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Introduction
Following our IHRF event in November 2019, on data protection and health research legislation, we
once again had the pleasure of gathering together a large group of people with an interest in health
research, to address this highly relevant theme.
While we recognise that the Health Research Regulations have caused huge challenges to the
practices of many researchers it was, as ever, our aim to have constructive and inclusive discussion at
the Forum event. We strongly believe in the value of creating a space where all voices can be heard in
a respectful environment.
We were delighted at the solution-focused nature of the discussions and also particularly pleased with the diversity of the
attendees e.g. patient-focused organisations made up almost 20% of an audience that also included researchers, legal
experts, DPOs, funders, policy makers etc. The quality and breadth of the discussions at the event have enabled us to
develop this recommendation-focused report.
While our next event on November 13th 2019 will address a fresh theme, focusing this time on the interface of hospitals
and academic institutions in the context of research, there is no doubt that we will once again pick up the threads of the
discussions on consent, data protection, PPI and research governance, woven as they are through all aspects of health
research. A huge thank you to the IHRF Chair, Professor Brendan Buckley and the exceptional Steering Group for their ongoing input and guidance.

Dr Avril Kennan
CEO, Medical Research Charities Group (MRCG)

List of commonly used abbreviations
BBMRI-ERIC: Biobanking and Biomolecular Resources
Research Infrastructure – European
Research Infrastructure Consortium

EHR:

Electronic Health Record

HRRs:

Health Research Regulations

IAMs:

Irish Academy of Medical Sciences

IHRF:

Irish Health Research Forum

HRCDC:

Health Research Consent Declaration
Committee

CRDI:

Clinical Research Development Ireland

DPC:

Data Protection Commission

DPIA:

Data Protection Impact Assessment

DPO:

Data Protection Ofﬁcer

MRCG:

Medical Research Charities Group

DoH:

Department of Health

PPI:

Patient and Public Involvement

PAGE 3

IRISH HEALTH RESEARCH FORUM MEETING REPORT

Recommendations
These recommendations have been formulated based on feedback from the multi-stakeholder discussion groups at the IHRF
meeting and have also been guided by the IHRF Steering Group.
While we have categorised the recommendations into broad groupings according to whom they are targeted, please note that in
many cases, more than one stakeholder group will be required to implement them.

Recommendations primarily for researchers
1. To help minimise confusion or lack of clarity in complying with the Health Research Regulations (HRRs), researchers should
familiarise themselves with the content of the HRCDC website and remain abreast of new information added, in
particular the recorded Health Research Consent Declaration Committee (HRCDC) decisions.
2.

Researchers should come together (as is already happening through Clinical Research Development Ireland) to develop
standard templates or guidance for legally compliant and patient-friendly consent documents, in consultation with
patients and the public.

3.

In the case of patient data that has been captured over many years, where re-consent in accordance with the HRRs, of every
patient is not possible, efforts should be made to understand patient perspectives as part of the Data Protection Impact
Assessment (DPIA), in order to arrive at a considered and informed decision on the future use of the data.

4.

It should be recognised that there is no one patient or public perspective on the protection and use of health data.
Views differ according to how informed an individual is about health research, the area of health that the research addresses
and who will undertake the research.

5.

Researchers should start to move towards providing patient information leaﬂets and accessible project information
online, in order to give patients and the public the opportunity to review in advance of giving consent for use of their data,
the possibility to revisit the information and receive updates over time and to access the information in as much or as little
depth as they choose. Additional patient communications materials such as videos, infographics etc. should be developed
when resources allow.

Recommendations primarily for institutions
6.

Data Protection Ofﬁcers (DPOs) should be appropriately resourced to support the health research communities in their
institutions and DPOs with expertise and knowledge in research should be employed by major health research
centres. All DPOs working with health researchers should be provided with research integrity training (such as that provided
by Epigeum).

7. A triage process at an institutional level, to determine whether a consent exemption is necessary would be very
valuable.
8.
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Healthcare institutions should progress towards patients being informed about the possibility of inclusion in
research studies, on initial admission to clinical centres. This needs to be undertaken in parallel with resourced patient
engagement strategies.
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9. The implementation of Electronic Health Records (EHRs) must be progressed and other aligned IT supports should be
resourced and developed to facilitate consent processes and data sharing.
10. Platforms to facilitate connections between researchers and the public for PPI purposes should be developed and
researchers and people in research support roles should be provided with training in PPI.

Recommendations primarily for the Department of Health and the HRCDC
11. Amendments previously proposed by the Department of Health (DoH) to the HRRs to allow members of a research team
to undertake ‘pre-screening’ and retrospective chart reviews, as well as to address deferred consent in emergency care and
consent in the case of reduced capacity are welcome and should be progressed. The Department should continue to keep the
community informed of progress in this regard.
12. On-going guidance should be provided to researchers applying for a consent declaration, possibly including HRCDC
summaries or examples of notable decisions, based on the deliberations of the committee over time. A shorter ‘precedent
category’ HRCDC application form should be developed in time, to expediate applications which are similar to research that
has already received consent exemptions.
13. The facilitation of a centralised DPIA process for multi-site projects, to avoid duplication and confusion should be considered.
14. National data sharing standards should be developed to encourage and facilitate the sharing of health data. These should
be developed in consultation with all stakeholders and with reference to the practices of other EU countries.
15. To support national biobanks and the development of data sharing standards Ireland should join BBMRI-ERIC.
16. Ireland should appoint a National Data Guardian, to ensure the safeguarding and appropriate use of health data.
17. A public information campaign should be undertaken to inform people about health research and consent. This could
include involvement of the national broadcaster and should look to established public engagement models such as Open
House Dublin.
18. A Citizens Assembly, to deliberate on the use of health data for research and to guide national decision-making, should be
established.
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Opening Address
Prof Brendan Buckley, Chair of the IHRF, welcomed the attendees and thanked the Medical Research
Charities Group (MRCG) for organising the event and their leadership in the topic area. He noted that,
while the level of interest in the event was such that the venue could have been ﬁlled several times
over, the organisers were keen that it be a working meeting, allowing for interaction and discussion
among the attendees.

Setting the Scene

Dr Avril Kennan, MRCG and Dr Suzanne Bracken, HRB-Clinical Research Coordination Ireland (HRB-CRCI)

Suzanne and Avril together considered the ten recommendations from the November 2018 IHRF
event, on the topic of ‘GDPR and Health Research: Stakeholder Voices’ and assessed progress since
that date. The full recommendations from that event can be found on www.ihrf.ie/gdpr-healthresearch-stakeholder-vo.
Since the last event, there have been some developments in relation to informing and supporting the health research community
in the interpretation and compliance with the HRRs. HRB - Clinical Research Coordination Ireland (HRB-CRCI) has established a
network of DPOs to help achieve a coordinated and harmonised approach to data protection in health research and to support
DPOs in their roles. This network are working on producing guidance such as a checklist for compliance to the HRRs for pre-
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existing research (initiated prior to the HRRs coming into operation). HRB-CRCI have also established a National Biobanking Working
Group who are currently addressing issues relating to biobanks and sample collections, in the context of the HRRs. They hope to
develop advice on the ‘ideal’ HRR/GDPR-compliant consent documentation, for future research studies.
The need for consent, and sometimes reconsent, of patients and the public remains at the heart of most of the current challenges.
There remains uncertainty about what constitutes a “compliant” consent form for pre-existing research. In scenarios where re-consent is
deemed necessary but not possible for practical reasons or because of a belief that it will cause distress to patients, researchers can
apply for a consent declaration. They must however demonstrate that “reasonable efforts to re-consent” were made. Some confusion
exists regarding what a reasonable effort entails however. The outcomes of applications to the CDC will hopefully alleviate confusion
over time.
Granular or tiered consent, providing research participants with options for consent, is often proposed as a good approach but presents
many practical challenges. It will need to be supported by IT systems that can ensure participants data is managed according to their
wishes. Proper public/patient involvement in the design of these consent forms needs to be conducted.
There have been some amendments and proposed amendments to the HRRs since the last IHRF meeting. The April 30th deadline for
consent exemptions to be granted by the HRCDC has been extended to 7th August 2019. If an application is received by the HRCDC
prior to 7th July, the research can continue until application reviewed regardless of how long the committee’s decision might take.
There have also been updates from the DoH in relation to potential amendments to the HRRs, for aspects such as retrospective chart
review and pre-screening. These are welcome but full details are yet to be known and some confusion remains. The guidance section
on the HRCDC website and in-person support from the secretariat for HRCDC has been very useful in clarifying matters for researchers
in relation to interpreting the regulations and applications for a consent declaration.
The need to put patients ﬁrst and to involve them in all levels of decision-making remain a priority, as does the previous
recommendation for a national public information campaign to increase public and patient awareness around health data, consent
and the value of research.
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Discussion Groups
At this point in the agenda, the attendees broke into smaller groups for discussion. Discussion topics were assigned to each group,
based on the results of a survey sent to registered attendees in advance of the meeting, to which 40 people responded. The
themes below were ranked in the following order of importance by survey respondents and themes 1 to 8 were allocated to
discussion groups.
1.

Consenting or reconsenting patients

2.

Biobanking and patient registries

3.

Data Sharing

4.

Data Protection Ofﬁcers, Research Ethics Committees and the Consent Declaration Committee

5.

Protecting conﬁdentiality

6.

The legislation at institutional level – roles, practices and resources

7.

Pre-screening and retrospective chart reviews

8.

Patient and Public Perspectives

9.

The value of the new legislation to research

The groups were asked to consider the top three challenges and top three solutions within each theme. The feedback from the
groups was used to formulate the recommendations at the top of the report.
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Irish Academy of Medical Sciences (IAMS) Update

Prof Gerry McElvaney, RCSI/Beaumont and President of IAMS and Prof Brendan Buckey, Chair, Irish Health Research Forum Steering Group

IAMS have being capturing concerns about the HRRS raised by their members lately, many of which relate to chart reviews and the
capacity for explicit consent. Prof McElvaney stated that consent has always been very important in research and that it protects
both patients and researchers. He noted that GDPR is a good thing and pro research. However, he raised an on-going concern of
the group that Ireland has chosen to regulate consent to GDPR standards as opposed to common law standard of informed
consent. He and colleagues believe a GDPR standard of consent is exceptionally high, difﬁcult to achieve in a health context and
also have concerns that this approach diverges from other EU member states. GDPR consent necessitates that there must be no
imbalance of power between the patient and the healthcare provider, which presents a challenge as he believes there is such an
imbalance in power in almost all interactions in health research. In addition, GDPR requires that a huge amount of information is
given to patients during the consent process, unlike the case in common law which ensures that research participants receive the
appropriate information to make a decision but which allows for more ﬂexibility. GDPR is also more punitive than common law
leading to researchers being fearful of legal action.
Prof McElvaney shared a case study from the US, where a Health Insurance Portability and Accountability Act (HIPAA) Privacy Rule,
implemented in 2003, led to detrimental outcomes for research. This Act, which he believes to be similar to the Irish legislative
approach, resulted in reduced patient recruitment, increased costs of research, less diversity among participants and the
abandonment of projects by researchers. He cautioned that this indicates that there are signiﬁcant risks to research under the
current legislation and proposed that Ireland move to common law regulation of consent instead of GDPR consent. He
acknowledged a number of colleagues for their input to content of the talk, particularly Mary Kirwan, RCSI and Gillian Vale,
Beaumont Hospital.
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Finding a Way Forward: Panel Discussion

Chair:

Dr Darrin Morrissey; Chief Executive, Health Research Board

Panellists: Caitriona Dunne, Patient Representative and Head of Advocacy, Fighting Blindness
David Murphy, Assistant Commissioner, Consultation Section, Health and Voluntary Sectors, Data Protection
Commission
Dr Teresa Maguire, Head of Research Services Unit, Department of Health
Dr Emily Vereker, Programme Manager, Secretariat – Health Research Consent Declaration Committee (HRCDC)
David Murphy of the Data Protection Commission (DPC) stated that he is the dedicated DPC point of
consultation for the health and voluntary sectors and within his role, he has prioritised health research
for this year and is dedicating time to work with the DoH, the HRCDC and other stakeholders. He
reminded the audience that different approaches are needed for health data across the EU which is why
GDPR has derogations built in. The HRCDC has an important role to play and it is not for DPC to preempt how the committee will carry out its task.
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Dr Emily Vereker, representing the HRCDC, reported that the Committee had its induction day in
March 2019. The ﬁfteen members are volunteers and are publicly listed on the website. Three of the
ﬁfteen are public and patient representatives. A number of applications to the Committee have
already been received. The HRCDC are obligated to publish details of all meetings and the status of all
applications on their website. Meetings have been scheduled over the coming months and they will
convene more regularly if necessary.
Caitriona Dunne of Fighting Blindness reported on a recent MRCG workshop to capture some initial
views of patients and the public prior to the IHRF event. What emerged from the discussions among
the small group at that workshop were that views on consent are very personal and there is no one
patient perspective on the topic. Patient and public attendees at the workshop expressed that
conﬁdentiality of their data is very important to them, as is transparency as to how their data will be
used. They also expressed that they would like the option to consider the patient information leaﬂet at
home in advance deciding whether or not to give their consent, would like tiered information so that they can focus on areas that
of most importance to them and for that information to be provided in an accessible format. Patients and their carers with no
treatment options were particularly keen to see their data used for health research, although they had some concerns about it
being shared with commercial companies.
Dr Teresa McGuire, DoH, spoke about proposed amendments to the HRRs to address inevitable
challenges that have arisen for researchers in the context of the current system. The Department do
not wish for all retrospective chart reviews to require a consent exemption and so an amendment to
the HRRs will hopefully allow these to continue as they have previously done, providing appropriate
safeguards are in place. Similarly, a proposed amendment will facilitate the pre-screening of health
records to assess the suitability and eligibility of patients for clinical studies. The Department has had
discussions with the DPC about mirroring the approach to governance that happens in the UK NHS trusts and other jurisdictions in
this regard and is planning to allow ‘authorised others’ who are bound by a duty of conﬁdentiality, to access patient ﬁles for the
purpose of pre-screening.
In relation to deferred consent, as can be necessary in emergency intervention research, the Department has given verbal
guidance on this but is hoping to lay down a clariﬁcation to the HRRs to ensure clarity for the critical group of researchers that this
affects.
Teresa also noted that the issue of capacity to consent has been an issue for many. The Assisted Decision Making Act sets out a
good process but aspects of the act that are not enacted or implemented, causing challenges and confusion. The DoH are in fruitful
discussions with the Department of Justice (as the authors of the Act) and progress is being made. The DoH will seek to make an
amendment to the HRRs which will be in line with the Assisted Decision Making Act.
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Audience Questions and Answers
At this point of the agenda, the audience were invited to ask questions of the panel. Below are the
key points that were made during this discussion. It has not been possible to attribute comments
from the audience to individuals.

• The DoH will continue to engage with all stakeholders but will not undertake a formal consultation on the proposed
amendments to the HRRs.
• In response to a query on the lack of progress of the Health Information Bill, Teresa McGuire stated under Sláintecare there is
an aim to progress a health information policy framework and that it is essential that this is ‘future-proofed’ for using data for
research purposes.
• In response to a query on whether a decision by the HRCDC to grant a consent exemption in relation to one ‘test case’ could be
used to infer that an application to the committee was not necessary in another study, the panel responded that one study
being granted a consent declaration, does not mean that a consent declaration for a similar study is not required. Emily Vereker
stated that whether or not a consent declaration is required is case dependant and where doubts remain following the
undertaking of a DPIA and consultation with institutional DPOs, the HRCDC secretariat are happy to advise.

PAGE 12

IRISH HEALTH RESEARCH FORUM MEETING REPORT

• David Murphy stated that it is reasonable that review decisions from HRCDC are used to inform decisions going forward. They
recognise that DPOs are vital to making the system work and they will be offering more supports and resources to DPOs on a
national level.
• Teresa McGuire reported that the UK equivalent to the HRCDC have a ‘precedent category’ application form which is
considerably shorter than the standard form and that the HRCDC might consider developing shorter forms to expediate
applications which are similar to research that has already received consent exemptions.
• A series of citizen’s juries (which are smaller than a citizen’s assembly) could be held to better understand and capture patient
and public views on the use and protection of health data. Caitriona Dunne cautioned that people who have the means to give
their views tend to be more informed but that we also need to reach less informed and diverse groups of people.
• Teresa McGuire made the point that a lack of diversity in research studies is a long-standing issue and not one that can be
blamed speciﬁcally on what some are referring to as ‘over-regulation’. She also stated that she understands the deﬁnition of
‘GDPR consent’ as being informed consent (as per ‘common law consent’) with additional wording to state that is should be
unambiguous and that a research team should be able to produce evidence of it, if asked to do so.
• A member of the audience cautioned that long and in-depth patient information leaﬂets can exclude people of lower literacy
and the capacity to understand and so while we might meet legal requirements this is not the same as meeting the higher bar
of what is ethical to ask people.
• The PPI Ignite initiatives could be useful in facilitating diverse patient and public involvement in addressing the issues.
Darrin Morrissey closed the discussion stating that, while we wouldn’t wish to start in health research from this point, various
catalysts such as GDPR and the forthcoming Clinical Trials Regulation are acting to get everyone in a room to discuss these issues
and that we need to keep constructive discussion going.
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Closing Insights
Professor Brendan Buckley, Chair of the IHRF, reﬂected on the constructive engagement over the
morning. He noted that while the attendees and others are clearly working to identify solutions to
problems that have arisen in complying with the regulations, difﬁculties remain and there will be
some who are discouraged from continuing in research. We need to remain mindful of the
consequences of the new regulations and to audit those consequences - if patients loose more than
the citizens gain, then we will need to reassess our approach.
Addressing the topic of consent, he stated that truly informed consent is very difﬁcult to obtain, and a
proportion of patients base their decisions on trust in their medical team. We therefore need to look at trust-worthy structures such
as ethics committees to assess whether new research is consistent with the original consent given by a patient.
He highlighted the big idea that had emerged from the day – that of a citizen’s assembly to understand what people want from
health research. He cautioned that this should be an inclusive forum of members of the public rather than of patient interest
groups. He left the attendees with a thought-provoking question, such as could be put to an assembly: we need people’s consent
to undertake research using their data and samples, but can we throw out these same data and samples without their consent?

Visit www.ihrf.ie to view presentations, images and documents from the Forum.
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IHRF Factsheet
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.

STEERING GROUP
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.
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

The IHRF is a partnership of
organisations and stakeholders
that aims to inﬂuence health
research in Ireland

*HRB have Observer status on the Steering Group.
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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,

Mary McCarron, PhD.
Dean of The Faculty of Health Sciences,
Professor of Ageing and Intellectual Disability, Trinity College

cultivates expertise across all disciplines, from
Arts to Zoology.

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 preexisting impairment, physical, psychosocial and environmental factors that affect healthy ageing. The data from IDS-TILDA will assist national and local
policy, and service providers.

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.

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.
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Prioritise Research Questions
for Policy, Practice and Services

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.
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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:

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 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.

Dr. Marion Rowland MB PhD
Lecturer in Clinical Research, School of Medicine, University College Dublin

What PPI is NOT:
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.

Tuesday, 12 May 2015

• Assisting with the developing of patient information leaﬂets or other research
materials.
• Carrying out the research.
• Dissemination and implementation of the research outcomes.

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

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.

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

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.

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.

The goal of PPI is to achieve a true partnership between public/patients and
researchers, leading to improved research quality, relevance and outcomes.

• 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.

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

PAGE 15

Irish Health Rese
THE IHRF IS MANAGED BY THE MEDICAL
RESEARCH CHARITIES GROUP

THE MRCG IS SUPPORTED BY

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

