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Abstract
The research community is responding with speed to the COVID-19
pandemic, with rapid response mechanisms to fund research, shortened
application turnaround times, and expedited research ethics processes.
Public and patient involvement (PPI) is under pressure in this rapid
response research, where it is easy for researchers and funders to dismiss
PPI as non-essential, an added extra, a “nice to have”. 
In this open letter, we, researchers and PPI contributors, argue that PPI is
important, now more than ever. The pandemic is impacting everyone in
society, with normal rules of engagement discarded. The solution to
overcoming this virus will come from many different sources and many
changes will emerge to healthcare delivery and to how we live our lives. It is
essential that the research to find solutions is shaped by all who will be
impacted: the public and the patient must be central contributors and their
voice must be hear.
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Why does public and patient involvement (PPI) 
matter?
In recent years, there has been an increased emphasis on PPI in 
health and social care research (INVOLVE, 2015; Staniszewska  
et al., 2018). Research funders highlight the importance of 
PPI, increasingly requiring that research applications include 
PPI. Drawing on the lived experience of PPI contributors to 
shape the research, good quality PPI can enhance the quality 
and relevance of the research undertaken (Domecq et al., 2014). 
Moral and ethical values underpin the argument that PPI in 
research is an imperative: the fundamental human right to have 
a say and the ensuing increased public accountability and trans-
parency, particularly in publicly funded research (Gradinger  
et al., 2013). In Ireland, the Health Research Board (HRB) 
has been at the fore of promoting PPI in research and with the  
Irish Research Council, in 2017 launched a joint call entitled  
PPI Ignite, to support higher education institutions to embed PPI  
into their organisational structures. The use of different PPI 
approaches is increasingly evident in research in Ireland (Dwyer 
et al., 2020; Ní Shé et al., 2019; O’Hara et al., 2017; O’Shea  
et al., 2019; Tierney et al., 2018; Walsh et al., 2018).

It is worth reflecting on and comparing the approach to ethics  
in research with that taken to PPI in research. The former is  
established through international charters, is hard-wired into the 
policies and procedures of institutions and obtaining approval 
from a Research Ethics Committees is a necessary step to initiate  
most research studies. On the other hand, it is easy for 
researchers and funders to dismiss PPI as non-essential, an 
added extra, a “nice to have”. Here, drawing on formal and infor-
mal conversations with diverse PPI partners in recent weeks, we 
argue that PPI should be established with similar governance  
and structures as research ethics and be embedded in health 
and social care research, both during and post the COVID-19  
pandemic. While we focus here on the situation in Ireland, we 
believe that our thoughts will also resonate with public, patients 
and researchers internationally.

COVID-19 response research
The Irish research community, in common with colleagues 
worldwide, has rushed to respond to the COVID-19 pandemic. 
We have seen rapid response mechanisms to fund research, with 
shortened submission, review and study start-up times, and, in 
Ireland, the establishment of a temporary National Research Eth-
ics Committee (NREC) to fast track COVID-19 related ethics 
applications. A spirit of co-operation is evident between research 
groups, across Universities and Hospital Groups, with the Health 
Services Executive and the Irish government, facilitating collabo-
rative working, nationally and internationally. While the response 
from the medical and research communities has, in many ways, 
been inspirational with innovative new technologies emerg-
ing, some concerns are being raised in the published literature 
(Glasziou et al., 2020; O’Sullivan et al., 2020) and elsewhere 
(Kiely & Heavin, 2020), questioning the speed of the response.

PPI under pressure in COVID-19 response research
Early signs suggest that PPI is being sidelined. The ‘expert 
voice’ dominates – the voice of the clinical and public health 

perspectives: stop transmission, find a vaccine, find a treatment, 
develop new ventilators. Normal rules of engagement around 
almost everything in society do not currently apply. We are expe-
riencing centralised decision-making, with no time for debate 
and questioning. This is not a supportive environment in which 
the public or patient voice can be heard. In particular, research-
funding calls have not emphasised the need for PPI in research 
proposals and there is little public review of funding applications.

PPI in research depends traditionally on personal relationships,  
on face-to-face meetings, on gradually building PPI capacity  
among both researchers and PPI partners. It is widely  
acknowledged that establishing these relationships takes time  
and commitment, from both researchers and PPI partners. In  
some research teams with an existing PPI ethos, re-assignment of 
key researchers to other roles, prioritising support for front-line 
activities, means that PPI skills may not be readily available. So in 
many cases, it has been easier to discount PPI in research during  
the pandemic, rather than find alternative ways to maintain  
existing, or build new, PPI relationships.

PPI is important, now more than ever
We argue that in the research response to COVID-19 pandemic, 
PPI is important, now more than ever (a phrase used to first 
enshrine in health policy the concept of community participation 
in healthcare (WHO, 1978; WHO, 2008). Solving the current crisis 
is dependent on the response of every individual in society. PPI 
is about researchers finding the “nuggets of gold” that come from 
PPI contributors. The solution to overcoming this virus will come 
from many different sources and the public and the patient must 
be central contributors and should not be silenced.

People who have experienced COVID-19, and ICU care in par-
ticular, their family members and people living with chronic con-
ditions can draw on their lived experience to help clinicians and 
researchers shape and test new treatments and new approaches 
to care delivery. The pandemic affects everyone in society, but 
it does not affect everyone in the same way. The public at large, 
and those from minority or marginalised groups in particular, can 
play an important role in shaping research that explores the 
impact of the pandemic on our working lives, our home life and 
how we are coping with our “new normal”. It is important to rec-
ognise and harness the different types of knowledge and experi-
ences brought by diverse communities and individuals: this input 
can help reveal the true natures of the varying experiences of the 
pandemic (Marston et al., 2020). Separately, public review of 
research applications would enhance transparency, and has the 
potential to bring a focus on research participant fatigue, ques-
tion research duplication and waste, and objectively interrogate 
the potential impact of the research findings.

The Irish public embraced the initial public health campaign 
with its emphasis on staying at home, handwashing, respiratory 
etiquette and social distancing and in the words of the Taoiseach 
of Ireland, “thousands of lives have been saved” (www.gov.ie, 
2020). Given the extent of the restrictions on normal life to fight 
the virus, it seems incongruous, particularly where research is 
publicly funded, that the public voice is excluded when planning 
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research to find solutions and to explore the impact of the 
current restrictions.

Many changes will emerge from this pandemic. These changes 
will extend far beyond how we organise our healthcare systems; 
they will involve how we travel, work, educate our children  
and how we interact with other humans. To ensure successful 
adoption and adherence to these new ways of living, it is essen-
tial that solutions are shaped by those who will be most affected. 
For example, uptake of any new vaccines found will need the trust 
of the public. Involving the patient and public from the start in 
development of these vaccines will lead to increased transparency  
of the research and we have seen in recent years the positive  
impact of a public ambassador on the uptake of a safe and effective 
vaccine (Irish Cancer Society, 2018).

PPI essentials in a pandemic
Now more than ever fundamental aspects of good involvement 
apply, but we must also find new and creative ways to ensure that 
the patient voice continues to be heard, both in COVID-19 rapid 
response research and in other research ongoing during the pan-
demic. Figure 1 outlines what we believe are the essential fea-
tures of good involvement of public and patients in research 
during this pandemic. We must challenge ourselves to facilitate 
different formats for discussion, timings, levels of formality, 
and ways of communicating, tailored to the needs of different 
contributors, to ensure that those marginalised are represented.

PPI responses to date
There have been some positive developments in Ireland. Some 
rapid response grant applications have had PPI input, while 
in other cases, PPI has been omitted in the COVID-19 rapid 

response research. Existing PPI contributors are helping other 
COVID-19 research teams (for example, www.iHealthfacts.ie). 
Some existing PPI groups have moved meetings online and other 
research teams are now exploring whether and how they can 
start new PPI initiatives. Patient and community organisations 
are advocating for and supporting members to move to virtual 
environments and to continue to work with researchers (HRCI, 
2020; IPPOSI, 2020).

The international PPI response also has been mixed, with some 
excellent examples of existing PPI panels adapting to cope 
with the “new normal”. The response in Australia, led by Anne 
McKenzie, to establish a national PPI panel available to support 
COVID-19 research (Telathon Kids Institute, 2020) is similar to 
the NREC COVID-19 established in Ireland. In the UK, Health 
Data Research UK established a PPI group available to work 
with UK researchers (HDR UK, 2020) and the Public Involve-
ment Senior Leadership Team at the National Institute for Health 
Research (NIHR) has agreed new commitments for patient and 
public involvement, engagement and participation during the 
COVID-19 pandemic (www.nihr.ac.uk, 2020).

PPI in the pandemic: next steps
We call on all stakeholders in Ireland to take immediate 
steps as follows: 
•      Department of Health: establish a National PPI Advisory 

Panel, to provide the public and patient perspective to  
COVID-19 research plans and to increase transparency on 
research funding decisions, similar to the NREC COVID-19.

•      Research funders: in all funding calls during the COVID-19 
pandemic, include a public review and strongly encourage PPI 
in applications; be flexible in allowing funding reallocation 

Figure 1. PPI essentials in a pandemic.
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if there was initially no provision for PPI activities in studies 
funded under rapid response funding calls to date.

•      Researchers: use a mixture of existing approaches and new 
creative ways to ensure that PPI contributors influence all 
stages of your research, in spite of the changed environment 
for working together. It is never too late in a study to begin 
to involve PPI partners. Prioritise diversity and develop new 
approaches with your PPI partners, asking them what works 
well and what is not effective.

•      PPI advocates and patient organisations: make 
your voice heard, campaign for PPI in COVID-19 
research in particular, and support your members to 
contribute.

•      Policy makers: ensure that a diverse public voice is 
heard at the policy-making table.

Everyone in society is experiencing the pandemic, but not all 
are impacted in the same way, with health and social inequali-
ties very evident. Now more than ever it is an imperative that a 
broad and inclusive public and patient voice shapes pandemic  
response research, is involved in research funding decisions,  
is heard at the policy table and is positioned to act as an  
advocate for the changes to health and civil society that will 
undoubtedly occur. Together we are stronger.

Data availability
No data are associated with this article.

Author information
Members of the PPI Ignite @ NUI Galway Public Advisory  
Panel include Anne Daly, Casey Donaghey, Jack Gaffey, 
Deirdre Mac Loughlin, Helen Ogbu, Tony Regan and Mary Roche.

References

	 Domecq JP, Prutsky G, Elraiyah T, et al.: Patient engagement in research: a 
systematic review. BMC Health Serv Res. 2014; 14(1): 89. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 Dwyer CP, Joyce RA, Bane EM, et al.: An examination of the effects of a patient-
designed-and-informed participant information sheet in comparison with a 
standard, researcher-designed information sheet on recruitment, retention and 
understanding: Protocol for a study-within-a-trial. HRB Open Res. 2020; 3(4): 4. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 Glasziou P, Sharon S, Hoffmann T: Waste in covid-19 research A deluge of poor 
quality research: is sabotaging an effective evidence based response. BMJ. 
2020; 369: m1847. 
Reference Source 

	 Gradinger F, Britten N, Wyatt K, et al.: Values associated with public involvement 
in health and social care research: a narrative review. Health Expect. 2013; 
18(5): 661-675. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 HRCI (Health Research Charities Ireland): How to run a Board (or other) meeting 
via Zoom. 2020; [Accessed 21 May 2020]. 
Reference Source

	 INVOLVE: Public Involvement In Research: Values And Principles Framework. 
Southampton: National Institute for Health Research. 2015; [Accessed 20 May 
2020]. 
Reference Source

	 Irish Cancer Society: Irish Cancer Society welcomes more girls getting the HPV 
vaccine. 2018; [Accessed 21 May 2020]. 
Reference Source

	 IPPOSI: IPPOSI Statement On PPI During Pandemic. 2020; [Accessed 21 May 2020]. 
Reference Source

	 Kiely E, Heavin C: What Are The Ethics Around Research During A Global 
Pandemic? 2020; [Accessed 20 May 2020]. 
Reference Source

	 Marston C, Renedo A, Miles S: Community participation is crucial in a 
pandemic. Lancet. 2020; 395(10238): 1676–1678. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 Ní Shé É, Morton S, Lambert V, et al.: Clarifying the mechanisms and resources 
that enable the reciprocal involvement of seldom heard groups in health and 
social care research: A collaborative rapid realist review process. Health 
Expect. 2019; 22(3): 298–306. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 O’Hara MC, Cunningham Á, Keighron C, et al.: Formation of a type 1 diabetes 
young adult patient and public involvement panel to develop a health 
behaviour change intervention: the D1 Now study. Res Involv Engagem. 2017; 
3: 21.  
Publisher Full Text 

	 O'Shea E, Ogbebor F, Queally M, et al.: Knowledge of public patient involvement 
among health economists in Ireland: a baseline audit. HRB Open Res. 2019; 2: 
4. 
Publisher Full Text 

	 O'Sullivan L, Killeen R, Doran P, et al.: Protocol for systematic review of ethical 
declarations made in clinical publications concerning COVID-19. HRB Open 
Res. 2020; 3(22). 
Publisher Full Text 

	 Staniszewska S, Denegri S, Matthews R, et al.: Reviewing progress in public 
involvement in NIHR research: developing and implementing a new vision for 
the future. BMJ Open. 2018; 8(7): e017124. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 Tierney E, McEvoy R, Hannigan A, et al.: Implementing community participation 
via interdisciplinary teams in primary care: An Irish case study in practice. 
Health Expect. 2018; 21(6): 990–1001. 
PubMed Abstract | Publisher Full Text | Free Full Text 

	 Walsh DMJ, Hynes L, O'Hara MC, et al.: Embedding a user-centred approach 
in the development of complex behaviour change intervention to improve 
outcomes for young adults living with type 1 diabetes: The D1 Now Study 
[version 2; peer review: 2 approved]. HRB Open Res. 2018; 1: 8.  
PubMed Abstract | Publisher Full Text | Free Full Text 

	 WHO: Declaration Of Alma-Ata. [online] Alma Ata: WHO. 1978; [Accessed 10 May 
2020].  
Reference Source

	 WHO: Primary Health Care (Now More Than Ever). [online] Geneva: WHO. 2008; 
[Accessed 10 May 2020].  
Reference Source

	 www.gov.ie: Gov.ie - Statement of An Taoiseach, Update on COVID-19 
Emergency. 2020; [Accessed 21 May 2020]. 
Reference Source

	 www.nihr.ac.uk: Shared NIHR commitments to public involvement, participation 
and engagement during the COVID-19 pandemic. 2020; [Accessed 21 May 
2020]. 
Reference Source

Page 5 of 9

HRB Open Research 2020, 3:35 Last updated: 30 JUN 2020

http://www.ncbi.nlm.nih.gov/pubmed/24568690
http://dx.doi.org/10.1186/1472-6963-14-89
http://www.ncbi.nlm.nih.gov/pmc/articles/3938901
http://www.ncbi.nlm.nih.gov/pubmed/32296752
http://dx.doi.org/10.12688/hrbopenres.12981.2
http://www.ncbi.nlm.nih.gov/pmc/articles/7140771
https://www.bmj.com/content/bmj/369/bmj.m1847.full.pdf
http://www.ncbi.nlm.nih.gov/pubmed/24325553
http://dx.doi.org/10.1111/hex.12158
http://www.ncbi.nlm.nih.gov/pmc/articles/5060838
https://hrci.ie/how-to-run-a-board-or-other-meeting-via-zoom/
https://www.invo.org.uk/wp-content/uploads/2017/08/Values-Principles-framework-Jan2016.pdf
https://www.cancer.ie/about-us/news/irish-cancer-society-welcomes-more-girls-getting-the-hpv-vaccine
https://www.ipposi.ie/2020/05/12/6159/
https://www.rte.ie/brainstorm/2020/0511/1137702-research-ethics-coronavirus/
http://www.ncbi.nlm.nih.gov/pubmed/32380042
http://dx.doi.org/10.1016/S0140-6736(20)31054-0
http://www.ncbi.nlm.nih.gov/pmc/articles/7198202
http://www.ncbi.nlm.nih.gov/pubmed/30729621
http://dx.doi.org/10.1111/hex.12865
http://www.ncbi.nlm.nih.gov/pmc/articles/6543157
http://dx.doi.org/10.1186/s40900-017-0068-9
http://dx.doi.org/10.12688/hrbopenres.12896.1
http://dx.doi.org/10.12688/hrbopenres.13053.1
http://www.ncbi.nlm.nih.gov/pubmed/30061427
http://dx.doi.org/10.1136/bmjopen-2017-017124
http://www.ncbi.nlm.nih.gov/pmc/articles/6067369
http://www.ncbi.nlm.nih.gov/pubmed/29770551
http://dx.doi.org/10.1111/hex.12692
http://www.ncbi.nlm.nih.gov/pmc/articles/6250861
http://www.ncbi.nlm.nih.gov/pubmed/32002502
http://dx.doi.org/10.12688/hrbopenres.12803.2
http://www.ncbi.nlm.nih.gov/pmc/articles/6973524
https://www.who.int/publications/almaata_declaration_en.pdf
https://www.who.int/whr/2008/en/
https://merrionstreet.ie/en/News-Room/News/Statement_of_An_Taoiseach_Leo_Varadkar_T_D_Update_on_COVID-19_Emergency_.html
https://www.nihr.ac.uk/documents/shared-nihr-commitments-to-public-involvement-participation-and-engagement-during-the-covid-19-pandemic/24640


HRB Open Research

 

Open Peer Review

  Current Peer Review Status:

Version 1

 30 June 2020Reviewer Report

https://doi.org/10.21956/hrbopenres.14166.r27510

© 2020 Folmann Hempler N. This is an open access peer review report distributed under the terms of the Creative
, which permits unrestricted use, distribution, and reproduction in any medium, provided theCommons Attribution License

original work is properly cited.

 Nana Folmann Hempler
Health Promotion Research, Steno Diabetes Center Copenhagen, Copenhagen, Denmark

I have reviewed the manuscript titled ‘COVID-19: Public and patient involvement, now more’. The aim of
letter is to argue that PPI in research is important (now more than ever) in light of the COVID-19 situation.
It is very relevant and provides some very good suggestions for next steps.
 
My comments are as follows:
 
Abstract

A ‘d’ is lacking in the last sentence…and their voices must be heard. 
 
The letter argues that COVID-19 is more important than ever and I agree but some reflections on
‘why’ would be great and is lacking. Also, it could be noted that the letter will introduce next step or
highlight the main message.
 
I would suggest that the wording ‘… where it is easy for researchers and funders to dismiss to’ is
changed to ‘…,where there is a high risk for researchers and funders to…’.

Main text
I would suggest that the first section ‘why does public and patient involvement (PPI) matter?' could
focus on PPI in relation to COVID-19 and less on PPI in general.
 
The section ‘PPI under pressure in COVID-19 response research’ has a broad focus on PPI and
COVID-19. I would suggest that it only focuses on COVID-19 research and PPI. 
 
Why is PPI in COVID-19 research important? It is mentioned in the letter that solving the crisis is
dependent on the response of every individual, but it would be great if this could be elaborated a
bit.
 
Figure 1 is great.
 

COVID-19 has unearthed the deep ethnic and social inequalities that exist in societies (this could
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COVID-19 has unearthed the deep ethnic and social inequalities that exist in societies (this could
be mentioned). Also, the letter points to this very important aspect – involvement of hardly reached
groups. Is it possible to give some suggestions on how to involve hardly reached groups?
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This is a very clear and well written article on an important issue in light of the current environment.
The authors provide compelling argument to ensure that public involvement remains central to research.
As this is an open letter with an objective to persuade the research community, one might not expect
inclusion of alternative viewpoints. However, justification of a few statement of facts made may be
warranted. For example, there are "early signs that PPI is being sidelined" - what is this based on? The
article does not provide any evidence from funders or other research institution to support this argument.
It might be worth including recent concerns raised by the UK Health Research Authority about the
absence of public involvement in COVID-19 research studies recently. To provide more balance, the
article could be strengthened by considering some of the reasons why research teams have not
undertaken public involvement, and whether these are justified. 

Other than these minor modifications, then in my opinion, the public interest of this paper is worthy of
publication.

Is the rationale for the Open Letter provided in sufficient detail?
Yes

Does the article adequately reference differing views and opinions?
No

Are all factual statements correct, and are statements and arguments made adequately
supported by citations?
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Is the Open Letter written in accessible language?
Yes
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Yes
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Comments on this article
Version 1

Reader Comment 22 Jun 2020
, Patient Research Partner, Manchester, UKAilsa Donnelly

This Open Letter is both timely and important.  The authors equate the need for Patient and Public
Involvement (PPI) with the need for ethics in research, but point out that PPI is often overlooked in the rush

and flurry for funding to accelerate COVID-19 research.  This is perhaps understandable, but there are
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and flurry for funding to accelerate COVID-19 research.  This is perhaps understandable, but there are
risks attached.

COVID-19 is an extraordinarily wide ranging and indiscriminate disease and research on it will be long
term.   It is therefore important to set out some fundamentals now, before the lack of PPI becomes
established practice.  A top down approach, lacking input from patients and carers, may mean unusual
symptoms and effects of the disease are missed (e.g. lack of smell/taste).  Excluding members of the
public in the design and implementation of policies to restrict the spread of the virus runs the risk of public
non-compliance.  Absence of lay review in assessing which research proposals to fund may mean that
chosen projects concentrate on the research priorities of the researchers, rather than the patients or
public, and do not reach their maximum potential.

As mentioned in the Letter, some researchers are already working with established PPI groups and
deserve credit for doing so.  COVID-19 must not be used as an excuse to decrease PPI in research, but
should instead be seen as an opportunity to increase it and expand it.  This disease has touched
everyone’s lives, sometimes in several different ways, and many people will be anxious to help research
into it however they can.  It appears to attack the BAME community and those living in poverty
disproportionately, and their voices are all too often lacking in PPI; this is a chance to redress that. 
Younger, previously healthy people are developing longer-term effects from COVID-19.  Their voice too is
often missing from PPI, and we must not forget those who find themselves in a new role as ‘carer’.   This is
a real chance to increase diversity in PPI in all areas.
 
Use of online technology and resources has soared during lockdown, and this may be both more inclusive
and more exclusive: it enables some to participate who otherwise could not have done so (e.g. for reasons
of disability, caring responsibilities or geography) but also excludes those without online access and skills. 
This is not a new tension but one which has suddenly become much more relevant, and ways to address it
must be sought.  Technology also facilitates international participation and co-operation, crucially
important during a pandemic.

The authors have set out some very useful ‘PPI essentials in a pandemic’ in Figure 1.  It is not too late to
implement many of these even in research which has already started; as they say, flexibility at this early
stage is vital.  However, the more quickly ‘PPI essentials’ become embedded as specific principles in
COVID-19 research the better and more effective that research will be.  It would be such an excellent and
encouraging start if these ‘essentials’ were adopted (and adapted if necessary) on an international basis. 
We don’t have to start from scratch; let us share existing expertise and knowledge to improve PPI and
COVID-19 research nationally and internationally.  The final sentence sums it up: ‘Together we are
stronger’.
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