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A message from our CEO and 
Chairperson 
 

“When we facilitate these broad forms of involvement by our 
members in research, what we consistently observe is that the 
quality of the conversations improve, the research becomes more 
relevant to patients and we slowly move towards a public that is 
more informed about the purpose and value of health research”  

2018 was a year of high activity and much progress for the MRCG. Fourteen exciting research projects were funded through 

our Joint Funding Scheme with the HRB, two impactful Irish Health Research Forum events were held and we did much to 

support our members in their research activities, including publishing a number of well-received Guides.  

We placed a large focus on Patient and Public Involvement (PPI) in research over the course of the year. Our work in this area 

primarily focused on our PPI Shared Learning Group, through which we worked closely with our members to both support 

and learn from them, in relation to a myriad of PPI activities. Our close working relationships with the university-based PPI 

Ignite programmes also proved extremely fruitful.  

While these elements of our work represent our obvious focus on PPI, increasingly we have begun to consider other aspects 

of what we do as part of the involvement spectrum. For example, through our valued Joint Funding Scheme, we are 

facilitating the funding of research projects which have been prioritised by our members as of relevance and importance to 

patients. In addition, through our running of the Irish Health Research Forum, the only such multi-stakeholder forum of its 

kind in Ireland, we are ensuring that the valuable perspectives of our members and the communities they represent are kept 

at the heart of national policy discussions on health research.  

When we facilitate these broad forms of involvement by our members in research, what we consistently observe is that the 

quality of the conversations improve, the research becomes more relevant to patients and we slowly move towards a public 

that is more informed about the purpose and value of health research. We will work towards the increased inclusion of our 

members in all aspects of health research decision-making in 2019 and beyond. 

We would like to give particular thanks to Philip Watt, CEO of Cystic Fibrosis Ireland, who was MRCG Chairperson for most of 

2018, prior to Suzanne taking up the role. Philip’s leadership over 2017 and many years prior, was hugely valued by the Board, 

staff and members alike.  

. 

 

 

 

                                        Suzanne McCormack                                                       Dr Avril Kennan 

                                            Chairperson MRCG                                                            CEO MRCG 
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About the MRCG  

 

The Medical Research Charities Group (MRCG), is the national organisation of charities active in medical and health research. 

The MRCG promotes a vibrant, dynamic, patient-led medical research environment in Ireland.  We work with our members 

and other stakeholders, taking a bottom-up, consensual approach, with an emphasis on partnering with external 

organisations and international networks. We advocate for a strong health research environment in Ireland and encourage 

and support our members to be active contributors to health research.  

Our Vision 

The MRCG will provide a leading influence across the medical research community, promoting the full spectrum of high-

quality health and medical research. The MRCG believes that patient organisations should champion and stimulate the 

medical research critically needed by patients and their families. It will provide the intellectual and practical leadership to 

support and ensure the impact of charities in Ireland engaged in medical research.  

Our Values 

•  We are always guided in our actions by the needs of our member organisations and Irish patients. 

•  We are ambitious in our goals and strive to make a tangible impact on health research on behalf of patients. 

•  We are open and transparent in all our dealings. 

•  We are collaborative in our approach and use our resources wisely.  

Our Strategic Goals 

Within our current strategy, which runs until 2020, the MRCG has identified four goals for achieving our vision:  

 

 

 

 

 

 

 

 

How we performed against these objectives is outlined in the Achievements and Performance section. 
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1. 
Make Ireland a world-class 

medical research 
environment

€

2. 
Ensure the full 

funding of medical 
research

3. 
Communicate the 
value of medical 

research

4. 
Support members in 

increasing capacity to actively 
contribute to medical research.
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MRCG Members in 2018 
 

In 2018 the MRCG welcomed 2 new members* to bring the total number of patient organisations represented to 38 

All Ireland Institute of Hospice & 
Palliative Care (AIIHPC)* 

Alpha One Foundation 

Alzheimer Society of Ireland 

Arthritis Ireland 

Breakthrough Cancer Research 

Central Remedial Clinic 

CLAPAI - Cleft Lip and Palate 
Association of Ireland 

COPD Support Ireland 

Croí West of Ireland Cardiac Foundation 

Cystic Fibrosis Ireland 

Cystinosis Foundation Ireland 

DEBRA Ireland

Diabetes Ireland  
Research Alliance 

Disability Federation of Ireland 

Duchenne Ireland 

Dystonia Ireland* 

Epilepsy Ireland 

Fighting Blindness 

Friends of the Coombe 

Heart Children Ireland 

Irish Cancer Society 

The Irish Heart Foundation 

Irish Nephrology Society 

Irish Thoracic Society 

MSD Action Foundation 

MS Ireland 

Muscular Dystrophy Ireland 

National Children's Research Centre 

Foundation, Sligo General Hospital 

Research Motor Neurone - The Irish 
Motor Neurone Disease Research 
Foundation CLG   

Royal Victoria Eye and Ear Research 
Foundation 

Saoirse Foundation 

St John of God Research Foundation 

St Patrick's Mental Health Services 

St Vincent's Anaesthesia Foundation 

Temple Street Foundation   

The Heartbeat Trust 

The Rotunda Foundation 
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Our impact in numbers
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38

4

2 4

1 6

Member organisations

Survey on member PPI 
activities

Board & members  
meetings 

New member 
organisations

4
Meetings of the MRCG 

Shared Learning Group on 
PPI in Research 

98.5%

Of attendees stated that the IHRF 
events were excellent or above 

average

Rare Disease Taskforce 
Meetings

Widely disseminated 
publications

Guest talks at member 
meetings

Projects funded through 
MRCG/HRB Joint Funding 

Scheme

14

Member events on patient 
registries and access  

to medicines

4

5

Leaders in health research 
attended an Irish Health 

Research Forum event

130
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Members story 
Fighting Blindness Ireland 

The MRCG is a vibrant and dynamic organisation whose values and mission I strongly align with personally but also 

professionally as Head of Research at Fighting Blindness. I was delighted to become a member of the MRCG Board of 

Directors in 2017.  

One of the greatest values of the MRCG is its ethos of shared learning and knowledge exchange. With the support of a 

connected network and the many forums, workshops, committees and social media platforms, myself and other member 

organisations, are equipped with the necessary information and skills to fulfil an informed and professional function to the 

benefit of our individual charities.  

Providing a platform with which to communicate the value of our activities to a wider audience, I was delighted to present 

on ‘Communicating Your Research to the Public’ as part of the DCU PPI Ignite project. I also participated in the ‘Nuts and 
Bolts of Patient Registries’ as an example of a charity developing a national registry for inherited retinopathies. I found this 

workshop to be incredibly beneficial providing me with additional knowledge and insights. Learnings, however, were not 

restricted to attendees and a practical guide to developing a patient registry was widely distributed afterwards. The MRCG 

released a number of other publications during the year that I reviewed or contributed to in some way. These were valuable 

templates that I subsequently adapted or implemented within Fighting Blindness.  

I embrace the ambition of the MRCG to engage with leaders and influence at a national level to make Ireland a better place 

for health research. The Irish Health Research Forum was particularly topical in 2018 focusing on GDPR and Health Research. 

This was hugely relevant and enabled me to provide accurate guidance and advice to Fighting Blindness funded researchers.  

We were delighted to welcome a new research team and exciting ‘curiosity-driven’ project to the Fighting Blindness portfolio 

as part of the MRCG-HRB joint funding scheme. With that, PPI is an area that is garnering much attention. Through the 

Shared Learning Group, we are gaining the confidence and clarity as to how best we can approach this vital perspective. 

Participation in this group greatly contributed to the development of the Fighting Blindness ‘PPI Toolkit for Researchers’.  

It is of great value to Fighting Blindness to be embedded in the MRCG as a member organisation and know that they will 

continue to assist its members through educating, informing and advocating for the importance of health research in 

Ireland. 

 

 

 

 

 

 

Laura Brady,  

Head of Research, Fighting Blindness 
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Achievements and Performance  
 

Growing the Organisation 

Despite some challenges presented by a temporary reduction in staffing throughout 2018, existing activities were continued 

and expanded upon and new areas of activity were developed. As outlined below, excellent progress has been made against 

the organisation’s strategic aims, as laid out in the MRCG’s strategy 2017-2020. 

Supporting our Members 

IMPLEMENTING STRATEGIC AIM 4 

We support our members on an on-going basis 

in response to their needs and 2018 was no 

exception. A key way in which we do this is to 

provide opportunities for our members to come 

together to share experiences, discuss 

challenges and learn from each other and from 

guest speakers at our Board and member 

meetings. We were delighted to invite the 

following speakers to speak at our meetings and 

to discuss topics of mutual interest with our 

members:  

•  Dr Teresa Maguire and Peter Lennon, 

Department of Health, on the new Health 

Research Regulations and the Consent  

Declaration Committee. 

•  Prof Tom Fahey, RCSI, on a study examining the scope, quality & publication of 

clinical research, funded by Irish national funders & charities. 

•  Dr Abaigeal Jackson and Godfrey Fletcher, Cystic Fibrosis Registry of Ireland, on 

patient registries and to celebrate the launch of the MRCG publication: Developing 
a Patient Registry: A Practical Guide. 

•  Dr Alison Campbell, Director, Knowledge Transfer Ireland, on knowledge transfer 

and Intellectual property and to celebrate the launch of the MRCG’s 

Recommendations on Intellectual Property & Knowledge Transfer for Charity-
Funded Research.  

•  Dr Thérése Lynn, Health Research Board, on open access publication and the HRB Open Research platform. 

MRCG Board meeting

Dr Abaigeal Jackson and Godfrey Fletcher
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Communications 

We shared many updates across the year on health research-related topics via email, newsletter, our website and social 

media. We also provided a range of one-to-one supports for members which included help with job descriptions and 

advertisement for research-related roles, advice on research advisory committees, documentation for PPI activities and, in 

particular, support in relation to Joint Funding Scheme processes. We reached more people on Twitter than ever before in 

2018 and developed a new hashtag, #HealthResearchMatters, which is increasingly used by our members and others, 

facilitating us in highlighting member activities and health research news of relevance in our feed. We are vocal supporters 

of our members in our communications, particularly on social media where we champion their successes in health research.  

Guiding Charity Relationships with Industry 

The engagement of patient organisations with the healthcare industry has the potential to speed the development of 

treatments for health conditions. Patient organisations can add much value to pharmaceutical and other healthcare 

industries, due to their knowledge of the patient experience and the relevant stakeholders. In turn, industry often provides 

valuable financial support to patient organisations, enabling them to undertake their important work. 

In engaging with industry however, it is essential that patient organisations act 

according to the highest standards of good governance, in order to best 

represent patients and to protect their independence and reputation. To facilitate 

patient organisations in this regard, in 2018 the MRCG developed a template 
‘Patient Organisation - Code of Practice: Engaging with the Healthcare 
Industry’. 

MEDICAL RESEARCH CHARITIES GROUP ANNUAL REPORT 2018 
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This code takes into consideration the governance requirements of industry but has been 

developed from the patient organisation perspective. 

It is intended to provide patient organisations with a starting point for what they need to 

consider in their dealings with the healthcare industry and can be adapted according to the 

situation and needs of individual organisations. 

Intellectual Property and Knowledge Transfer Recommendations for Members 

Intellectual property and knowledge transfer is an area often easier to shy away from than to 

engage with. For charities focused on delivering patient impact however, it is an important 

aspect of ensuring that research in a lab ultimately results in benefit for patients. With this in 

mind, the MRCG developed ‘Recommendations on Intellectual Property & Knowledge Transfer for Charity-Funded 
Research’ . These recommendations, developed in 2018, are aimed at charities themselves but also research institutions and 

anyone that engages with charity-funded research. 

We would like to gratefully acknowledge the input of Dr Alison Campbell, Director of Knowledge Transfer Ireland, to the 

recommendations.  

A Practical Guide to Developing a Patient Registry 

Patient registries are broadly recognised as a critical underpinning for improving healthcare 

through research. As an umbrella organisation for many medical research charities 

intimately involved in this pursuit, registries are a recurring theme. Despite their importance 

however, in too many cases, registries remain a thing of the future. 

The challenges in developing registries are large but decreasing, as technology develops 

and expertise is shared. However, practical and simple guidance on registry development is 

still very limited.  In light of this, we organised a workshop, 'The Nuts and Bolts of Patient 
Registries', for our member charities and other guests in April 2018. The aim of the 

workshop was to facilitate jargon-free, practical discussion on all aspects of registry 

development and management.  

Emerging from the workshop and our work in the area of registries was a publication, entitled ‘Developing a Patient 

Registry: A Practical Guide’. 

It has been written with patient organisations foremost in mind but should be much more widely useful and has been 

widely shared internationally. We would like to gratefully acknowledge the input of Dr Abaigeal Jackson, Cystic Fibrosis 

Registry of Ireland, to the publication. 

Managing the Irish Health Research Forum 

IMPLEMENTING STRATEGIC AIM 1 

The MRCG manages the Irish Health Research Forum (IHRF), a partnership of organisations and stakeholders which aims to 

influence health research in Ireland and allow these bodies to work together to enable high quality research. In 2018, the 

MRCG enlisted new members bringing the total number on the Steering Group to 18. The Steering Group comprises of 

stakeholders with significant profile in health research and facilitates a coordinated approach to positively influence the 
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health research environment in Ireland. In 2018 the membership included representatives of the Health Service Executive, 

Cancer Trials Ireland, The National Children’s Research Centre, The Irish Research Nurses Network, the Mater Hospital, the 

Institute of Public Health, the Irish Research Staff Association, HRB-Clinical Research Coordination Ireland, the Irish Research 

Council, the Technological Higher Education Alliance, Scipol and the MRCG, along with the Health Research Board attending 

as observers.  

We were delighted to have our new 

Chair, Professor Brendan Buckley in 

place to guide the 2018 events. 

Brendan has been a board member 

of Breakthrough Cancer Research 

since 2011 and currently serves as 

Chairperson of Fighting Blindness. He 

brings a huge wealth of experience 

and insight to the role. 

Two very successful Forum events 

were held during the year. Across the 

two meetings, 98.5% of attendees 

stated that the events were ‘excellent’ 

or ‘above average’ and the engaging 

discussions at each resulted in the #IHRF2018 hashtag trending on Twitter in both cases. 

EVENT: Should Ireland set health research priorities? 

The first event, held in May, focused on the question ‘Should Ireland set health research priorities?’ The agenda featured 

international speakers from the National Institute for Health Research (NIHR) in the UK and the Dutch national research 

agenda initiative. These excellent speakers shared their countries’ experiences of prioritising areas of health research for State 

funding. We were also joined by national expert, Dr Maura Hiney from the Health Research Board, to share initial findings 

from a classification of health research in Ireland. An expert panel then debated the pros and cons of prioritisation.The full 

report can be found on www.ihrf.ie
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Members of the IHRF Steering Group

Responses to an open text audience question asking on what basis health research priorities should be 

set. The larger the text, the more times the phrase was mentioned.

https://www.ihrf.ie/
https://www.ihrf.ie/should-ireland-define-health-resear
https://www.ihrf.ie/should-ireland-define-health-resear
https://www.ihrf.ie/should-ireland-define-health-resear


EVENT: GDPR and Health Research: Stakeholder Voices 

 

The second Forum event, in November of 2018, focused on the theme of  ‘GDPR and Health Research: Stakeholder Voices’. 

This Forum meeting examined the impact of the new Health Research Regulations on the use of patient data and samples 

for health research and, for the first time nationally, included patient perspectives. This is an area of huge importance and 

interest to the medical research community and was heavily oversubscribed. The report from this event included 10 

recommendations on data protection and the health research, to guide all key stakeholders in this topical area. 
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“This is an excellent and very important Forum which is bringing together the diversity of stakeholders 
necessary to drive the discussions and strategic thinking in relation to medical research which will have 
real impact for Irish citizens.”

Michael Walsh, Head of Specialist Services and Research, Central Remedial Clinic 

‘Thought provoking, engaging and informative. These discussions demonstrate the appetite and 
willingness to guide the Irish Health Research area in a thoughtful and impactful manner in the future’ 

Dr Melissa Jones, Research Officer, Fighting Blindness

“Excellent way to engage with colleagues, have ideas and learn from each other”

Dr Mary Rabbitte, Research Programme Manager, All Ireland Institute of Hospice and Palliative Care

Feedback from attendees at the IHRF

Dr Avril Kennan chairs a panel discussion on Patient Perspectives with Caitriona Dunne, Orla Keane and Dr Sarah McLoughlin
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‘IHRF events continue to inform and educate everyone involved in the area of healthcare research.        
Especially insightful and useful for patient organisations’.

Anne Lawlor, Chairperson, 22q11 Ireland 

Feedback from attendees at the IHRF

In addition to the reports from both meetings, agendas, images from the meetings and speaker 

presentations can be found on www.ihrf.ie 

14 new projects through the MRCG/HRB Joint Funding Scheme 

IMPLEMENTING STRATEGIC AIM 2 AND 4  

Since 2006, the MRCG and the Health Research Board (HRB) have operated a Joint Funding Scheme, based on dedicated 

funding to the HRB by the Department of Health and matched funding from MRCG members. This innovative scheme allows 

the charities to support research of particular interest to their patient populations. 

In addition to the obvious benefits of cost sharing, research funded through this scheme must be assessed according to best 

international standards, in keeping with the HRB's rigorous processes. This helps to ensure that charity-funded research is 

world class and has strong potential to lead to patient benefit. The impact of this scheme in terms of influence on healthcare 

delivery and policy is particularly strong, relative to other research funding schemes. 

In 2018, funding of €3.2 million was announced for 14 research projects across a range of very diverse topics, including the 

use of gold nanoparticles to fight oesophageal cancer, blocking executioner proteins to prevent blindness, high intensity 

interval training for cancer recovery, understanding gut bacteria that may influence epilepsy and the use of light activated 

polymers to kill infections. The announcement followed a detailed process of assessment of over 81 projects submitted to 

the charities, of which 27 were assessed by an international expert panel. With our guidance and support, the HRB appointed 

three patient/public members to the expert panel; a first in the history of the HRB. 

€

‘Very useful bi-annual seminar focused on health research and hearing from the voice of patients and the 
public in research’

Mary Clare O’Hara, Programme Manager Research and Development, 

Strategic Planning and Transformation, HSE 

‘The IHRF provides a unique forum for patients, researchers, health care professionals and others to explore topics 
that challenge health research’

Dr Maura Hiney, Head of Post-Award and Evaluation, Health Research Board 

Irish Health Research Forum 

CONTACT US: Irish Health Research Forum, c/o MRCG, Digital Office Centre, 12 Camden Row, Dublin 8, Ireland. Tel: + 353 1 4793234   www.ihrf.ie  

Documents from the Forum  

The IHRF has produced valuable documents to assist our colleagues produce the best 
quality research possible. All are available on www.ihrf.ie

About the Forum  
The Irish Health Research Forum (IHRF) was established by the Medical Research Charities Group on foot of 
their major report ‘The Health Research Landscape in Ireland: What Researchers Say’ in 2014. It continues to 
be led and managed by the MRCG and is nationally recognised for the quality and value of its events.  

The Forum considers key health research issues, identifies constructive solutions and seeks consensus at 
twice annual Forum meetings of Health Research stakeholders with the goal of working towards the 
realisation of positive effects for health research, health care and ultimately the patients and public. 

The IHRF Steering Group comprises of stakeholders with significant profile in health research and facilitates a coordinated 
approach positively influencing the health research environment in Ireland.  

Previous Forum Meetings

 

 

The role of the Steering Group is to execute the work of the forum, to identify topics and issues for consideration 
and prepare for the Forum meetings.

 
STEERING GROUP 

Tuesday 12th May 2015 • Gibson Hotel, Dublin

Report
IRISH HEALTH RESEARCH FORUM MEETING

THEME: A PROCESS TO PRIORITISE
RESEARCH QUESTIONS FOR POLICY,

PRACTICE AND SERVICES

Irish Health Research Forum 

Theme: A Process to Prioritise Research
Questions for Policy, Practice and Services

KEY BIOGRAPHIES 

Gibson Hotel, 8.30am - 12.45pm, Tuesday, 12 May 2015

9.00am Welcome 
Philip Watt - MRCG Chairperson & CEO, Cystic
Fibrosis Ireland 

9.15 am Introduction to Today’s Forum
Dr. Eucharia Meehan – Director, Irish
Research Council and Member, IHRF Steering
Group. 

9.30am Panel Discussion with Audience
Participation 

Theme: ‘How to Prioritise Research
Questions’
Chaired by: Dr. Sara Burke, Health Policy
Analyst at Trinity College Dublin

PANEL MEMBERS: 
• Dr. Graham Love, CEO, Health Research

Board (HRB) 

• Richard Howell, Head of Research and
Codex Division,  Irish Department of
Agriculture, Food and the Marine (DAFM)

• Dr. Avril Kennan, Head of Research and
Advocacy, DEBRA Ireland 

• Professor James Williams, Research
Professor, ESRI and Principal Investigator,
Growing Up in Ireland Study. 

11.00am Coffee Break & Networking
Opportunity

11.20am Keynote Address: “UK experiences
of needs-led prioritisation for research
questions for policy, practice and services”
Dr. Matt Westmore, Director of Finance and
Strategy, National Institute for Health Research
UK (NIHR), NIHR Evaluation, Trials and Studies
Coordinating Centre (NETSCC)

12.00pm Questions & Answers 
12.30pm Key Learnings & Next Steps 
Dr. Eucharia Meehan – Director, Irish
Research Council and Member, IHRF Steering
Group 

12.45pm Meeting Close
Light Lunch Served

FORUM AGENDA:

PHILIP WATT 
CHAIRPERSON, MEDICAL
RESEARCH CHARITIES GROUP AND
CEO, CYSTIC FIBROSIS IRELAND

Philip Watt is Chairperson of the Medical
Research Charities Group (MRCG).  He has been
CEO of Cystic Fibrosis Ireland since 2009. MRCG is
at the forefront of promoting health/medical
research in Ireland from a patient perspective and
advocating for effective policy on rare diseases in
Ireland, along with our colleagues in IPPOSI and
GRDO. Cystic Fibrosis Ireland (CFI) has been active
in campaigning for dedicated CF services,
including isolation units in our major hospitals
and access to new and innovative therapies and
was awarded the prestigious CMG ‘outstanding
contribution to healthcare’ award, 2013. Philip
Watt is currently Chairperson of the Irish Donor
Network (IDN) which has been active in
advocating for higher donor and transplant rates
and in changing the organ donor consent
approach in Ireland. He is a graduate of Trinity
College Dublin (BA) and postgraduate of the
University of Ulster (M.Sc). He was formally
Director of the NCCRI which advised the Irish
government on anti-racism and integration
issues. He researched and wrote Ireland’s national
action plan on racism while on secondment with
the Department of Justice and is author of a wide
range of books and articles, most recently on the
50 years of Cystic Fibrosis Ireland.

DR. EUCHARIA MEEHAN
DIRECTOR IRISH RESEARCH
COUNCIL

Dr. Eucharia Meehan is the Director of the Irish
Research Council. The Irish Research Council
supports excellent research and recognises
creative individuals with innovative ideas, thus
enabling a vibrant research community which
enriches Irish research, the economy and society.
The Council, which was established in 2012,

cultivates expertise across all disciplines, from
Arts to Zoology. 

Prior to her role at the Irish Research Council,
Eucharia was Head of Research and Innovation
(policy and investment) at the Higher Education
Authority (HEA). During her tenure, the
Programme for Research in Third Level
Institutions (PRTLI) invested €1.2bn of public and
private funds to develop strategic research
infrastructure and capacity. She was also the Head
of Capital Programmes for Higher Education from
2008 to 2012. 

Prior to 2002, Eucharia was a member of the
senior management team and Head of
Programme Management at Elan Biotechnology
Research (EBR). Eucharia holds a PhD in
Pharmacology (Neuropharmacology) from NUIG,
in addition to a number of postgraduate
management, accounting and finance
qualifications from TCD and the ACCA. She is
board member of Science Europe, the association
of European Research Funding Organisations
(RFOs), and of the European Strategy Forum for
Research Infrastructures (ESFRI). 

DR. SARA BURKE 
HEALTH POLICY ANALYST, TRINITY
COLLEGE DUBLIN

Dr. Sara Burke is a health policy analyst, working
in Trinity College Dublin as a research fellow in
the Centre for Health Policy and Management.
She is currently co-ordinating a research project
called 'Pathways to Universal healthcare'. Her
research interests include what happens health
systems in economic crisis, inequalities in access
to and quality of health services, health
inequalities as well as the political economy of
health. She has a weekly health slot on RTE Radio
1's Drivetime programme, writes regularly for the
Irish Independent and the Medical Independent.
She has written a book called Irish Apartheid,
Healthcare Inequality in Ireland. 

Briefing Paper:
Developing a Process to

Prioritise Research Questions
for Policy, Practice and Services

IRISH HEALTH RESEARCH FORUM MEETING

Tuesday, 12 May 2015

Irish Health Research Forum 

Researcher Testimonies on Public and
Patient Involvement in Research

Mary McCarron, PhD.  
Dean of The Faculty of Health Sciences, 
Professor of Ageing and Intellectual Disability, Trinity College
The Intellectual Disability Supplement to TILDA (IDS-TILDA) is a large scale nationally representative longitudinal study of people aged 40 years and over
with an intellectual disability in Ireland. It is the most comprehensive study of its kind in Ireland and the first internationally to be conducted in tandem
with a national population study on ageing.  IDS-TILDA is a rich data source internationally, providing data on the complex relationship between pre-
existing impairment, physical, psychosocial and environmental factors that affect healthy ageing. The data from IDS-TILDA will assist national and local
policy, and service providers. 
IDS-TILDA has a strong values framework which focuses on inclusion, empowerment, person centeredness, promotion of people with ID, and
contribution to the lives of people with ID. From its inception, IDS-TILDA has promoted inclusion of participants from developing the logo, to conducting
focus groups to inform the inclusion of questions in the questionnaire. Certain areas were included in the questionnaire as a direct result of the focus
groups with people with intellectual disability. 
Following the publication of the Wave 1 report, it was felt that it was critical to ensure that results of the study were disseminated back to those that
participated in the study. Three accessible media were developed to do this. An accessible report was developed which gave the key findings from the
report along with explanatory photos to clarify the text. Again, people with intellectual disability were partners in the production of the accessible report
from sending photos for inclusion to reviewing the report for accessibility. 
An accessible DVD and website were also created to disseminate findings of IDS-TILDA. Six short scenes were developed which focused on the main
results. These scenes were acted out by people with an intellectual disability and portrayed these findings in an accessible way. www.idstilda.tcd.ie .
Again, the actors involved were integral in ensuring the script was accessible. The DVD and accessible report was sent to all participants, and the filmed
scenes were available on the accessible website. Fundamentally this innovative project has reinforced that research is best advanced when there are
tools to value the subjects, people with ID. The multimedia portal developed here has moved such engagement to a whole new level and has ensured
continued accessibility and engagement and offers new opportunities for people with ID to be research partners.
In 2014 IDS-TILDA completed the second wave with 708 participants; a 98% retention rate of the original sample. As with the first Wave, people with
intellectual disability assisted in informing and reviewing the questionnaire and advised on some of the terminology used. The findings of Wave 2 of
IDS-TILDA will be disseminated in an accessible way also, with the accessible report recently published and sent to participants. While academic reports
and articles serve as a means of dissemination to the scientific community, these are of no benefit to participants, who are our research partners and we
have an obligation to ensure that findings are disseminated in a way that is both accessible and meaningful. 

Dr. Marion Rowland MB PhD
Lecturer in Clinical Research, School of Medicine, University College Dublin
Anecdote and opinion do not provide an evidence base on which to base treatment protocols or care plans. However careful listening to research
participants/patients helps to refine the research question and more importantly interpret the results of research. Research findings are not always good
news stories and for certain patient groups can be distressing because they offer little hope of a breakthrough in treatment. Having the support of a
patient organisation/s is invaluable in providing a safe forum in which to appropriately disseminate results and advocate for ongoing research to
develop new insights and/or treatment for disease

April 2015
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Introduction

A formalised and widespread approach to PPI is a relatively new concept in
Ireland and yet one which has gathered considerable momentum in a short
space of time. 
The Irish Health Research Forum (IHRF), a collaboration of key stakeholders
aiming to influence health research in Ireland, chose the topic of PPI for its first
forum meeting in November, 2014. The meeting focused on best practice
examples in Ireland and internationally, the need for a culture change in how
the research community engage with patients and the public and highlighted
the value of doing so.
The Health Research Board (HRB) has recently taken steps to actively involve the
public in the research they fund. Researchers seeking funding are now asked to
provide details in their applications of any public involvement in the design,
conduct or outcome dissemination of their study. This provides a first step in the
formalised engagement in PPI by a State funding agency in Ireland and is likely
to result in increased awareness and participation in PPI by the health research
community.
The aim of this document is to assist researchers, policy makers, institutions, the
public and patient’s to gain a better understanding of what PPI is and how to
go about it.
The spectrum of ways in which a patient or members of the public might
be involved in research:

About PPI

Public and patient involvement (PPI) occurs when individuals meaningfully and
actively collaborate in the governance, priority setting, and conduct of research,
as well as in summarizing, distributing, sharing, and applying its resulting
knowledge. 
The INVOLVE (UK) definition of PPI is widely used and defines public
involvement in research as research being carried out ‘with’ or ‘by’ members of
the public rather than ‘to’, ‘about’ or ‘for’ them. 
The goal of PPI is to achieve a true partnership between public/patients and
researchers, leading to improved research quality, relevance and outcomes. 

It is important to realise that Patients/Public can be involved in research in a
number of different ways; 
• As co-applicants on a research project.
• Involvement in identifying research priorities (at a national, institutional or

charity level).
• As members of a project advisory or steering group.
• Assisting with the developing of patient information leaflets or other research

materials.
• Carrying out the research.
• Dissemination and implementation of the research outcomes.
It is important to realise that there are a range of PPI activities (which can
overlap). All approaches are valid and the level of PPI should be tailored to a
particular project or initiative. 

What PPI is: 
• PPI describes a whole variety of ways that researchers engage with

people for whom their research holds relevance.
• PPI plays an important role in ensuring that patients are informed

about research that is relevant to them. This is likely to result in
increased patient support for research and the improved likelihood of
patient involvement in the case of clinical research. 

• PPI is an important step in ensuring that the real life experiences of
patients are considered in decision-making processes around research.

• PPI is key to ensuring that patients and their families have the
opportunity to express the questions and needs that matter most to
them, which is likely to improve the relevance of research. 

• PPI helps to ensure that studies involving patients are designed to be
sensitive to the needs of the study participants.

What PPI is NOT: 
• PPI is not an attempt to make amateur scientists out of lay people. It is

well recognised that, in general, it is not appropriate to ask lay people to
assess the validity or methodology of an avenue of research.

• The use of PPI is not intended to focus research on short-term health
goals. Patients, in particular, often have great understanding of the
need for research at all stages of the spectrum, from basic to applied.

• The adoption of PPI into funding and policy processes is not meant to
imply that researchers have no empathy or understanding of the needs
of patients.

• The use of PPI is not intended to confuse or provide false hope to
people who are vulnerable.
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research in Ireland 

Public and 
Patient 

Involvement 
(PPI) in 

Research 

4th Nov 2014 

A Process to 
Prioritise 
Research 

Questions for 
Policy, Practice 

and Services   

12th May 2015

If research is 
such a GOOD 
THING, why 
do we make 

it so HARD for 
researchers? 

3rd Nov 2015

Prof Brendan Buckley, Chairperson IHRF Steering Group. 
Honorary Clinical/Adjunct Professor -UCC &UCD 
Prof Eilish McAuliffe, Professor of Health Systems, School of 
Nursing, Midwifery and Health Systems, UCD 
Dr Jacinta Kelly, Chief Executive, National Children’s 
Research Centre 
Dr Avril Kennan CEO, Medical Research Charities Group 
Dr Catherine Gill, Programme Manager in Post Award and 
Evaluation, Health Research Board (HRB)* 
Prof Kevin P Balanda, Director of Research and Information, 
The Institute of Public Health Ireland 
Dr Conor O’Carroll, Independent Consultant on Research and 
Higher Education policy and funding 
Dr Fionnuala Keane, Chief Operating Officer, Health 
Research Board - Clinical Research Coordination Ireland 

Philip Watt, CEO, CF Ireland 
Julie Naughton, Irish Research Staff Association 
Peter Brown, Interim Director, Irish Research Council 
Caitriona Dunne, Head of Advocacy, Fighting Blindness 
Hazel Ann Smith, Chair, Irish Research Nurses Network 
Eibhlin Mulroe, Chief Executive, Cancer Trials Ireland 
Dr Geraldine Canny, Head of the Irish Marie 
Skłodowska-Curie Office 
Suzanne McCormack, CEO, Irish Thoracic Society and Chair, 
Medical Research Charities Group 
Dr Ana Terres, Head of Research and Development, HSE 
Dr Mark White, Vice-President for Research, Innovation & 
Graduate Studies, Waterford IT

IHRF Factsheet

SUPPORTED BY

*HRB have Observer status on the Steering Group.

How can 
legislation 

facilitate 
health 

research? 

10th May 2016

The Health 
Research 

Landscape in 
Ireland: Where 

are we now? 

14th Nov 2017

Should Ireland 
set health 
research 

priorities? 

21st May 2018

GDPR and 
Health 

Research: 
Stakeholder 

Voices 

14th Nov 2018

https://www.ihrf.ie/
https://www.ihrf.ie/should-ireland-define-health-resear
https://www.ihrf.ie/should-ireland-define-health-resear
https://www.ihrf.ie/should-ireland-define-health-resear


PAGE 15

MEDICAL RESEARCH CHARITIES GROUP ANNUAL REPORT 2018 
Achievements and Performance

A full list of successful projects can be found on the MRCG website along with short videos explaining the projects. The 

scheme was also featured in an article on thejournal.ie. 

Supporting Patient & Public Involvement (PPI) 

IMPLEMENTING STRATEGIC AIM 1, 3 AND 4 

 

All our members take a very patient-focused approach 

in their work to improve lives through research. To this 

end, many of them are working to formalise the 

involvement of the communities they work on behalf of 

in the decision-making processes of their organisations 

and also to facilitate the PPI activities of relevant 

research groups.  

The MRCG PPI Shared Learning Group  

In 2018, we expanded our PPI Shared Learning Group to 

include 13 of our member organisations and supported 

them to involve their respective communities in health 

research. The group is the first of its kind in Ireland and includes charities that are at various stages of developing PPI within 

their organisations; ranging from those facilitating PPI in many aspects of research, to those that have yet to take their first 

steps in formally involving patients. It provides an opportunity for members to support each other, enables the sharing of PPI 

resources and allows the MRCG to identify the most appropriate ways to support our members. The group met four times 

over the year and shared many resources. The MRCG also continued its valuable collaborative arrangement with an 

equivalent, but larger, UK Shared Learning Group, which permits the extremely beneficial 

sharing of knowledge and resources between Irish and UK research charities. 

In response to a need emerging from the group, the MRCG published ‘Developing a PPI 

Strategy: A Guide’, in September 2018, which provides practical advice on the topic. This 

guide aims to support research charities in putting a PPI strategy in place. While it is primarily 

targeted at charities and patient organisations with a focus on health research, it could also 

be adapted for other groups and organisations. 

In the summer of 2018 we hosted a UCD student to undertake a summer research project on 

the role of our members in PPI. The findings from this project indicated that, despite a lack of 

budget and time, many of our members have made great progress in PPI activities. 

Developing  
a PPI Strategy:  

A Guide   
Practical advice on developing a patient and public 

involvement (PPI) strategy for research activities

Published 2018

€

The MRCG PPI Shared Learning Group 
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This progress has been made through establishing patient involvement networks, increasing the 

inclusion on patients on committees and Boards and supporting researchers to connect with 

patients/carers for involvement activities (See member case studies on the MRCG website - 

https://www.mrcg.ie/go/our_work/public_patient_involvement) 

In 2018 we received an Irish Healthcare Awards Commendation for our PPI Shared Learning Group in 

the Patient Education Project of the Year category. 

Partnering with the PPI Ignite initiatives 

The MRCG is a partner on three of the five national PPI Ignite programmes, in the University of Limerick, Dublin City 

University and Trinity College Dublin, and an informal partner of the two other programmes in NUI Galway and University 

College Dublin. In 2018 we continued to contribute to these programmes, offering advice on patient and medical research 

charities perspectives, reviewing documents and presenting at conferences/meetings. 

In response to a need emerging from our PPI Shared Learning Group, we also collaborated on a successful HRB grant 

application with the Trinity College PPI Ignite group, to develop a PPI training workshop and toolkit for our members and 

others to use with their respective patient communities. This will be developed in 2019. 

Improving Life for People Living with Rare Diseases 

IMPLEMENTING STRATEGIC AIM 1 AND 4  

 

Approximately one third of the MRCG 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. People living with rare diseases 

are frequently negatively impacted by a lack of research into their condition, lack of medical expertise, lack of treatments or 

cures and, often, social isolation. For these reasons, the MRCG remains very committed to supporting improved research into 

rare diseases. We also continued to provide the secretariat for the Rare Disease Taskforce, a partnership between MRCG, 

Rare Diseases Ireland and IPPOSI. 

Members of the Rare Disease Taskforce



Through holding an election among members of the Taskforce, we facilitated the appointment of two patient 

representatives to the newly operational Rare Disease Technology Review Committee, which evaluates new medical 

products for rare diseases. 

The MRCG were involved in a number of Rare Disease Day events in 2018. In February, a 

very successful meeting on clinical research in rare diseases was held by the Rare Disease 

Clinical programme, which the MRCG was delighted to support and present at. We also 

participated in a valuable North-South Rare Diseases event held in Queens University 

Belfast, hosted with our support by the Northern Ireland Rare Disease Partnership. Finally, 

we contributed to a Rare Disease Symposium in 

UCD in May by chairing a panel discussion on the 

topic 'Innovative approaches to Rare Disease'. 
Emerging from all events was a demonstrated 

need to work ever more strongly together, across 

borders and across sectors, to ensure that 

advances are felt by people living with rare 

conditions, in their day-to-day lives.  

The MRCG also continued to play a key role in the implementation of the National 

Rare Disease Plan. With our Rare Disease Taskforce partners, we met with the 

Minister for Health, Simon Harris in June and raised the urgent need to the need 

to develop a new National Plan, focusing on issues of importance for people living 

with rare diseases. 

MEDICAL RESEARCH CHARITIES GROUP ANNUAL REPORT 2018 
Achievements and Performance

PAGE 17

Members of the  Rare Disease Technology Review Committee
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Other Advocacy and Initiatives 

IMPLEMENTING STRATEGIC AIM 1, 3 AND 4   

Together our members represent over 1 million Irish patients. They work relentlessly to improve the lives of the people they 

represent through research. The MRCG's role as an umbrella organisation makes us perfectly placed to understand the role 

and needs of our members. In 2018, we used this knowledge to advocate for improvements to the Irish health research 

environment, through working with policy makers, politicians and many other stakeholders.  

In 2018, the MRCG: 

•  represented medical research charities and advocated for their needs with MEPs and the European Commission, as 
part of a delegation of Irish charities organised by The Wheel, to the European institutions in Brussels. 

•  supported the US-based ‘Centre for Information and 

Study on Clinical Research Participation’ (CISCRP) in 

bringing the ‘Aware for All’ event to Ireland, to 

inform the public about clinical research. We 

chaired the panel discussion at the event and had the 

opportunity to promote CISCRP and the work of the 

MRCG on national and local radio. 

•  joined the International Ensuring Value in 

Research Funders Forum as an Associate Member 

and helped to shape an international PPI survey of 

health research funders.  

•  collaborated once again with the Irish Platform for Patient Organisations, Scientists and Industry (IPPOSI) in November 2018 

on an event addressing issues relating to access to medicines for Irish patients. This meeting focussed on providing 

patient representatives with an opportunity to discuss recent developments in the access to medicines space in Ireland 

with a view to shaping future advocacy initiatives.   

•  continued to work closely with the MRCG Advocacy and Communications Group to improve our output. 

•  presented to the Joint Oireachtas Committee on Health in November 2018 on the challenges for patients wishing to 

obtain access to rare disease drugs. 

•  made representations to the CEO of Crumlin Hospital, the CEO of the National Children’s Hospital, the HSE National Clinical 

Lead and the HSE Assistant National Director Acute Hospitals, in relation to the need for improvements in genetic testing 

and genomics capabilities. 

€

Jillian McNulty, Dr Fionnuala Keane, Dr Avril Kennan and Ellen Getz 

photographed at the ‘Aware for All’ event.
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MRCG Governance 
 

To the MRCG, 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 the MRCG 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. 

Overview of MRCG Governance: 

•  We are compliant with the Charity's Act 2009, 

the Companies Act 2014 and the Lobbying Act 

2015, making all the necessary filings. 

•  Our finances are independently audited on an 

annual basis. 

•  We produce Annual Reports, reviewing our 

achievements against our strategic goals and 

including audited accounts. 

•  We are fully SORP compliant (a Statement of 

Recommended Practice, Accounting and 

Reporting by Charities) in our annual accounts 

for 2018.  

•  We have a strong strategic plan that has been 

developed by the Directors and an 

organisational structure capable of 

implementing the plan. 

•  We are making excellent progress in 

implementing the principals of the voluntary 

Governance Code for community, voluntary 

and charitable organisations in Ireland.  

 

The MRCG Board of Directors 2018 

There is no remuneration of Directors and all work is done on a voluntarily basis. 

CEO & Staff

MRCG 

Subgroups 

Staff & Finance 
(6 meeting p.a.) 

Advocacy & 
Communications 
(4 meetings p.a.)

Managed by 

MRCG 

Rare Desease 
Taskforce 

(4 meeting p.a.) 

Irish Health 
Research Forum 
Steering Group 
(4 meetings p.a.)

Service to 

Members 

Shared  
Learning Group  
for Public and 
Patient (PPI) in 

Researchs 
(4 meetings p.a.)

MRCG Board 

(6 meetings p.a.)

MRCG Structure
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MRCG Staff and Finance Subcommittee 

The Staff and Finance Committee is a sub-committee of the Board of the MRCG. The role of the committee is to consider all 
issues related to staff, finance and governance and, where necessary, to make recommendations to the Board of MRCG. Over 
the course of the year, we were delighted to co-opt Jonathan O’Connell, Chief Financial Officer of Huya Bioscience 
International to the Board of Directors, as MRCG Treasurer.  

In 2018, the Staff and Finance was composed of the following members: 

Philip Watt; Chair, MRCG & CEO, CF Ireland 

Jacinta O’Connor; Secretary and CEO, NCRC  

Jonathan O’Connell - Treasurer and CFO Huya Biosciences 

Robert O’Connor; Head of Research, Irish Cancer Society 

Michael Walsh; Head of Specialist Services and Research, CRC 

Avril Kennan; CEO, MRCG 

Marie Downes, Operations Manager, MRCG 
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Acknowledgements for Funding 
 

The MRCG would like to thank our funders without whose support we would not have been able to function in 2018.    

Pobal  

In June 2016, the MRCG was awarded multiannual funding from the Scheme to Support National 

Organisations (SSNO), financed by the Department of Rural and Community Development and 

administered by Pobal. The MRCG funding through this scheme amounts to €242,344 over three 

years, from July 1st 2016, and supports the salaries of the Events and Communications 

Coordinator and the Research Manager. 

Health Research Board  

In 2017 the MRCG was awarded multiannual funding of €75,000 per annum from the Health Research Board, which will run 

until June 2020.  
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Company Details 
 
Registered Charity Number (RCN): 20052973 

Company Number: 377794 

Charity Number: CHY 15386 

Company Address: MRCG, Digital Office Centre, 12 Camden Row, Dublin 8, D08R9CN 

Contact Details: info@mrcg.ie 

 

Audited Accounts 

Abridged Annual accounts 2018.  

Full accounts for 2018 are available on the MRCG website www.mrcg.ie
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A full set of accounts is available to view on the MRCG website www.mrcg.ie
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Directors Report 

The directors present their annual report and audited financial statements for the year ended 31 December 2017. 

This is the first set of financial statements prepared by Medical Research Charities Company Limited by Guarantee in 

accordance with accounting standards issued by the Financial Reporting Council, including FRS 102 “The Financial Reporting 

Standard applicable in the UK and Republic of Ireland (“FRS 102”) as modified by the Statement of Recommended Practice 

“Accounting and Reporting by Charities” effective 1 January 2015. Previously the company applied FRS 102 but did not apply 

the Statement of Recommended Practice “Accounting and Reporting by Charities” (FRS 102 Charities SORP). The charity has 

applied the Charities SORP on a voluntary basis as its application is not a requirement of the current regulations for charities 

registered in the Republic of Ireland however it is considered best practice. 

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 2005293. 

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: 

Philip Watt 

Catherine O'Connor (Resigned 12 September 2017) 

Vincent McCabe 

Áine Kelly (Resigned 12 September 2017) Tony Heffernan 

Avril Kennan (Resigned 12 September 2017) 

John McCormack (Resigned 12 September 2017) 

Peter Murphy (Resigned 12 September 2017) Suzanne McCormack 

Anne Marie O'Dowd (Resigned 12 September 2017) Jacinta Kelly (Appointed 12 September 2017) 

Laura Brady (Appointed 12 September 2017) 

Harriet Doig (Appointed 12 September 2017) 

Robert O'Connor (Appointed 12 September 2017) 

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, donations, member subscriptions and levies. 

TO BE 
UPDATED
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As an umbrella body, our members represent well over 1 million patients in Ireland. Medical Research Charities CLG 

promotes a dynamic medical research 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 nations health. 

Financial review, achievements and performance 

The financial results are set out in the Statement of Financial Activities on page 9 of the financial statements. At the end of 

the year the company had assets of €164,781 (2016: €95,871) and liabilities of €26,045 (2016: €31,731). The net funds of the 

company have increased to €138,736 (2016: €64,140) and the directors are satisfied with the level of retained reserves at the 

year end. Of the net funds at 31 December 2017 of €0 (2016: €0) of this is attributable to restricted funds. 

The appointment of Dr Avril Kennan as the first CEO to MRCG in August 2017 provided a significant boost to the capacity of 

MRCG to implement its agreed strategic plan. This was enabled by success in increasing the number of funding streams for 

the organisation and brought the total number of employees to four (2.6 full-time equivalents). 

The increase in staffing and strengthened leadership has enabled existing activities to be continued and expanded and new 

areas of activity to be developed. Excellent progress has been made against the organisation’s strategic aims, as laid out in 

the MRCG’s strategy 2017-2020. 

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. 

Future developments 

The company plans to continue 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. 

TO BE 
UPDATED
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Medical Research Charities 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 Medical Research Charities 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. 

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. 

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 13 September 2018 and signed on behalf of the board by: 

 

 

                                                        Philip Watt                                                                        Jacinta Kelly 

                                                            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, and 

promulgated by the Institute of Chartered Accountants in Ireland. 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: 

•  select suitable accounting policies and then apply them consistently; 

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

•  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 

•  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.

TO BE 
UPDATED
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Independent Auditor's Report to the Members of Medical Research Charities CLG 

We have audited the financial statements of Medical Research Charities CLG for the year ended 31 December 2017 which 

comprise the profit and loss account, statement of income and retained earnings, balance sheet, statement of cash flows 

and related notes. The relevant financial reporting framework that has been applied in their preparation is 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 and promulgated by the Institute of Chartered Accountants in Ireland. 

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 we are required to 

state to them in an auditors 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 and the company's members as a body, for our audit work, for this 

report, or for the opinions we have formed. 

Respective responsibilities of directors and auditor 

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 otherwise comply with 

the Companies Act 2014. Our responsibility is to audit and express an opinion on the financial statements in accordance 

with Irish law and International Standards on Auditing (UK and Ireland). Those standards require us to comply with the 

Auditing Practices Board's (APB's) Ethical Standards for Auditors, including "APB Ethical Standard - Provisions Available for 

Small Entities (Revised)", in the circumstances set out below: 

As a small entity under the provisions of the APB in relation to Ethical Standards we engage our auditor to assist with the 

preparation of the financial statements. 

Scope of the audit of the financial statements 

An audit involves obtaining evidence about the amounts and disclosures in the financial statements sufficient to give 

reasonable assurance that the financial statements are free from material misstatement, whether caused by fraud or error. 

This includes an assessment of: whether the accounting policies are appropriate to the company's circumstances and have 

been consistently applied and adequately disclosed; the reasonableness of significant accounting estimates made by the 

directors; and the overall presentation of the financial statements. In addition, we read all the financial and non-financial 

information in the directors report to identify material inconsistencies with the audited financial statements and to identify 

any information that is apparently materially incorrect based on, or materially inconsistent with, the knowledge acquired by 

us in the course of performing the audit. If we become aware of any apparent material misstatements or inconsistencies we 

consider the implications for our report. 

Opinion on financial statements 

In our opinion the financial statements: 

•  give a true and fair view of the assets, liabilities and financial position of the company as at 31 December 2017 and of its 

profit for the year then ended; and 

•  have been properly prepared in accordance with the relevant reporting framework and, in particular the requirements of 

the Companies Act 2014. 

TO BE 
UPDATED



MEDICAL RESEARCH CHARITIES GROUP ANNUAL REPORT 2018 
Independent Auditor's Report

PAGE 29

Matters on which we are required to report by the Companies Act 2014 

•  We have obtained all the information and explanations which we consider necessary for the purposes of our audit. 

•  In our opinion the accounting records of the company were sufficient to permit the financial statements to be readily and 

properly audited.  

•  The financial statements are in agreement with the accounting records. 

•  In our opinion the information given in the directors report is consistent with the financial statements. 

Matters on which we are required to report by exception 

We have nothing to report in respect of our obligation under the Companies Act 2014 to report to you if, in our opinion, the 

disclosures of directors remuneration and transactions specified by sections 305 to 312 of the Act are not made. 

 

Thomas McCloskey 

For and on behalf of McCloskey & Co 

Chartered Accountants & Registered Auditor Apex Business Centre 

Blackthorn Road  

Sandyford  

Dublin 18 

13 September 2018 
TO BE 
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Statement of Financial Activities 
As at 31 December 2017 

                                                                                                  2017 2017 2017 2016 

                                                                                                  UNRESTRICTED RESTRICTED TOTAL TOTAL 

                                                                                                  FUNDS FUNDS 

                                                                                                  € € € € 

INCOMING RESOURCES: 

Membership and subscriptions                                       20,950 0 20,950 22,249 

5% Levy                                                                                52,408 0 52,408 0 

Corporate Support                                                             12,800 0 12,800 5,000 

HRB funding                                                                        75,000 0 75,000 50,000 

SSNO Project - Pobal funding                                          0 98,342 98,342 58,856 

Interest received                                                                 0 0 0 7 

                                                                                                161,158 98,342 259,500 136,111 

 
RESOURCES EXPENDED: 

Programme expenses                                                        21,759 98,342 120,101 72,193 

Administration expenses                                                  64,803 64,803 105,512 

                                                                                               86,562 98,342 184,904 177,705 

 

Net movements in funds for the year                         74,596 0 74,596 (41,594) 

 
RECONCILIATION OF FUNDS 

Balances brought forward at 1 January 2017                64,140 0 64,140 105,734 

Tranfer between funds                                                      0 0 0 0 

Balances carried forward at 31 December 2017    138,736 0 138,736 64,140 

TO BE 
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Balance Sheet 
As at 31 December 2017 

                                                                                                  2017 2016 

                                                                                                  € € € € 

FIXED ASSETS 

Tangible assets                                                                    1,238 669 

                                                                                               1,238 669 

 
CURRENT ASSETS 

Debtors                                                                                 3,406 16,786 

Cash at bank and in hand                                                 160,137 78,416 

                                                                                               163,543 95,202 

 
Creditors: amounts falling due within one year    (26,045) (31,731) 

 
Net current assets                                                            137,498 63,471 

Total assets less current liabilities                              138,736 64,140 

Net assets                                                                           138,736 64,140 

 
FUNDS OF THE CHARITY 

Unrestricted funds 17                                                        138,736 64,140 

Members funds                                                                 138,736 64,140 

 

 

These financial statements were approved by the board of directors on 13 September 2018 and signed on behalf of the 

board by: 

                                                            Philip Watt                                                                     Jacinta Kelly 

                                                               Director                                                                         Director 

TO BE 
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