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Abstract

Background: This paper considers remote working in patient public involvement and engagement (PPIE) in health
and social care research. With the advent of the Covid-19 pandemic and associated lock-down measures in the UK
(from March 2020), PPIE activities switched to using remote methods (e.g., online meetings), to undertake involve-
ment. Our study sought to understand the barriers to and facilitators for remote working in PPIE by exploring public
contributors'and PPIE professionals’ (people employed by organisations to facilitate and organise PPIE), experiences
of working remotely, using online and digital technologies. A particular focus of our project was to consider how the
digital divide'might negatively impact on diversity and inclusion in PPIE in health and social care research.

Methods: We used a mixed method approach: online surveys with public contributors involved in health and social
care research, online surveys with public involvement professionals, and qualitative interviews with public contribu-
tors. We co-produced the study with public contributors from its inception, design, subsequent data analysis and
writing outputs, to embed public involvement throughout the study.

Results: We had 244 respondents to the public contributor survey and 65 for the public involvement professionals
(PIPs) survey and conducted 22 qualitative interviews. Our results suggest public contributors adapted well to work-
ing remotely and they were very positive about the experience. For many, their PPIE activities increased in amount
and variety, and they had learnt new skills. There were both benefits and drawbacks to working remotely. Due to
ongoing Covid restrictions during the research project, we were unable to include people who did not have access to
digital tools and our findings have to be interpreted in this light.

Conclusion: Participants generally favoured a mixture of face-to-face and remote working. We suggest the following
good practice recommendations for remote working in PPIE: the importance of a good moderator and/or chair to
ensure everyone can participate fully; account for individual needs of public contributors when planning meetings;
provide a small expenses payment alongside public contributor fees to cover phone/electricity or WiFi charges; and
continue the individual support that was often offered to public contributors during the pandemic.
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Digital literacy, Online video conferencing
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Plain English summary

This paper looks at remote working in patient public involvement and engagement (PPIE) in health and social care
research. When the Covid-19 pandemic began and the UK went into lock-down in March 2020, PPIE activities began
to use remote working methods, such as Zoom or Teams online meetings. We co-developed a study to understand
the experiences of both public contributors and PPIE professionals, those who are employed to organise PPIE, of
working remotely. We were particularly interested in how remote working might affect diversity and inclusion in PPIE
in health and social care research. We ran online surveys for public contributors and public involvement professionals
and conducted semi-structured interviews with public contributors. We co-produced the study with public contribu-
tors to embed public involvement throughout the study. We had 244 respondents to the public contributor survey,
65 for the public involvement professionals survey and conducted 22 qualitative interviews. Due to ongoing Covid
restrictions during the research project we could not include people who did not have access to digital tools, and this
is a limitation of our project. We found that public contributors generally liked working remotely and, for many, their
PPIE activities increased. There were both benefits and drawbacks to working remotely. From our findings, we have
made a number of suggestions for how to run remote meetings in PPIE and what to prioritise based on the areas
public contributors thought were important (such as one-to-one support).

Introduction

This paper considers remote working in patient public
involvement and engagement (PPIE) in health and social
care research. With the advent of the Covid-19 pan-
demic and associated lock-down measures that started
in March 2020 in the UK and continued into 2021, face-
to-face meetings and events were no longer possible
and PPIE switched to using remote working methods.
The study on which this paper is based sought to under-
stand the barriers to and facilitators for remote working
in PPIE, by asking public contributors and PPIE profes-
sionals, those who are employed to facilitate and organ-
ise PPIE by organisations, about their experiences of and
opinions about working remotely, using online and digi-
tal technologies. A particular focus of the project was to
consider how the move to remote working in PPIE could
affect the diversity of public contributors and how the
‘digital divide’ might negatively impact on diversity and
inclusion in PPIE in health and social care research. This
paper presents the results from this project and con-
cludes with suggestions for developing good practice in
remote working in PPIE.

Background

PPIE has become a wide-spread phenomenon in health
and social care research. The National Institute of Health
and Care Research (NIHR) state: ‘Public involvement is
at the centre of NIHR health and social care research,
and the public have a right to have a say in what and how
publicly funded research is undertaken’ [19]. With the
advent of the Covid pandemic, the NIHR reiterated its
commitment to PPIE [19]. The terms ‘patient and public
involvement and engagement’ (PPIE) or public patient
involvement (PPI) are commonly used to capture a broad

range of activities that aim to develop effective links
between researchers and the general public. We will use
a broad definition of PPIE for the purposes of this paper
as, ‘research being carried out ‘with’ or ‘by’ contributors
of the public rather than ‘to] ‘about’ or ‘for’ them! [21].
PPIE includes notions of active contribution, and ‘good’
PPIE is more about co-production than just involvement
(Hickey et al. [12]). ‘Co-producing a research project is
an approach in which researchers, practitioners and
the public work together, sharing power and respon-
sibility from the start to the end of the project, includ-
ing the generation of knowledge!(Hickey et al. [12]) We
will use the term ‘remote working’ to cover all types of
public involvement that takes place remotely, whether
it encompasses paid employment or not, and uses tools
and platforms for non-face-to-face communication, such
as telephones (land lines, mobiles, smart phones), online
conferencing/meetings, social media, and apps.

We were interested in exploring how remote work
might create particular challenges for ensuring access
and engagement for public contributors. There is a
digital divide that maps onto existing socio-economic
and health inequalities [6], and it has been noted that
PPIE conducted remotely has the potential to further
disenfranchise already disadvantaged and marginalised
groups [1]. Remote working is now becoming a main-
stay of how meetings are conducted. The potential dis-
enfranchisement due to the digital divide is, therefore,
an ongoing issue and is added to concerns that PPIE
was insufficiently diverse prior to the pandemic [23,
24]. A recent NIHR survey of public contributors found
a lack of diversity in the public contributor community
in terms of age and socio-economic status (NIHR), [20]
and addressing this is a National Institute of Health
Research priority (NIHR) [22], Therefore, considering
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how remote working in PPIE might affect diversity and
inclusion in PPIE was a key aim of the study.

Within the context of wider initiatives that are seek-
ing to address the increasing health inequalities caused
by the pandemic, it is important to consider how we can
organise and conduct remote working in PPIE [4]. With
the easing of lockdown, remote working has given way to
dual working, both remote and face-to-face; hence, some
form of remote working is likely to continue. For exam-
ple, ‘hybrid forms, with face-to-face and remote options
are becoming more commonplace. Therefore, develop-
ing good remote working practices in PPIE is becom-
ing increasingly important for all health and social care
research. If done well, remote working, alongside face-
to-face meetings, can make PPIE opportunities available
to wider publics, i.e., those who cannot attend meetings
physically due to complex social situations, disability and
other potentially marginalised groups (such as refugees,
young people) who may not be confident in unfamil-
iar environments. Thus, these new ways of involvement
through remote working can be a space for change
(Cornwall [5]). Remote working could also stimulate new
ways of doing PPIE that are less focussed on traditional
meeting formats and rely less on people having good lit-
eracy levels (Estacio [8]) and the increasing use of social
media amongst healthcare communities [26].

There is limited research published on remote work-
ing in PPIE, which is unsurprising given the immediate
requirement to work remotely prompted by the pandemic
and hence the short timescale over which it became the
dominant way of working. There were some instances
of remote working in PPIE and prior to the pandemic,
Brighton et al. [3] developed an online forum for PPIL
Lampa et al. [16] reported their observations of digital
PPIE meetings that had switched to remote online plat-
forms due to the pandemic. They concluded that remote
working was possible in PPIE but required commitment
from researchers to work with contributors to solve prac-
tical issues. Adeyemi et al. [1] considered the challenges
and adaptations which were needed for working remotely
with marginalised groups during the pandemic.

Taking account ot these early findings from the advent
of lockdown as PPIE moved online there was a growth in
‘how to’ guidance for conducting remote working in gen-
eral and PPIE specifically. Organisations such as NIHR
Research Design Service, NIHR School for Primary Care
Research, and many public involvement teams produced
introductions to Microsoft Teams, Zoom and other soft-
ware to enable remote working and suggestions for how
to manage and navigate PPIE activities in this new envi-
ronment. Our project aimed to contribute both to the
emerging literature on remote working specifically in
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PPIE and to provide some good practice recommenda-
tions for doing PPIE in this way.

Methods

We used a mixed method approach, as having the breadth
of responses from surveys and the ability to probe under-
standing in the qualitative interviews was an appropri-
ate methodology for answering our research questions.
The study began with quantitative surveys with public
contributors involved in health and social care research
and people who work professionally in public involve-
ment, those who are employed to facilitate and organise
PPIE by organisations. We then undertook purposively
sampled qualitative interviews with public contributors
to get a deeper insight into their experiences of remote
working, until thematic saturation was achieved, that is
until no new themes were emerging from the interviews.
Finally, we used these findings to undertake a discrete
choice experiment (reported elsewhere).

Public involvement

We embedded public involvement and co-production in
all stages of the project, from design through to deliv-
ery, analysis and writing up the findings. We co-devel-
oped the study with input from the ARC Public Advisor
Forum, a group of 25-30 public contributors who meet
regularly and advise, participate, and co-produce all the
work of the ARC NWC. We had a public contributor as a
funded co-applicant (NT) on the subsequent UKRI ESRC
grant. We did not carry out any formal assessment of our
PPIE activities, but held a number of workshops towards
the end of the project to develop the short guidelines [2]
and feedback on our involvement strategies.

Survey design

We designed the surveys using Jisc Online Survey soft-
ware. For the public contributor survey, we developed the
questionnaire with our public contributor co-applicant
(NT) and a group of ARC NWC public advisors. We also
drew on our own experiences of conducting remote work
in PPIE during the pandemic and the emerging literature
in this area. Once the survey was developed, we piloted it
with two public contributors, to check for sense, consist-
ency and readability, refined the survey and then piloted
it with the wider ARC NWC Public Advisors Forum,
before rolling out nationally.

The survey comprised tick box questions, Likert scale
questions, where participants could specify whether
they agreed or disagreed with statements, and open-
ended questions where participants could enter free
text responses. The survey askedgeneral questions about
role and PPIE experience, digital literacy and different
aspects of remote working. We collected demographic
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Table 1 Overview of study participants
Demographics Interviews—public contributors Survey—public contributors (%) Survey PPIE

(%)

professionals
(%)

Number 22 244 65
Gender
Male 13(59.1) (43.2) 56 (88.9)
Female 9 (40.9) 54.2) 6 (9.5)
Mean age years (range)
Age 62 (38-91) 63.2 (26-89) 44.5 (25-77)
Ethnicity
Ethnic minority 7(31.8) 28 (1147) 3(461)
White British 15 (68.2) 203 (83.2) 62 (95.4)
Numbers of years involved with PPIE
0-1 years 209.) 6(6.7) 11(16.9)
1-5 years 5(22.7) 102 (25.7) 41 (63.0)
>5 years 15 (68.2) 21 (50.6) 13 (20)

information to enable us to draw conclusions from the
data on how age, ethnicity, living arrangements and
socio-economic status impact on participants use of
remote communication tools. The survey ran from Sep-
tember 2020 to February 2021.

We co-developed the survey for PPIE professionals,
with input from our public contributors and PPIE pro-
fessionals from the ARC NWC and the NIHR Research
Design Service. We piloted the survey with members of
the ARC team and public contributor (NT) to check for
clarity, consistency and readability.

Like the PPIE contributor survey, the professional ver-
sion was made up of: tick box, Likert scale and open-
ended questions. We asked what support and training
they offered their public contributors and any sugges-
tions they had for improving remote working in PPIE.
The survey ran from January to March 2021.

Qualitative interviews

After the survey conducted with public contributors had
closed, we purposively sampled informants aiming to
interview some people from traditionally unrepresented
groups in PPIE (such as people from minoritized back-
grounds) and conducted 22 semi-structured qualitative
interviews with public contributors from across the UK.
The topic guide was co-developed with the research team
and public contributor (NT) from a preliminary analysis
of the survey results and was co-designed to probe and
explore the issues raised by the survey. The interviews
were conducted via Zoom; face-to-face interviews were
not possible due to Covid restrictions. The interviews
were audio recorded with the participant’s consent.
The interviews were transcribed and then checked for

accuracy and anonymised. The interviews lasted on aver-
age 60 min and were conducted between January to April
2021.

Ethics
The study was approved by The University of Liverpool,
Institute of Population Health Ethics committee (ID:
7636).

Recruitment

We recruited for all arms of the study via our social
media channels, personal Twitter accounts, and the Twit-
ter account and general communication channels of the
ARC NWC. We also sent direct emails to other NIHR
organisations such as the NIHR Research Design Service
and ARC national public involvement communities to
ask them to distribute the survey link to their public con-
tributors and PPIE professionals. The NIHR Centre for
Dissemination and Engagement tweeted about the study.
We also targeted charities and organisations involved in
health and social care research asking them to distribute
our study information to their public contributors and
PPIE professionals. We had 244 respondents to the pub-
lic contributor survey and 65 for the public involvement
professionals (PIPs) survey and conducted 22 qualitative
interviews (see Table 1). The public contributor survey
included a final question on whether people would be
interested in participating in qualitative interviews, and
they could leave their email address for future contact.

Data analysis
We drew on the growing literature on using online
sources for both qualitative and quantitative research



Jones et al. Research Involvement and Engagement (2022) 8:58

Table 2 Participant and respondent identifiers

Page 5 of 18

Survey respondents

Unique identifier (generated by Jisc survey

Interview participants

software) (1-22, for the 22
interviews)
Public contributors PC PC-70946561 PC-1
PPIE professional PIP PiP-74020148 N/A

(Lupton [17]). Anonymised quantitative survey data were
imported into SPSS version 27 (IBM, Somers, NY, USA)
for descriptive inferential data analysis. Interview tran-
scripts and the survey free text responses were coded by
the team using NVivo 12 software to determine themes
and key issues. Our analysis was interpretive, and we
approached our data as both a resource and a topic [11].
The validity of the range of interpretations and suggested
relationships between core themes was explored and
tested against the data using the constant comparative
method [28] and searching and accounting for deviant
cases [29]. For the surveys, we used simple descriptive
statistics to analyse the responses.

Our approach to integrating methods from qualitative
and quantitative research were partly sequential, the data
from the surveys helped us develop the topic guide for
the qualitative interviews, but also at a data analysis level.
To analyse our data, we adopted the ‘following the thread’
approach [18]. This approach to integration begins by
analysing each data set, using the analytic strategies rele-
vant for each type (see above), to identify key themes and
questions, ‘to create a constellation of findings which can
be used to generate a multi-faceted picture of the phe-
nomenon. The value of this integrative analytic approach
lies in allowing an inductive lead to the analysis, preserv-
ing the value of the open, exploratory, qualitative inquiry
but incorporating the focus and specificity of the quan-
titative data! [, 54]. In this way, we developed themes
within each individual data set and followed the thread
across the other data sets. Hence, the data are presented
in the results under thematic headings with figures and
quotes from all three data sets (the two surveys and the
qualitative interviews).18

Reporting
We refer to those who tookpart in the survey as ‘respond-
ents, and the public contributors who took part in the
qualitative interview as ‘participants. After each quote
we have included the participant number for the quali-
tative interviews and the unique identifier for the survey
(see Table 2).

For the percentages given for the survey responses, this
is the percentage of those who answered the question not
of the whole samples size. When the response rate for a

question is very low, we will present the number of peo-
ple who gave that answer.

Results
Background of the respondents
Most public contributor survey respondents (79%)
worked with an NIHR funded organisation or research
project, with 48% working with an NHS or social care
organisation. This was also the case for the PIPs, with
over half working for NIHR organisations (57%), on
government-funded research (21.5%), and (41.5%) work-
ing with an NHS, social care organisation or public body.
Respondents also worked with third sector groups and
charities such as Cancer Research and the Alzheimer’s
Society, with many public contributors working with
more than one organisation. Most of the public contribu-
tors had been involved in PPIE for over 5 years, with only
7% being involved for a year or less. PIPs’ experience
was evenly spread from 1 to 5 years, with just over half
(52.4%) working part-time in their PPIE role. A quarter
(25.4%) of the public contributors were from the least
Index of Multiple Deprivation (IMD) Quintiles 1 and 2.!
Our themes can be summarised under the following
headings, see Table 3 for an overview of the overarch-
ing themes identified through the analysis from both PC
and PPI narratives and subthemes that are discussed in
details below.

Resources and financial compensation

Availability of resources

For participating in remote working PPIE, it is necessary
to have the equipment needed to take part. In the survey,
we asked people what kind of remote working equipment
they had at home or had access to (see Table 4).

Most public contributors (77%) had a mobile phone
contract, with 63% of those with contracts having unlim-
ited calls and texts, and 30% having unlimited data. Of
those who had limited calls, texts or data, most reported
that this did not restrict their PPIE activities, as most
used Wi-Fi and computers for their PPIE work.

! Multiple deprivation indices are datasets within the UK to classify the rela-
tive deprivation (essentially a measure of poverty) of small areas.
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Table 3 Overview of themes in all the data
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Theme

Sub-themes

Resources and financial compensation

Knowledge and information
General support and training

The dynamics of working remotely

Equality and diversity

The future of PPIE meeting

Availability of resources
Challenges to working from home
Improvements to home working

Levels of digital literacy
Confidence in using remote working tools

Training provision
Training preferences

Satisfaction with video conferencing
Discussing sensitive issues online
Building and maintaining relationships
Importance of chairing/moderating

Clear code of conduct or/and house rules
for online meetings

More than one moderator is better for
online meetings

Representation
Improved accessibility for some
Decreased accessibility for others

Table 4 What equipment do you have access to

Public contributors Public involvement
professionals (PIPs)

Do you have access to

Landline 91% 55%

Smart phone 88% 97%
Computer—desktop or 96% 100%

laptop

Is this shared with anyone?  Yes shared—21% Not shared—100%
Tablet 76% 66%

Internet at home 99% 100%

Internet at work 18% 44%

Public contributors used a range of different electronic
devices when doing remote PPIE. Some of the devices
used had their limitations; for example, smart phones
were not very practical in an online meeting, making it
difficult to use all the functions and to see the meeting
participants. Some respondents said that a lack of access
to the internet was sometimes a problem, as they did
not have enough credit on their phones to participate as
much as they would like, with one respondent noting, ‘7
feel embarrassed to say I don’t have credit for example!
(PC 69251573).

Provision of resources by organisations

Most PIPs (77%) said that they had been provided with
a computer to use at home since the start of the pan-
demic, and 10% had been given a financial contribu-
tion to telephone and internet charges. However, 63%
had purchased equipment to help with remote working
themselves, such as enhanced internet, an office chair,

or another screen. A quarter of public contributors had
bought new equipment to enable remote working for
their PPIE activities, and had paid for it themselves, with
only 4% reporting that their organisation had provided
them with any equipment. Twenty-seven PIPs (34%)
reported helping public contributors with phone and
data costs, and five said they had provided equipment
such as a computer or phone.

Challenges to working at home

Most public contributors (75%) reported that there were
no aspects of their living conditions that limited their
ability to do PPIE at home. Whereas 46% of PIPs reported
that it was not ideal but they could manage, this view was
expressed by just 17% of public contributors.

In both groups of respondents, the most common
problems with working remotely were: poor internet
connection, especially when others in the household
were using the internet; noise; caring responsibilities;
home schooling; lack of privacy when conducting meet-
ings, particularly when discussing sensitive issues; lack of
space, so having to use the kitchen table or living room—
which created issues with noise and privacy; and hav-
ing to pack away everything at the end of the day. Here
a public contributor sums up the issues that they had
experienced:

The only issue I have is when the whole thing freezes
up, and my internet goes down. And then you have
to re-join the meetings and things like that. And that
is the frustrating thing. Because you can’t control the
internet, if it decides to go off, it goes off. Or if my, my
software decides it's going to freeze and I can’t sort
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that out, I just have to go back and restart again. So
that I'd say is the only really frustrating thing, which
is totally outside your control. (PC-13)

Improvements to home working

When asked what you would need to work more effec-
tively remotely, a large number of respondents in both
groups agreed or strongly agreed with better internet
connection (PCs=44.4% and PIPs 74.2%). One respond-
ent mentioned that they were homeless, and that clearly
impacted on their ability to contribute to PPIE remotely,
although they did report managing to be involved and
finding the experience very beneficial for their mental
health.

Public contributors emphasised the need to have access
to resources, especially digital equipment. They also
highlighted the need for additional equipment includ-
ing cameras, headphones and a laptop to enable them to
work remotely and fully contribute. One public contribu-
tor said it would be good to have ‘a budget for hardware,
software (office etc.) and for phone and internet top up,
without feeling embarrassed or exposed. (PC 70946561)
Other items mentioned included appropriate chairs,
screens and workspaces, so that people were able to use
the technologies ergonomically, to reduce discomfort and
not exacerbate existing health conditions.

It is important that remote working does not put a
financial burden on the public contributor. With face-to-
face meetings, public contributors are given expenses for
travel and provided with refreshments, but remote work-
ing is not without costs to the public contributor, as one
participant observed:

[the organisation] that I do stuff with have changed
their payment policy, to include a remote working fee
fixed remote working fee for meetings, if you attend a
meeting, five pounds, or whatever it is, which I think
really is really helped, because it doesn’t make you
worry about, you know, if I have to use my phone,
if for some reason the Wi Fi was down, I can use my
phone on 4 g, and I'm not worrying about my day to
day usage, stuff like that. (PC-8)

It is important to recognise that the shift to remote work-
ing was more difficult for some more than others, as
observed by this participant:

The other issue, which for me is really important is
the digital divide. Certain groups of people in that
community are less likely to use this sort of media
to get engaged. I think that the internet-based set
of discussions will continue to disadvantage some
groups of people. And that makes me very uncom-
fortable, because 1d like the PPI thing to be repre-
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sentative of the community that we’re serving. I don’t
think we'll achieve it while we're based on the on the
internet. (PC-5)

Knowledge and information

Levels of digital literacy

We asked public contributors digital literacy questions,
adapted from the Essential Digital Skills Framework pro-
duced by the Department of Education (DoE [7]). There
are five key domains set out in this Framework: Commu-
nicating; Handling information and content; Transacting;
Problem Solving; and Being safe and legal online.

In all domains, the majority of public contributor
respondents reported a high level of digital literacy, with
around 85% responding ‘I do this regularly’ to the major-
ity of questions under each heading. They were confident
in being able to complete tasks, such as back up and store
data on a computer, search websites, purchase items
online, and set appropriate privacy settings. The domain
where they expressed least confidence was their ability
to troubleshoot problems with a device or digital service
using online help, with just 39% reporting that they did
this regularly, (though a further 44% said that they had
done this or could do this if asked).

Given the way our data were collected (see Limitations
section), it is not surprising that 93% of our public con-
tributor respondents reported using remote communi-
cation tools during lockdown, with 28% using them 1-2
times a week, 22% 3—4 times a week and 33% twice a
month. Nearly half of the PIPs used remote communica-
tion tools 3—4 times a week.

Confidence in using remote working tools

Both public contributors and PIPs reported that their
confidence in using remote communication tools had
increased, with 44% of public contributors and 46% of
PIPs saying, ‘quite a bit’ This was also reflected in the
interviews with working remotely building public con-
tributors’ confidence in trying new things.

Getting more involved means that you have more
opportunities come your way. Like before I didn’t
use social media as much either like WhatsApp and
Facebook. More involvement has influenced me to
use social media more as well. So now I use Twit-
ter quite a lot, I use WhatsApp quite a lot. I think
because this virtual platform has helped improve
my skills on social media as well. (PC-14)

However, from the survey data, the public contribu-
tors’ confidence in using video conferencing tools such
as Zoom and Microsoft Teams improved during Covid.
Whereas, confidence in Skype and Facetime remained
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the same. This suggests that these had not been used very
much as PPI remote working tools during the pandemic
by our respondents.

The majority of public contributors (73%) reported that
they liked remote working. The PIPs had more mixed
views on this. Some reported that public contributors
might not understand how to work remotely, with 32%
of PIPs thinking some public contributors would have
moderate to a lot of problems with remote working, and
41% thinking they would have some problems. Both pub-
lic contributors and PIPs reported that their attitude to
remote working had changed over lockdown and this
change was largely in a positive direction, with people
saying that it was easier than they had thought it would
be:

But actually, a lot of the stuff I've been involved in,
people have been absolutely brilliant. Theyve all
learned new technologies and new ways of working,
we've all done it together. And, you know, I think it's
been absolutely brilliant. (PC-8)

On the whole, 90% of the public contributor respond-
ents in our survey felt they had coped well with working
remotely. There was variation within this response, with
32% saying they could manage it but would prefer not to,
and 14% saying it had not been easy. However, 62% said
that they had been able to participate in projects and
activities fully. The PIPs felt that their public contributors
had adapted well to remote working, with 82% agreeing
with this statement, and 81% saying that it could encour-
age greater public involvement.

General support and training

Training provision

The rapid shift from face-to-face interactions to the use
of remote working had often taken place without institut-
ing any mechanisms of support for public contributors,
though this is understandable given the reasons for this
shift. Due to this, some public contributors felt that there
was a risk of being excluded and that working remotely
hindered their ability to participate in public involvement
activities. For some, the use of digital communication
(e.g., Zoom, Microsoft Teams) that they were not familiar
with impacted on their confidence as public contributors:

I think during COVID 19 initially, the first few
months I was excluded. Because I wasn’t confident
on the platform. So, I wasn’t really aware, there
was no training, no one had really informed us or
explained anything. So, I found it quite difficult to
build that confidence to ask and to use the zoom.
And it was only through some of my other organiza-
tions, when they started to use the zoom, then I got
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Table 5 Responses to the survey question: ‘What would you
need to work more effectively remotely?’

Option from survey PCs (%) PIPs (%)
Training/knowledge 55.1 73.7
Better internet 444 74.2
Provision of hardware 335 50
Adequate time for myself 303 50.8
Adequate space at home 26.1 47.5
None, as | do not want to work like this 8.6 38

involved. And then slowly, this was picked up, and
we had some training. I found it quite difficult, the
transformation from face to face to zoom. (PC-14)

During the early stages of remote working, public con-
tributors had to act on their own initiative in learning
how to use the new platforms of digital communication
(e.g., Zoom) and develop their own understanding of
how to contribute effectively in such settings.

Very different adjusting to doing things by Zoom, it
was a sharp learning curve, trying to understand
how these meetings are going to work. The neces-
sary etiquette, the learning what the problems are
with a technology bug, for example, the delays that
go on and how difficult it is to have a conversation
by remote when you're used to meeting face to face.
(PC-7)

Although formal training was limited, 73% of public con-
tributors reported having received support from their
organisation or project, with most finding this helpful,
and 78% of PIPs reported providing support for their
public contributors, such as Zoom training. For both
public contributors and PIPs, the main way relevant new
skills were acquired was through self-training online and
then using skills learned this way repeatedly. Only around
a quarter of both groups had received any training or
induction from their organisations or workplaces. Help
from family members was also mentioned as a way of
solving problems:

My husband, whatever the problem I have he just
sorted out. I only go to project team when obviously
for other things, not for IT, because I know that my
husband can sort them out. (PC-17)

Training preferences

Most public contributor respondents were keen to learn
more, when asked “What would you need to work more
effectively remotely? The respondents were provided
with different options; Table 5 shows the % who agreed
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added to the % who strongly agreed with each option, for
both groups of respondents. 55% (55.1%) of PCs agreed/
strongly agreed with the training/knowledge option. They
showed a preference for free online courses and materials
provided by the health and social care research organi-
sation, rather than face-to-face training and courses with
a qualification. The biggest barrier for PIPs to provide
training was financial: they reported that they had no
budget for this.

Alongside training, participants noted that it is impor-
tant to have access to individual support when needed.
Some participants explained that having access to some-
one who could provide guidance or support, or direct
them, made them feel confident in continuing their
contribution and developing their capacity as a public
contributor:

If I don’t understand it, I do ask that this help and
support provided always and now as I become a
public member co-lead [team name]. I've learned
from the Team Manager, how I can use Teams. I
asked her how I can do that. So, she provided help as
well. I think if I asked for help, there’s always support
and help available. (PC-18)

One theme emerging from the data was that public con-
tributors felt they had been offered more support during
the pandemic. They saw this as very valuable and wanted
it to continue, as a participant commented:

So I think the support is there. It’s just hoping that
they remember to keep the support once we go back
to face to face. And everybody doesn’t get all busy
and face to face meetings that they forget that we
still need support, if we are using the virtual plat-
form. (PC-8)

The dynamics of working remotely

Video conferencing was the main way PPIE took place
remotely. Most public contributors and all PIPs con-
nected to remote video conferences via a computer/lap-
top, with 24% of public contributors using smart phones
or tablets to connect. Generally, both groups of respond-
ents reported video conferencing as easy to use and said
that they had few technical problems.

Satisfaction with video conferencing

In terms of ease of use of video conferencing, public
contributors found no difficulty in connecting to meet-
ings, seeing everyone in meetings, being able to speak
when they wanted, and being able to understand what
was going on. Hearing people in meetings was harder,
with the PIPs reported more difficulty in hearing eve-
ryone in the meeting with 59% of PIPs reporting some
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Table 6 Public contributor responses to the survey question:
‘Overall, how user friendly have you found the following aspects of
teleconference meetings?

PCs (%
reporting
difficulty) (%)

Statement from survey

Hearing everyone 586
Being able to speak when you want/need to 47.1
Understand what is going on 378
Follow and keep track of what was going on 48.2

or lots of difficulty in hearing everyone and 51% of PCs
reporting some or lots of difficulty. PIPs also reported
slightly more difficulty in following and keeping track of
what was going on (see Table 6). The respondents were
provided with different options, what is recorded in this
table is the % who reported some difficulty added to the
% who reported lots of difficulty. Further, 55% of the PIPs
reported that they had difficulty involving everyone in
the meeting.

Only 2% of public contributors did not like video con-
ferencing, while 49% really liked it and 48% thought it was
alright. There were no PIPs who did not like it, with 43%
really liking it and 56% thinking it was alright. The major-
ity of both PIPs and public contributors found it con-
venient, and PCs liked being able to do if from their own
home. Most PIPs found video meetings tiring, whereas
public contributors were split between those who did not
(31%) and those who did (35%). Most respondents did
not mind having their video on (PCs 78%).

The difficulties experienced in interacting online were
explored further during the interviews with public con-
tributors. With remote communication participants
reported that the ‘human element’ of interaction was
lacking and the ability to follow non-verbal communi-
cation that is often a key aspect of communicating was
limited.

But it’s the ‘Have I said something stupid, but in
that in that sort of face to face, you very much get
the personal feeling that no question is too stupid,
that it’s safe to challenge. And the feeling of debate
is more. it because it’s more sensitive, because you're
reading the body language, and you're reading the,
you know, the visual signs more. So yeah, so I think
that’s, that was the main thing about the face to face.
It was the it created that safe environment for some-
body like me, who often will feel it’s the imposter
syndrome is, you know, should I be here? Should I be
doing this? Am I up to it? So they people help to put
you at your ease. That’s what I think is what's most
noticeable. (PC-19)
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Participants highlighted that it was difficult to ‘gauge
reactions, for instance whether others understood,
acknowledged, and approved or disproved, when looking
at small video on the screen.

If you sat around a table, you kind of pick up on
other people’s cues, but it’s not so much, especially
when there’s only kind of like a very tiny little screen.
Sometimes you think, did they actually hear any-
thing at all? Because you don’t get reply? (PC-1)

Building and maintaining relationships

There is some indication from participants that it might
be more difficult to establish a relationship where one did
not exist before and to maintain on-going engagement in
a project with only online meetings. Many of the partici-
pants found it difficult to create relationships with others
via remote communication; as one PIP said, ‘Engagement,
meetings, getting to know new communities doesn’t work
well” (PIP 71885453). They explained that face-to-face
interactions promoted and eased building of relation-
ships, as with face-to-face work they had the time outside
of formal meetings to socially engage. For some, human
interaction and building relationships was an important
reason they were involved as a public contributor, and
without it the motivation in being or continuing to be a
public contributor is likely to reduce.

The other problem is that advantage of face to face,
people can build relationship with one another.
When you're dealing remotely, it becomes artificial.
That is what this remote working video conferencing
telephone has done. It is breaking that relationship

issue and if you don’t have that relationship issue,
then that motivation of people getting involved in
PPI, I fear will get reduced. That’s contentment,
that satisfaction, that joy of taking part in PPI will
get reduced. And most people who take part in
PPI they’re not doing it for money, they’re doing it
because they actually enjoy it and they feel it will be
valuable for future generation. (PC-12)

There are other downsides with remote working: when
asked what they missed by not having face-to-face meet-
ings, public contributors said they missed seeing their
colleagues at meetings and having informal chats. Reflec-
tions came both from PIPs, such as:

T realised the informal conversations are so impor-
tant. Those small chats between a researcher and
contributor when they are making coffee are just as
important as the wider discussions. (PIP 71860940),
and also this from a public contributor: ‘It has some
uses but we must be careful not to over rely on this
cheaper alternative to face to face. Humans interact
face to face much more effectively for many tasks:
(PC 70082446).

Discussing sensitive issues online

Public contributors said that they were happy discussing
sensitive topics via video conference, and were not wor-
ried about online security or confidentiality, but 33% of
PIPs thought that public contributors might not want to
discuss sensitive topics online and 37% were unsure if
they would (see Fig. 1).
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Neither group of respondents were worried about
recording the meetings, people listening in, or the organ-
isation using their data.

Importance of chairing/moderating

Participants discussed the dynamics of remote/virtual
meetings. They highlighted that remote meetings can
often be difficult to run in comparison to face-to-face
meetings, and require particular skills in a moderator or
chair who can manage such an environment.

It has worked far less well when there has not been
a good chair or moderator.... So do I put my physi-
cal hand up? Do I just unmute my microphone and
shout? Or do I put my electronic hand up. And if 'm
being good, and I mute my microphone, somebody
else comes straight in and blurts out their point of
view, and I'm thinking, hang on, they’re not being
fair in they should have muted their microphone
while I'm muting mine. So I don’t always feel it’s
kind of that I know when to participate. And I some-
times feel irritable about other people who have just
dived in when I when the chair has asked people to
keep mute. (PC-21)

Public contributors explained that in online meetings
there are different options for indicating when one wants
to speak. As noted in the quote above, this includes rais-
ing a virtual hand, using the chat function, and also at
times some will physically have their hand up to indicate
their intention to contribute.

Participants explained that in a virtual setting it is
important to create an environment that enables all
members to contribute equally and is inclusive by man-
aging ‘big characters’ who are likely to dominate discus-
sions. They explained that when managing meetings, it is
important to consider public contributors who may not
have the confidence to contribute within a virtual group
setting and may require support to enable them to fully
contribute and feel included.

I think if you've got if you've got something to say
then I think it's even more important now then the
person that’s holding the meeting, hosting the meet-
ing, to be able to involve everybody and it’s really dif-
ficult. (PC-1)

Clear code of conduct or/and house rules for online meetings

Having a clear structure within meetings by clearly com-
municating the meeting ‘house rules’ or/and a ‘code of
conduct’ (such as staying on mute while others are talk-
ing to avoid interruption and using the virtual hand func-
tion to indicate you wanted to speak next) helped manage
the discussion and gave contributors confidence that
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their contribution will be acknowledged in an appropri-
ate manner.

What works really well is if somebody says at the
beginning, okay, ‘while I'm doing this presentation,
everybody mute, if you have a comment, please put
your electronic hand up. And I will look at it while
the person is giving his presentation, I will look at
the comments and the hands up and make sure you
have a question’ that works really well. When we
don’t have this, other times it’s muddles. (PC-21)

According to the participants, remote meeting facilita-
tors need to ensure: a clear agenda; an introduction to
members; communication at the start about when they
are expected to contribute and when they need to remain
on mute; and that there is time for all members to speak.
It is also necessary to consider visibility on screen when
sharing documents; the position of individuals on cam-
era; and encouraging clear speech throughout the meet-
ing. It is also useful to provide details on how to join or
leave a meeting and describe how to use virtual back-
grounds for privacy.

You have to go by the house rules of the room, if there
was 10, or 20, people working, talking together, you
got to control them. And naturally, we find it easier
to control and speak one after another on various
situation. So, we also find people who are invited
to a meeting seems to know their roles within the
organization, what to do, how to do it, and when to

not interrupt anybody else, you know, respect to each
other. (PC-11)

More than one moderator is better for online meetings
Participants found that to enable equal contribution, a
meeting moderator needs support to manage the meet-
ing; some highlighted that it is better to have several
moderators rather than just one person trying to manage
the meeting.

Really comes down to whoever’s organizing and run-
ning the call, especially if they have got two or three
helpers, actually looking after it, e.g. muting every-
body when you start. (PC-20)

This is especially important when the share screen func-
tion is used, which limits the ability to see all individuals
on screen.

It worked well, when there’s been a good sort of facili-
tator/moderator, for example, what works really
well is when a researcher is presenting their presen-
tation, and there is another person who is looking
out for people putting their physical hand up or their
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electronic hand up or making comments. (PC-21)

Equality and diversity

As per our survey respondents and interview partici-
pants, diversity in PPIE generally is an issue. For example,
only 18 (7.6%) of our PC respondents did not have Eng-
lish as a first language, and 83% self-identified as white
British. We asked the PIPs to comment on the demo-
graphics of their public contributors and they reported
that often public contributors are white, retired and
middle class, although other groups were mentioned,
and some PIPs worked with young people and people
from groups who are traditionally underrepresented in
health and social care research. We asked the PIPs if they
thought the demographics of public contributors had
changed during lockdown. One participant said,

And again, with the xxx they have a really, really
strong young people’s group, the young people per-
sons advisory group, and they are flying because the
young people can fit it in from their universities or
their homes in around their lives. And I think I think
it will potentially open up the doors to make things
more inclusive. (PC-19)

When asked if the demographics had changed, 47
respondents said no (77%), and 14 (23%) said yes. It was
evenly split between some saying more ethnic minority
people participating and some saying less; others said
younger people were participating and others said less.
So, it is not possible to infer any trends from this, as it
appears to depend on the particular group and context.

In our study, most public contributors (83%) and PIPs
(81%) reported that they had no reduced physical or men-
tal abilities or health conditions that made using remote
communication tools difficult (surveys data). Of those
who reported difficulties, hearing loss, visual impairment
and physical difficulties with managing computers were
the most commonly mentioned. Roughly equal numbers
of public contributors and PIPs reported difficulties (17%
and 19%), and of these, 85% used assistive technologies
to help with remote communication tools, such as voice
recognition software and text to speech. While some
public contributors reported not having anyone who they
could ask for help with remote working (22.2%) no PIP
respondents reported this.

Improved accessibility for some

We asked public contributors if their PPIE activities had
increased during Covid: 58% reported that they had
increased, 27% that they had stayed the same and 14%
said they had decreased. PIPs also reported an increase
in their PPIE activities (55%), with 16% saying they had
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decreased. 43% of public contributors said that their con-
tact with their PPIE colleagues had remained the same
during Covid (43%), but 35% reported it had increased
and 20% that it had decreased (often due to studies run-
ning before Covid being mothballed). While 85% of PIPs
thought that working remotely could make PPIE more
inclusive and 44% of PIPs reported that they had had
more contact with their public contributors, with 40%
saying it remained the same and only two respondents
reporting no contact.

1 think this has become a blessing for me as it is so
easy for me I don’t have to travel, I can easily log on,
I've been taking part in so many opportunities, like it
opened the door of getting involved. (PC-18)

There were some benefits to working remotely reported
by both public contributors and PIPs. Remote working
was viewed as having created more opportunities for
PPIE, especially for those who found it hard to attend
face-to-face meetings due to the physical aspects of
having to travel. For some participants, remote worked
addressed the physical barriers that had made them feel
excluded.

[remote working] I think it's opened up the area
of PPI to a much wider scope of individuals and
encourage them to take part where they wouldn’t
have done before. I think that is beneficial to them
because I suspect for the researchers, it’s given them
access to a much wider audience of contributors
than they would have had. (PC-20)

And the majority of people on the call were disabled
people, including a visually impaired man, who has
said that, since moving to online meetings, he thinks
there’s been like an, he said, a 90% improvement for
him. (PC-5)

Remote working was seen as convenient for various rea-
sons, including being able to be involved from one’s own
home, less travel and, consequently, less time and expense
wasted. This gave an opportunity for greater involve-
ment from certain sections of the community, who may
not find it easy to travel to meetings to be engaged (those
with disabilities, caring responsibilities, who did not have
access to good transport).

Tt also allowed the discussions to happen with dif-
ferent contributors at times that suited them. As
they have health problems, not having to travel was
an advantage’ (PIP 72095793).

However, participants reported that public contribu-
tors from communities where English is an additional
language struggled the most, as issues such as language
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barriers played a greater role in limiting their access and
contribution when PPIE was carried out online.

But then there’s certain projects that I'm a part of
and sometimes when the moderator talks they’re not
very clear talking very clearly. So you can’t really,
you know, it's difficult to hear what they're saying.
So if they can maybe speak a bit more clearly and
also, when English is not your first language, there’s
certain accents of English that you can get. And then
there’s certain accents there are a bit hard for you to
pick. So then you have to really listen a bit closely to
what the other person saying. (PC-17)

Decreased accessibility for others

When carrying out PPIE remotely, participants reported
different factors, such as age, learning ability or disabili-
ties as potentially creating challenges when they are not
acknowledged.

One of the big things for me with my hearing with
deafness is that the problems created by other people
are never deliberate. With the digital barrier there is
a need to spend some time thinking about the people
who read the rest of the screen. I think what happens
with zoom is that when you start doing it, you're not
aware of how much energy it actually takes. If you
are struggling to make sense of the words, and any-
one with a hearing impairment is doing that. But at
the end of our discussion now, I will be tired. I will
take a break, have another cup of coffee. (PC-10)

Once this, once you go into screens, the face of the
talker becomes a thumbnail. And I'm still using a lot
of lip-reading assistance to understand people. (PC-
10)

The physical aspects of remote working, such as the
impact of sitting for long periods and looking at screens
for people with muscular skeletal issues, were also raised:

Yeah. visual impairment, because I get double vision
after a while. And if I'm concentrating, I also tend
to get neck cramps, because I can’t sit for too long in
one position, because of my back problem. (PC-12)

The future of PPIE meetings

When asked how they would like meetings organised
after the easing of pandemic-related social distancing
measures, all participants and respondents reported
that it is important to have flexibility to provide peo-
ple with involvement opportunities that are suitable for
them. It would be important to provide the opportunity
to build relationships and support interaction through
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face-to-face working. Public contributors and PIPs did
not want meetings to all be face-to-face. One public con-
tributor said:

T fear that PPIE will expect us to only be present
face to face after this, which would mean people like
me would not be able to participate and isn’t fair.
Many people with physical and neurological condi-
tions benefit from this communication method. (PC
70946561).

Both groups favoured a combination of virtual and face-
to-face meetings, and both agreed that remote working
made it easier for some people to get involved in PPIE.

I would like a mixture. I would not like it always to
be online. If we're meeting between different loca-
tions online is good. But if it's a few people in [city],
a small group in [city] then I would like to travel
and meet people I would feel that would be good for
making friends and just better social contact with
people. (PC-21)

As one PIP observed, ‘It [remote working] can be great
for some people, but not all people. It’s not a one size fits
all. Some people don’t like / or cannot effectively or eas-
ily access the required tools (e.g., no device, no reliable
broadband, issues of digital exclusion). It can actively
promote better inclusion - we have seen public contribu-
tors join meetings who would never join face to face ses-
sions (they were not able to or did not like to travel), we
have seen increased numbers (its quicker to join an hour
video call than take half a day to join a meeting face to
face). (PIP 74020148)

Discussion

This study looked at how public contributors and PIPs
had experienced carrying out PPIE remotely. While
undertaking this study, two papers looking at remote
PPIE were published [, 1, 16]. The findings from our
study supports many of the insights from this work and
adds to their contribution. On the whole, both groups,
public contributors and PIPs, found working remotely
manageable and in certain respects preferable to face-
to-face meetings. Some of the main benefits of working
remotely were that, for certain groups of public con-
tributors, it increased accessibility of meetings and over-
came various barriers to participating in PPIE activities.
Those who found travelling difficult or who had caring
responsibilities that made it hard to be away from home
for long periods of time particularly welcomed working
from home. However, there were limitations to this way
of working; home environment, family, space, and inter-
net connections all made home working challenging for
some public contributors and PIPs. Both groups also



Jones et al. Research Involvement and Engagement (2022) 8:58

missed the social and informal aspects of PPIE, which
were hard to replicate online.

In their recent systematic review of patient involve-
ment, Ocloo et al. [24] identified barriers and enablers
to patient and public involvement. Although their review
did not look specifically at remote access, many of the
findings from our study fit into the key areas identified
in their review, and we have organised our discussion to
address these key areas. Ocloo et al’s findings suggest
that many of the challenges of remote access exist in PPIE
more broadly.

Resource and compensation

In remote access PPIE, it is crucial to ensure that the
necessary resources, compensation and reimbursement
mechanisms are in place. It is obvious, but important
to note, that public contributors who lack the neces-
sary equipment and ability to connect to the internet are
completely excluded from remote PPIE activities. In
our study, we found that only 4% of public contributors
received any financial assistance towards equipment,
and that a quarter of public contributors had purchased
their own equipment to carry on contributing during
the pandemic. It is likely that people with limited finan-
cial resources would have been unable to purchase their
own equipment, making remote participation impossi-
ble. Even before the move to remote PPIE, people from
low socio-economic status have been described as ‘hard
to reach’ or ‘seldom heard from’ [10]. If the lack of digital
resource provision remains unaddressed, then they will
never be heard from.

Our study also suggests that PIPs were more likely than
public contributors to be provided with equipment. This
may indicate the undervaluing of public contributors,
with some suggesting pre-pandemic that an asymmetry
in compensation contributes to power imbalances (e.g.,
when the patient contributor does not receive any finan-
cial compensation, but the rest of the research team they
are working with does) [27].

Some of the respondents and participants in this study
suggested potential solutions to these issues of digital
poverty (described as the lack of access to digital devices
and ability to afford data plans and internet access) such
as a fund for public contributors to apply to for equip-
ment they need to fully participate, and a small additional
renumeration for all public contributors towards the
cost of data or Wi-Fi. Establishing these measures would
hopefully avoid public contributors having to admit
that they lack the resources to participate, which was
described as a source of embarrassment.

Even when equipment is provided, our study also
identified potential issues within participants’ home
environments. Some, such as not having enough space
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to set up a workstation, are more difficult to address
through financial payments; but others such as hav-
ing caring responsibilities could also be remunerated,
e.g., by covering the cost of a babysitter, during remote
meetings. Some participants drew attention to physical
difficulties, such as back troubles as a result of sitting
for extended periods at online meetings; one suggestion
to improve this would be to carry out a Display Screen
Equipment (DSE) workstation assessment with public
contributors who are regularly contributing remotely to
reduce the risk of harm. Employers do this as part of
health and safety legislation, however public contribu-
tors are not usually seen as employees and therefore
not supported to the same extent and provided with
safe home-working environments. Organisations could
loan out suitable furniture for example from within
their own stores, assuming it fell within fire and other
health and safety/liability regulations to do so. This
would mirror an expectation that attendees at face to
face meetings would be offered the right facilities for
their needs whether they were staff or invitees.

Knowledge, support and training

Once equipment and internet access is in place it is also
important to ensure that everyone has the knowledge
and information necessary to participate remotely. Due
to limitations in the study design (see the Limitations
section), we did not capture the responses of those who
have no or limited digital literacy. But it is important
to ensure that support or training is provided so that
people feel confident to participate in remote PPIE
activities.

It is likely that PPIE organisers will need to provide
training so that participants can develop the skills needed
to participate fully. We found that public contributors
looked to their organisations for training, online free
courses, and one-to-one trouble-shooting support for
particular problems. Formal or credit-bearing courses
did not seem to be of interest to our respondents. One
recommendation would be to carry out a skills and
knowledge evaluation with current and new public
contributors to identify areas for training and develop-
ment. In our study, the domain where the respondents
expressed least confidence was their ability to trouble-
shoot problems with a device or digital service using
online help. This could be an area for skill development
that could provide public contributors with the tools to
solve technical issues when they arise. In terms of general
support, public contributors welcomed what they saw as
the additional support they had been offered during the
pandemic, such as one-to-one phone calls and additional
short catch-up meetings.
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Equality and diversity

It is hard to draw firm conclusions from our findings
about the impact of remote working in PPIE on the diver-
sity of public contributors who were involved during the
Covid pandemic. In their study in doing PPIE with mar-
ginalised groups during the Covid pandemic, Adeyemi
et al. [1] suggests that digital poverty is the biggest threat
to inclusivity in remote working in PPIE. Other studies
have also reported that digital exclusion is closely related
to other forms of marginality [13]. The responses from
the PIPs were mixed on this issue and given the limita-
tions of the study (see below) it is likely that those who
were digitally disenfranchised were unable to participate
in remote working.

Just as when meeting in person for PPIE activities,
remote access has a number of accessibility requirements
to consider, which were identified in our study. The pre-
cise nature of accessibility requirements is, of course,
dependent on the individuals that PPIE organisers aim
to include, and remote PPIE activities need to be tailored
for the specific participants who are attending. But some
common considerations can be mentioned: the number
of people in a meeting, the length of meetings, the screen
display of documents, and the visibility of the meeting
participants (especially for individuals who depend on lip
reading) are all common issues. Adeyemi et al. [1] found
that reaching out to organisations (e.g., UK charity the
Royal National Institute of Blind people) for advice on
how to tailor PPIE meetings to groups (in their case, peo-
ple with a visual impairment) was particularly helpful.

Our study also found that some participants, especially
those with English as an additional language, experienced
an increase in linguistic barriers in remote meetings.
Organisers of remote PPIE activities need to be aware
of this potential barrier and consider additional support.
Asking everyone to speak slowly and clearly at the start
of an online PPIE activity has potential to benefit a wide
range of participants, as we found that hearing everyone
in online meetings presented difficulty for 51% of public
contributors and 59% of PIPs. Appropriate accessibility
software should be considered as part of the ‘equipment
offer’.

Representation

Ocloo et al. [24] note that issues of representativeness
and lack of diverse perspectives are common concerns
for PPIE. As we discussed earlier, it is likely that unless
those organising PPIE put measures in place to tackle
issues of digital poverty and digital literacy, then the
move to remote PPIE will contribute increasing under-
representation of some communities and groups. Yet
as we found, while the move to online activities may
decrease accessibility for those experiencing digital
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poverty, it has increased participation ability and made
PPIE more accessible for other groups, such as those who
cannot leave home due to illness.

Yetano and Royo’s [30] study on civic e-participation
similarly found that online and offline participants had
different socio-demographic profiles. As a result, they
suggest that a combination of both forms of participation
may lead to greater inclusion and representation. Simi-
larly, our findings support the idea that a combination of
online and face-to-face participation may lead to more
inclusive PPIE.

Power dynamics and organisational constraints

Karl et al. [15] suggest that videoconferencing may
reduce the differences in status between meeting partici-
pants, since everyone appears in a box of the same size
on some videoconferencing platforms. With this in mind,
the move to remote PPIE might have been expected to
help to address power asymmetries between ‘experts’ and
the ‘public; which some have found to be an issue in PPIE
activities [25], and to have enabled public contributors to
contribute more freely to discussions.

It was not clear from our data whether public contribu-
tors felt they were better able to express their opinions on
videoconferencing, and a majority of public contributors
in our study disagreed with the statement ‘I find it eas-
ier to say what I really want to when it’s not face-to-face!
Lampa et al. [16] found that public contributors shared
less information in digital meetings. Our findings sug-
gest that this is not due to concerns about sharing sensi-
tive information, and public contributors did not express
worries regarding privacy or confidentiality. Lampa et al.
[16] suggests, rather, that public contributors find it dif-
ficult to claim their space online. The findings from our
study might indicate this with some public contributors
(47.1%) reporting difficulty in being able to speak when
they want/need to in online video conferencing. In the
interviews for our study, participants expressed some
confusion regarding remote meeting etiquette and per-
ceived unfairness regarding people speaking out of turn,
which might also indicate a difficulty in claiming space.

Interview participants also highlighted the importance
of the meeting’s chair for smooth running of online meet-
ings and ensuring that everyone could participate and be
fully involved, a finding that coheres with Lampa et al.
[16], who note the increased importance of the chair/
moderator in remote PPIE activities. This was also indi-
cated in our survey data, with 55% of PIPs reporting that
they had difficulty involving everyone in the meeting, and
PIPs being more likely than public contributors to find
video-conferencing tiring. One suggestion from our par-
ticipants was to have multiple moderators running the
meeting.
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In the context of local politics, Fan and Fox [9] note
that the move to remote civic participation has placed
greater power in the hands of those organising activities,
and correspondingly reduced the power of the public.
Compared to in-person public meeting spaces, organis-
ers of remote public meetings have more control over
who can access the online space, who can contribute, and
how they can do so. For example, online meetings involve
the ability to mute participants, eject individual partici-
pants from meeting spaces, and turn the chat on or off.

These issues were not raised as a concern by partici-
pants in our study. Still, it is worth considering ways to
mitigate this potential problem. Having a public contrib-
utor chair the meeting rather than a member of staff or a
researcher and deciding on meeting etiquette and ground
rules together as a group at the start, might be one way to
reduce power imbalances that arise as a result of organ-
isers’ and chairs’ increased responsibility in online PPIE
activities. Lampa et al. [16] and Adeyemi et al. [1] both
emphasise co-production of how online meetings will
run as good practice. Given the increased importance
of the chair’s role in online meetings, training could be
considered to enable them to effectively fulfil the crucial
role of ensuring everyone is fully involved in remote PPIE
meetings.

There were also interesting differences in the responses
of PIPs and public contributors, such as views on dis-
cussing sensitive issues and how tiring people found
meetings. This emphasizes the need for PIPs to regularly
check in with public contributors; our study found that
what works better for PIPs in terms of online or face-to-
face PPIE activities is not always what is best for public
contributors; for instance, 83% of PIPs found video con-
ferencing tiring compared to 46% of public contribu-
tors. However, it is worth noting that in some cases PIPs’
responses may reflect the wider PPIE group that they
know and work with, rather than the technically confi-
dent public contributors who will have been responding
to our online survey.

Suggestions for the future of PPIE

Respondents and participants in our study favoured
a combination of face-to-face and remote meetings;
some were concerned about the potential move back
to all meetings being face-to-face while others worried
that face-to-face meetings would become a thing of the
past. Adeyemi et al. [1] highlight that in-person contact
remains a necessary strategy at the start of a PPIE jour-
ney to build trust and rapport, especially for those who
are marginalised. In our study, most of the public con-
tributors who responded to the survey had been involved
in PPIE for over five years. Thus, many respondents may
have already established relationships and built rapport
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before the move to online PPIE. Yetano and Royo [30]
suggest that person-to-person contact dotted throughout
a long-term collaboration is more effective at maintain-
ing engagement; it is hard to tell from our findings what
the long-term impact of online-only PPIE would have
on maintaining participation. There were a number of
good practice recommendations arising from our find-
ings: the importance of a good moderator and/or chair
to ensure everyone can participate fully; account for
individual needs of public contributors when planning
meetings; provide a small expenses payment alongside
public contributor fees to cover phone/electricity or WiFi
charges; and continue the individual support that was
often offered to public contributors during the pandemic.
These have been summarised in a freely available info
graphic  (https://arc-nwc.nihr.ac.uk/get-involved/oppor
tunities/remoteworking/).

Strengths and Limitations

The study took place during the early stages in the pan-
demic when the UK was undergoing lockdown measures
Consequently, the study captures a snapshot of a particu-
lar time and how we worked.

A strength of the study is the number of respondents
to the surveys and that we were able to follow up issues
in the qualitative interviews. Further, both the surveys,
with their free text response sections and the interviews
gave public contributors and PIPs the opportunity to
raise issues that had not been covered in the survey ques-
tions. The main limitation of our study was that due to
lockdown lasting longer than originally anticipated when
designing the study, we were unable to distribute the sur-
veys as hard copies (as we could not access photocopying
and university postal services), and we were only able to
recruit those who had some form of digital access. There-
fore, this study was not able to capture the views of those
who were not able to be involved due to digital exclu-
sion. Our findings have to be interpreted in the light of
this, as all our participants and respondents were able to
access digital resources. There were also some comments
on Twitter that the survey was very long and took a long
time to complete. We did pilot the survey with pub-
lic contributors and tried to minimise the length, but it
was a research study and we wanted to collect views on
a range of areas of remote working. In the participant
information sheet, we stressed that the survey was likely
to take around 20 min.

Conclusion

The Health Research Authority [14], when reflecting
on PPIE during the pandemic, noted, ‘The pandemic
has exposed and exacerbated the lack of resilience of
the place of public involvement in UK research! Using
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remote working methods, in combination with face-
to-face meetings, could be part of a strategy to improve
PPIE across the health and social care research sector. By
disrupting our traditional meeting format, remote work-
ing has focussed our attention on how meetings are run,
their purpose, the advantages and costs of different meet-
ing types, and how to work together more effectively.
If done well, this ongoing critical consideration has the
potential to make all types of PPIE meetings more pro-
ductive and inclusive.
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