 2020, the Committee was composed of the 
following members:

Fiona Aherne, DEBRA Ireland 
Caitriona Dunne, Fighting Blindness (On Leave)
Patrick Geoghegan, Epilepsy Ireland
Avril Kennan, HRCI
Brian Lynch, Arthritis Ireland (Committee Chair)  
Suzanne McCormack, Irish Thoracic Society
Bernadette Rock, The Alzheimer Society  
of Ireland
Neil Ward, Fighting Blindness
Philip Watt, CF Ireland

Staff attending by invitation:  
Linda McGrath (HRCI) 

The following Table shows directors year of appointment  
and attendance at 2019 board meetings

Laura Brady  5 of 6

Sinead Hickey  6 of 6

Geraldine Kelly  3 of 6

Jacinta Kelly (Secretary)  6 of 6

Brian Lynch*  3 of 6

Suzanne McCormack (Chair)  6 of 6

Jonathan O'Connell (Treasurer)  6 of 6

Robert O'Connor  4 of 6

Bernadette Rock  4 of 6

Michael Walsh  4 of 6

Philip Watt  5 of 6

*Appointed 16th June 2020
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Acknowledgements for Funding

HRCI would like to thank our funders without whose support we would not 
have been able to function in 2020:   

HRCI were successful in applying for Pobal SSNO funding 2019- 2022.  
This award supports the salaries of the Events and Communications 
Coordinator and the Research Support Officer.

HRCI are in receipt of HRB multiannual funding.  We were successful in our 
HRB application for a funding renewal for the period of 2020-2024 ensuring 
continued financial stability in the coming years. 

Company Details

Charity Number: CHY 15386 
Company Number: 377794 
Company Address:  
HRCI, Digital Office Centre,  
12 Camden Row,  
Dublin 8, D08R9CN

Contact Details: Avril@hrci.ie

Audited Accounts

Abridged Annual accounts 2020.  
Full accounts for 2020 are available on HRCI website www.HRCI.ie

mailto:Avril@hrci.ie
http://www.hrci.ie
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Financial statements

Directors’ Report

Directors Responsibilities statement

Independent Auditor’s report to the members

Statement of Financial Activities

Balance Sheet
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Directors Report
The directors present their annual report and audited financial statements for the year  
ended 31 December 2020.

Reference and Administrative Details

The organisation is a charitable company with 
a registered office at Digital Office Centre, 
12 Camden Row, Dublin 8. The company’s 
registration number is 377794.

The charity has been granted charitable tax 
status under Sections 207 and 208 of the Taxes 
Consolidation Act 1997, Charity No CHY 15386 
and is registered with the Charities Regulatory 
Authority, Registered Charity Number 
20052973.

Directors

The names of persons who at any time during 
the financial year and since the year end unless 
otherwise stated were directors/trustees of the 
company are as follows:

Suzanne McCormack (Chairperson) 

Jonathan O’Connell (Treasurer) 

Jacinta Kelly (Secretary)

Laura Brady

Sinéad Hickey 

Geraldine Kelly 

Robert O’Connor

Michael Walsh 

Philip Watt

Bernadette Rock

Brian Lynch (Appointed 16 June 2020) 

Principal Activities and Objectives

The main objects of the company are to inform, 
facilitate and support those charities in Ireland 
that are undertaking medical research in the 
development of their research function.

The activities are funded by the receipt of 
grants, awards, corporate support, member 
subscriptions and levies.

As an umbrella body, our members represent 
well over 1 million patients in Ireland. Health 
Research Charities Ireland CLG (HRCI) promotes 
a dynamic medical research environment in 
Ireland, seeking a greater understanding of 
how illness can be prevented, how it can be 
diagnosed earlier and treated more effectively, 
with the ultimate goal of improving the whole 
nation’s health.

Financial review, achievements and 
performance

At the start of 2020, we published our new HRCI 
strategy 2020-2023, entitled Together for Better 
Health Research with the following strategic 
goals.

1. Ensure impactful health research through 
increased patient and public involvement 
(PPI).

2. Facilitate an increase in the quantity and 
quality of health research through the 
Joint Funding Scheme.

3. Support and inform HRCI members, to 
increase their capacity to engage in health 
research. 

4. Positively influence Ireland’s development 
as an excellent place to do health 
research.

http://bit.ly/HRCIstrategy20-23
http://bit.ly/HRCIstrategy20-23
http://bit.ly/HRCIstrategy20-23
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Despite the challenges of Covid 19, we remained 
focused on working towards these goals, 
continuing with the core activities and also  
re-focusing some of our activities in response 
to the current needs. 

We particularly focused on how we can play 
to our strengths to communicate evidence-
based (and public health messaging aligned) 
information about COVID-19, being conscious 
that it brings with it the chance for more 
appreciation of health research.

Some highlights of our activities in 2020 are 
outlined below.

Public and Patient Involvement in 
Research (PPI)
PPI is research carried out ‘with’ or ‘by’ patients/
members of the public rather than ‘to’, ‘about’ 
or ‘for’ them. PPI improves the quality and 
relevance of research and occurs when patients/
members of the public meaningfully and actively 
collaborate in the governance, priority setting, 
conduct of research, and appropriately applying 
its resulting knowledge. A key HRCI strategic aim 
for 2020-2023 is to ‘Ensure impactful health 
research through increased patient and public 
involvement (PPI)’. HRCI aim to prioritise support 
for our members as they involve their respective 
communities in their own research decision-
making and as they facilitate researchers to 
undertake PPI.

One of our major activities in this area was our 
continued facilitation of our members PPI Shared 
Learning Group with notable increase in member 
PPI activities during the year.

In January, we held a briefing on PPI in industry-
led research, the speakers at which included 
representatives from IPHA (Irish Pharmaceutical 
and Healthcare Association), HRCI member 
charities and UK PPI experts. Following on from 
this, we coordinated an extensive group of PPI 
experts and UK charities to host a Tweetchat 
on PPI in industry, resulting in over ¼ million 
impressions.

We also continued and strengthened excellent 
partnerships with all five PPI Ignite initiatives 
(who support PPI in universities) in TCD, DCU, UL, 
NUIG and UCD. We were selected as one of 10 
national partners on a planned new National PPI 
Network and represented all the partners at a 
meeting of international reviewers to assess the 
grant. This will be a five year project funded by the 
HRB, involving all universities and led by NUIG. We 
will also continue to be a local partner to DCU and 
UL PPI Ignites. 

In partnership with TCD PPI Ignite, we developed 
a PPI toolkit, and launched it at the UL PPI Ignite 
Summer School: https://bit.ly/HRCIPPItoolkit.   
The toolkit is a comprehensive document written 
to help health research charities develop an initial 
workshop with PPI contributors. As part of this 
launch, we also produced a video on the need 
for and value of the PPI toolkit. It has been very 
well received and is being used by our member 
organisations, as well as external organisations. 

Irish Health Research Forum (IHRF)

The IHRF was established by Health Research 
Charities Ireland in 2014. The Forum considers key 
health research issues and identifies constructive 
solutions at twice yearly meetings. We strongly 
value the on-going guidance of an exceptional 
Steering Group of leaders in health research and 
the Forum is nationally recognised for the quality 
of its events and the diversity of stakeholders it 
attracts. See more here: https://hrci.ie/ihrf/

Early in the year we published the report from 
the 2019 Irish Health Research Forum event– 
‘Working across Health Services and Academia 
- Challenges and Solutions for Health Research’. 
It contains seven recommendations, developed 
in consultation with the IHRF Steering Group, to 
improve health research.  It was disseminated to 
over 650 health research stakeholders.

Despite the limitations of Covid-19, in November 
we held an IHRF event via webinar on the Future 
of Genomics Research. The event was supported 
with a discussion paper including 21 invited 
submissions. This brought together a broad range 

https://bit.ly/HRCIPPItoolkit
https://hrci.ie/ihrf/
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of perspectives and the emerging themes were 
summarised at the event. 176 people attended 
which was our largest ever IHRF attendance.  
We also produced and disseminated videos  
from the event.

Joint Funding Scheme
HRCI manage the Joint Funding Scheme In 
partnership with HRB (Health Research Board). 
See more here: https://hrci.ie/joint-funding-
scheme/.

In June, 12 HRCI member charities submitted a 
total of 31 projects to the Joint Funding scheme. 
The projects were assessed through a zoom panel 
meeting with 10 projects approved for funding.  

In November, we produced a report on this round 
of the Joint Funding Scheme, including details 
of its evolution over time and findings from a 
member survey on their experiences of the most 
recent round. We also launched a fact sheet on 
the scheme, to promote it among charities  
and researchers.

In December, with the support of the Health 
Research Board, we held an online launch event to 
celebrate successful projects and raise the profile 
of the scheme. Minister for Health, Stephen 
Donnelly gave a live presentation at this event 
which was also attended by charities, successful 
research applicants, future potential applicants, 
health research policy makers and members of the 
public. For the purposes of this event we produced 
two videos highlighting the real-world impact of 
the scheme for the charities, researchers  
and patients. 

Other Events
In early March, we held a member-only  
workshop on the topic of Research Governance. 
This interactive workshop provided an 
opportunity for our members to learn more 
about peer review, research committees, 
conflicts of interest and research strategies.  

Other Member Support
We provided much one-to-one support to our 
members over the course of the year. Although 
our board and member meetings were held online 
from March, we continued where possible, with 
the practice of inviting expert speakers to our 
meetings. The speakers over the course of the 
year included i) Representatives from Dept of Jobs 
Enterprise and Innovation, ii) National Contact 
Point for Health, Enterprise Ireland, iii) CEO Health 
Products Regulatory Authority, iv) The Head of the 
National Office for Research Ethics Committees.

During 2020, We undertook two surveys on the 
Impact of COVID-19 on health research – one with 
Irish Universities (eight participating universities) 
and one with HRCI members. 

• A key finding from the Irish University 
survey was that Health Research was 
operating at an estimated 46% capacity 
relative to normal. 

• The HRCI members survey showed a 
reduction in charity fundraising and in 
patients participating in clinical research. 
Also, significant delays to charity funded 
research projects were reported.

Governance
HRCI is fully compliant with the Charities 
Governance Code. Full compliance was initially 
approved by the board at a meeting on October 
23rd 2019.  Since then and in line with the 
guidelines, we continually review and approve 
our policies and practises as per documented 
review schedule. All updated policies are approved 
by the Staff & Finance committee.  In 2020. 
we developed a new board competency matrix 
and also reviewed and approved The Employee 
Handbook, The Risk Register and the Terms of 
Reference for the Staff & Finance Committee and 
the IHRF Steering Group.

https://hrci.ie/joint-funding-scheme/
https://hrci.ie/joint-funding-scheme/
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Funding
HRCI income wasn’t negatively impacted by 
Covid 19 in 2020. We received all of our planned 
funding grants from HRB (€75,000), POBAL Grants 
(€89,533) and other Grant Income (€5,633). We had 
four new membership applications in 2020 which 
brought our membership income to €38,045  
(2019: €29,549)

We were successful in our HRB application for 
a funding renewal for the period of 2020-2024 
ensuring continued financial stability in the 
coming years.

Assets and liabilities and financial position
The financial results are set out on page 9 of the 
financial statements. The retained surplus for the 
year amounted to €3,536, (2019: €28,058). 

At the end of the year the company had assets 
of €193,996 (2019: €205,786) and liabilities of 
€18,826 (2019: €34,152). The net funds increased 
to €175,170 (2019: €171,634). Of the net funds at 31 
December 2020 €1,305 of this is attributable to 
restricted funds.

Principal risks and uncertainties
The Directors have identified that the key risks 
and uncertainties the company faces relate to 
the risk of reduced funding in the future and the 
potential increase in compliance requirements 
in accordance with company, health and safety, 
taxation and other legislation;

The company mitigates these risks as follows:

i) The company continually monitors the  
level of activity, prepares and monitors its 
budgets targets and projections. 

ii) The company closely monitors emerging
changes to regulations and legislation on an 
ongoing basis.

Internal control risks are minimised by the 
implementation of procedures for authorisation 
of all transactions and projects. Procedures are in 
place to ensure compliance with health and safety 
of staff.

In addition, the staff and finance committee 
review the risk register on an annual basis.

Future developments
The company plans to continue and expand the 
activities outlined above in the forthcoming years 
subject to satisfactory funding arrangements.

Structure, Governance and Management
The organisation is a charitable company limited 
by guarantee. The company does not have a 
share capital and consequently the liability of 
members is limited, subject to an undertaking 
by each member to contribute to the net assets 
or liabilities of the company on winding up such 
amounts as may be required not exceeding €1.27.

The charity was established under a Memorandum 
of Association which established the objects and 
powers of the charitable company and is governed 
under its Articles of Association and managed by a 
Board of Directors who meet several times a year.

Health Research Charities Ireland CLG believe 
good governance means being clear in our 
objectives, ethical and transparent in our dealings, 
accountable to our stakeholders and compliant 
with legal requirements. It is a way of working 
rather than a tick box exercise. It is about a 
commitment, from the Directors down, to operate 
in the best way at all times, for the benefit of all 
patients, member organisations and stakeholders. 
As an umbrella organisation for other charities, 
it is particularly important that Health Research 
Charities Ireland CLG acts as a positive example in 
all aspects of governance. We have built the trust 
of our members and funders and we must work 
hard to retain that trust.

Subcommittees
Health Research Charities Ireland CLG has 2 
subcommittees composed of HRCI members 
which help guide and oversee the organisation.

i) Staff and Finance Subcommittee 
The role of this committee is to consider 
all issues related to staff, finance and 
governance and where necessary to make 
recommendations to the Board of HRCI. 
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The committee meets prior to each board 
meeting – 6 times per year. Key matters 
that can be considered by the committee 
include the following: Budgets and Financial 
statements, Recruitment, Human Resource 
Issues, including sensitive issues where it is 
inappropriate for a detailed board discussion, 
Governance of HRCI, other issues of major 
concern to the HRCI 

ii) Advocacy and Communications 
Subcommittee 
The role of this committee is to advise 
and make recommendations to the HRCI 
board on Public Affairs, Advocacy and 
Communications issues, to input into the 
Communications and Advocacy strategy 
for the HRCI going forward and to help 
position the HRCI as a critical player in health 
research in Ireland and by doing so increase 
the profile of medical research in Ireland. 

Attendance at Board meetings:
The HRCI Board of directors met six times in 2020. 
Attendance at these meetings by Board members 
is indicated by a tick in the following table:

Name 5 Feb 2 Apr 10 June 16 Sep 21 Oct 10 Dec

Suzanne McCormack √ √ √ √ √ √

Jonathan O’Connell √ √ √ √ √ √

Jacinta Kelly √ √ √ √ √ √

Laura Brady √ √ √ √ √

Sinéad Hickey √ √ √ √ √ √

Geraldine Kelly √ √ √

Robert O’Connor √ √ √ √

Michael Walsh √ √ √ √

Philip Watt √ √ √ √ √

Bernadette Rock √ √ √ √

Brian Lynch* √ √ √

 
*Appointed 16 June 2020

Accounting records
The measures taken by the directors to secure 
compliance with the requirements of sections 
281 to 285 of the Companies Act 2014 with 
regard to the keeping of accounting records 
are the implementation of necessary policies 
and procedures for recording transactions, the 
employment of competent accounting personnel 
with appropriate expertise and the provision of 
adequate resources to the financial function.  
The accounting records of the company are 
located at the registered office.
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Relevant audit information
In the case of each of the persons who are 
directors at the time this report is approved  
in accordance with section 332 of Companies  
Act 2014:

• so far as each director is aware, there is 
no relevant audit information of which the 
company’s statutory auditors are unaware, 
and

• each director has taken all the steps that 
he or she ought to have taken as a director 
in order to make himself or herself aware 
of any relevant audit information and to 
establish that the company’s statutory 
auditors are aware of that information.

Auditors
In accordance with Section 383 (2) of Companies 
Act 2014, the auditors, McCloskey & Co, have 
indicated their willingness to continue in office.

This report was approved by the board of directors 

on   ........................................ 

and signed on behalf of the board by:

Director 

     

...........................................................

Director

...........................................................
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Directors responsibilities statement

The directors are responsible for preparing  
the directors report and the financial 
statements in accordance with applicable  
Irish law and regulations.

Irish company law requires the directors to 
prepare financial statements for each financial 
year. Under the law, the directors have 
elected to prepare the financial statements in 
accordance with the Companies Act 2014 and 
FRS 102 “The Financial Reporting Standard 
applicable in the UK and Republic of Ireland” 
issued by the Financial Reporting Council. 
Under company law, the directors must not 
approve the financial statements unless they 
are satisfied that they give a true and fair view 
of the assets, liabilities and financial position 
of the company as at the financial year end 
date and of the profit or loss of the company 
for the financial year and otherwise comply 
with the Companies Act 2014.

In preparing these financial statements,  
the directors are required to:

 y select suitable accounting policies and 
then apply them consistently;

 y make judgments and accounting 
estimates that are reasonable and 
prudent;

 y state whether the financial statements 
have been prepared in accordance with 
applicable accounting standards, identify 
those standards, and note the effect and 
the reasons for any material departure 
from those standards; and

 y prepare the financial statements on 
the going concern basis unless it is 
inappropriate to presume that the 
company will continue in business.

The directors are responsible for ensuring 
that the company keeps or causes to be kept 
adequate accounting records which correctly 
explain and record the transactions of the 
company, enable at any time the assets, 
liabilities, financial position and profit or 
loss of the company to be determined with 
reasonable accuracy, enable them to ensure 
that the financial statements and directors 
report comply with the Companies Act 
2014 and enable the financial statements 
to be audited. They are also responsible for 
safeguarding the assets of the company and 
hence for taking reasonable steps for the 
prevention and detection of fraud and other 
irregularities.

The directors are responsible for the 
maintenance and integrity of the corporate 
and financial information included on the 
company’s website. Legislation in the Republic 
of Ireland governing the preparation and 
dissemination of financial statements may 
differ from legislation in other jurisdictions.
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Independent auditor’s report 

Opinion
We have audited the financial statements of 
Health Research Charities Ireland CLG (the 
‘company’) for the year ended 31 December 2020 
which comprise the Statement of Financial 
Activities, the Balance Sheet and notes to the 
financial statements, including a summary of 
significant accounting policies set out in note 
3. The financial reporting framework that has 
been applied in their preparation is applicable 
Irish law and Accounting Standards, including 
Financial Reporting Standard 102 The Financial 
Reporting Standard applicable in the UK and 
Republic of Ireland as modified by the Statement 
of Recommended Practice “Accounting and 
Reporting by Charities” effective 1 January 2015.

In our opinion, the financial statements:

 y give a true and fair view of the assets, 
liabilities and financial position of the 
company as at 31 December 2020 and of 
its net income for the year then ended;

 y have been properly prepared in 
accordance with Financial Reporting 
Standard 102 The Financial Reporting 
Standard applicable in the UK and 
Republic of Ireland; and

 y have been prepared in accordance with 
the requirements of the Companies  
Act 2014. 

Basis for opinion
We conducted our audit in accordance with 
International Standards on Auditing (Ireland) (ISAs 
(Ireland)) and applicable law. Our responsibilities 
under those standards are further described in 
the Auditor’s responsibilities for the audit of the 
financial statements section of our report. We 
are independent of the company in accordance 
with the ethical requirements that are relevant to 
our audit of the financial statements in Ireland, 
including the Ethical Standard as issued by the 
Irish Auditing and Accounting Service Authority 

(“IAASA”) Ethical Standard and we have fulfilled our 
other ethical responsibilities in accordance with 
these requirements. 

We believe that the audit evidence we have 
obtained is sufficient and appropriate to provide  
a basis for our opinion.

Conclusions relating to going concern

We have nothing to report in respect of the 
following matters in relation to which the ISAs 
require us to report to you where:

 y the directors’ use of the going concern 
basis of accounting in the preparation 
of the financial statements is not 
appropriate; or

 y the directors have not disclosed in the 
financial statements any identified 
material uncertainties that may cast 
significant doubt about the company’s 
ability to continue to adopt the going 
concern basis of accounting for a period 
of at least twelve months from the 
date when the financial statements are 
authorised for issue. 

Other information
The other information comprises the information 
included in the directors’ report, other than the 
financial statements and our auditor’s report 
thereon. The directors are responsible for the 
other information. Our opinion on the financial 
statements does not cover the other information 
and, except to the extent otherwise explicitly 
stated in our report, we do not express any form 
of assurance conclusion thereon. In connection 
with our audit of the financial statements, our 
responsibility is to read the other information 
and, in doing so, consider whether the other 
information is materially inconsistent with 
the financial statements or our knowledge 
obtained in the audit or otherwise appears to 
be materially misstated. If we identify such 
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material inconsistencies or apparent material 
misstatements, we are required to determine 
whether there is a material misstatement in the 
financial statements or a material misstatement 
of the other information. If, based on the work 
we have performed, we conclude that there is a 
material misstatement of this other information, 
we are required to report that fact.
We have nothing to report in this regard.

Opinions on other matters prescribed by 
Companies Act 2014

In our opinion, based on the work undertaken in 
the course of the audit:

 y we have obtained all the information 
and explanations which we consider 
necessary for the purposes of our audit;

 y the accounting records of the Company 
were sufficient to permit the financial 
statements to be readily and  
properly audited;

 y the financial statements are in 
agreement with the accounting records; 

 y the information given in the Directors’ 
Report is consistent with the financial 
statements; and

 y the Directors’ Report has been prepared 
in accordance with the Companies  
Act 2014. 

Matters on which we are required to report  
by exception

Based on the knowledge and understanding of 
the Company and its environment obtained in the 
course of the audit, we have not identified any 
material misstatements in the directors’ report.

The Companies Act 2014 requires us to report to 
you if, in our opinion, the disclosures of directors’ 
remuneration and transactions required by 
sections 305 to 312 of the Act are not made.  

We have nothing to report in this regard.

Responsibilities of directors for the financial 
statements

As explained more fully in the Directors’ 
Responsibilities Statement set out on page 6, 
the directors are responsible for the preparation 
of the financial statements and for being 
satisfied that they give a true and fair view, 
and for such internal control as the directors 
determine is necessary to enable the preparation 
of financial statements that are free from 
material misstatement, whether due to fraud 
or error. In preparing the financial statements, 
the directors are responsible for assessing the 
company’s ability to continue as a going concern, 
disclosing, as applicable, matters related to 
going concern and using the going concern basis 
of accounting unless the directors either intend 
to liquidate the company or to cease operations 
or have no realistic alternative but to do so.

Auditor’s responsibilities for the audit of the 
financial statements

Our objectives are to obtain reasonable assurance 
about whether the financial statements as a 
whole are free from material misstatement, 
whether due to fraud or error, and to issue 
an auditor’s report that includes our opinion. 
Reasonable assurance is a high level of assurance 
but is not a guarantee that an audit conducted 
in accordance with ISAs (Ireland) will always 
detect a material misstatement when it exists. 
Misstatements can arise from fraud or error and 
are considered material if, individually or in the 
aggregate, they could reasonably be expected to 
influence the economic decisions of users taken 
on the basis of these financial statements.

A further description of our responsibilities 
for the audit of the financial statements 
is located on the IAASA website at: http://
www.iaasa.ie/getmedia/b2389013-1cf6-458b-
9b8f-a98202dc9c3a/Description_of_auditors_
responsiblities_for_audit.pdf. This description 
forms part of our audit report.

http://www.iaasa.ie/getmedia/b2389013-1cf6-458b-9b8f-a98202dc9c3a/Description_of_auditors_responsiblities_for_audit.pdf
http://www.iaasa.ie/getmedia/b2389013-1cf6-458b-9b8f-a98202dc9c3a/Description_of_auditors_responsiblities_for_audit.pdf
http://www.iaasa.ie/getmedia/b2389013-1cf6-458b-9b8f-a98202dc9c3a/Description_of_auditors_responsiblities_for_audit.pdf
http://www.iaasa.ie/getmedia/b2389013-1cf6-458b-9b8f-a98202dc9c3a/Description_of_auditors_responsiblities_for_audit.pdf
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The purpose of our audit work and to whom we 
owe our responsibilities

This report is made solely to the company’s 
members as a body in accordance with Section 
391 of the Companies Act 2014. Our audit work 
has been undertaken so that we might state to 
the company’s members those matters that we 
are required to state to them in the audit report 
and for no other purpose. To the fullest extent 
permitted by law, we do not accept or assume 
responsibility to anyone other than the company 
or the company’s members as a body for our 
audit work, for this report, or for the opinions  
we have formed.

Thomas McCloskey

For and on behalf of
McCloskey & Co
Chartered Accountants & Statutory Auditor
Apex Business Centre
Blackthorn Road
Sandyford
Dublin 18
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Statement of Financial Activities
As at 31 December 2020

Un- 
restricted 
funds 

Restricted 
funds Total

Un- 
restricted 
funds 

Restricted 
funds Total

2020 2020 2020 2019 2019 2019

Incoming resources:

Membership and  
subscriptions €38,045 €0 €38,045 €29,549 €0 €29,549

5% Levy on the Joint  
Funding Scheme €0 €0 €0 €62,777 €0 €62,777

Corporate  
sponsorship €0 €0 €0 €0 €2,500 €2,500

HRB funding €37,500 €37,500 €75,000 €75,000 €0 €75,000

SSNO Project -  
Pobal funding €0 €89,533 €89,533 €0 €85,154 €85,154

Other income  
and awards €3,671 €5,633 €9,304 €8,045 €3,066 €11,111

€79,216 €132,666 €211,882 €175,371 €90,720 €266,091

Resources expended:

Programme expenses €2,863 €89,607 €92,470 €15,704 €92,557 €108,261

Operational expenses €74,122 €41,754 €115,876 €129,773 €0 €129,773

€76,985 €131,361 €208,346 €145,477 €92,557 €238,034

Net movements in  
funds for the year €2,231 €1,305 €3,536 €29,894 (€1,836) €28,058

Reconciliation  
of funds

Balances brought  
forward at  
1 January 2020 €171,634 €0 €171,634 €143,576 €0 €143,576

Transfer  
between funds €0 €0 €0 (€1,836) €1,836 €0

Balances carried  
forward at  
31 December 2020 €173,865 €1,305 €175,170 €171,634 (€0) €171,634
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Balance Sheet
As at 31 December 2020

The financial statements were approved by the board of directors on 

............................................

and signed on behalf of the board by: 

Director    ............................................ Director    ............................................

2020 2019

€ € € €

Fixed assets
Tangible assets 1,226 301

1,226 301

Current assets
Debtors 4,232 3,626

Cash at bank and in hand 188,538 201,859

192,770 205,485

Creditors:  
amounts falling due  
within one year

(18,826) (34,152)

Net current assets 173,944 171,333

Total assets less current  
liabilities 

175,170 171,634

Net assets 175,170 171,634

Capital and reserves

Restricted funds 1,305 0

Unrestricted funds 173,865 171,634

Members funds 175,170 171,634
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