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Abstract

Background: Big data research requires public support. It has been argued that this
can be achieved by public involvement and engagement to ensure that public views
are at the centre of research projects. Researchers should aim to include diverse
communities, including seldom-heard voices, to ensure that a range of voices are
heard and that research is meaningful to them.

Objective: We explored how researchers involve and engage seldom-heard
communities around big data research.

Methods: This is a qualitative study. Researchers who had experience of involving or
engaging seldom-heard communities in big data research were recruited. They were
based in England (n = 5), Scotland (n = 4), Belgium (n = 2) and Canada (n = 1). Twelve
semistructured interviews were conducted on Zoom. All interviews were audio-
recorded and transcribed, and we used reflexive thematic analysis to analyse
participants' experiences.

Results: The analysis highlighted the complexity of involving and engaging seldom-
heard communities around big data research. Four themes were developed to
represent participants' experiences: (1) abstraction and complexity of big data,
(2) one size does not fit all, (3) working in partnership and (4) empowering the public
contribution.

Conclusion: The study offers researchers a better understanding of how to involve
and engage seldom-heard communities in a meaningful way around big data
research. There is no one right approach, with involvement and engagement
activities required to be project-specific and dependent on the public contributors,

researchers' needs, resources and time available.
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1 | INTRODUCTION

Patient and public involvement and engagement (PPIE) has become
embedded in health research and within the NHS,! and is used in
healthcare services? to put the public perspective at the centre of the
discussion® and improve professionalism among medical practition-
ers.* It helps to align priorities shared by researchers and the
public® and it helps researchers understand the lived experience of
patients and the public.® There is also an ethical argument that
those who pay (taxpayers) should have a say on how their services
and research are shaped.” We follow the National Institute for
Health and Care Research (NIHR) definition of public involvement
and engagement.® Public involvement in research means that work
is ‘being carried out “with” or “by” members of the public rather
than “to,” “about” or “for” them’. We use the term ‘public
contributor’ to describe this role. Conversely, public engagement
stands for activities ‘where information and knowledge about

research is provided and disseminated’.

1.1 | Bigdata

There are multiple definitions of big data in the literature. In this
paper, we define big data research as reusing routinely collected
medical data for research purposes. This can happen by linking large
medical data sets from various sources. When initially collecting
medical data, the public (or the researcher) might not be aware that
their data may be later reused for research. Many big data research
studies use opt-out consent, where patients need to inform someone,
usually their medical provider, that they do not want their medical
data to be reused for research.

Public support is needed for these projects to be able to take
place,’® and a systematic review has shown that the public generally
supports the reuse of their medical data.'* However, they can be
concerned that their data might be misused, for example, sold to
private companies.'? PPIE can assist in alleviating these concerns.'®
Hill et al.}* found that talking about and explaining the research
process around big data improved their study participants' support in
reusing their medical data. Public contributors can also contribute to
the decision process on who can access medical data for research
purposes, thus ensuring that a social licence exists.*> Social licence is
more than meeting legal requirements and requires public trust that
researchers will conduct their work ethically.'® Poor governance can

lead to a deterioration of the social licence.'®
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Patient and Public Involvement: Two public contributors are authors of the paper

and they were involved in the study design, analysis and writing.

big data, PPI, public engagement, public involvement, qualitative, seldom-heard

1.2 | Seldom-heard communities

In addition to the ‘usual’ public, it is important to capture the voices
of groups in our communities who are less frequently heard.
Successful PPIE requires the inclusion of seldom-heard communi-

51718 and researchers should aim to include them,? but how to

ties,
do it in a meaningful way remains challenging.2°~22 Such communities
are often easy to ignore, but not including them can make research
findings ungeneralizable to all parts of society and miss the nuances
of experiences specific to those groups?® and will not provide
solutions for all communities.?* PPIE should be inclusive of and
accessible to everyone.® Not including seldom-heard voices can
reflect the power structures at play and perpetuate health inequali-
ties. This is important as these communities might experience poorer
social and health outcomes. For example, the Covid-19 pandemic
disproportionately affected people from ethnic minorities.?’

The terminology and definitions in this area are contested. Some
of the terms used include hard-to-reach,?>?¢ seldom-heard,?”:%®
seldom-listened,?’ peripheral voices,>° marginalized®*? and under-
served.®® The key characteristic of these definitions is that these
communities are less included in research than other groups in
mainstream society. Within the UK legal context, the Equality Act
2010 uses the term ‘protected characteristics’. These are age,
disability, gender reassignment, marriage or civil partnership, preg-
nancy and maternity, race, religion or belief, sex and sexual
orientation. The Act provides antidiscrimination laws and embeds
requirements for diversity and inclusion for public bodies but is not
always directly applied to research. However, it can be influential in
how researchers approach diversity in their work.X® We will use
‘seldom-heard’ as this shifts the responsibility for inclusion to
researchers rather than blaming the public, as implied by the ‘hard-
to-reach’ wording. Their inclusion (or a lack of it) is not a fault of
these communities.®>®> When presenting the results, we kept the
original terms used by participants when quoting them. However, we
recognize that use of any terms might not necessarily represent how

these communities would like to be described.

1.3 | Research aim

Despite understanding the importance of PPIE, there is limited
knowledge of how this can be effectively facilitated in big data
research.3* A previously published system logic model identifying key

elements of PPIE in big data research recognized the inclusion of
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t,%* and therefore,

seldom-heard communities as a key componen
there is a need to understand how to ensure all voices are included.
This paper explores researchers' experiences of involving and

engaging seldom-heard communities in big data research.

2 | METHODS
2.1 | Theoretical position

This study adopts social constructionism as its theoretical lens when
understanding and analysing data.>> We believe that multiple realities
and perspectives exist among researchers. These are subjective and
socially constructed and thus depend on participants' cultural,
political and historical backgrounds. Researchers (and thus their
work) are shaped by their relationships with public contributors. From
the social constructionism perspective, the dynamics of social
interactions are essential to understand how new knowledge is
achieved.®® Thus, in our analysis, we focused on the processes
around PPIE rather than its structures.

Social constructionism can be used to justify a more collaborative
form of inquiry.>® This can be achieved by conducting research together
with the public contributors. Collaborative work can be seen among our
participants who involve the public in their work but also in our project,

as we involved two public contributors as co-researchers.

2.2 | Participants and data collection

Alongside big data researchers, we included facilitators of PPIE activities
in big data projects. Facilitators (some of whom might be qualified
researchers) are in charge of the overall organization of the PPIE progress;
they co-ordinate, organize and facilitate activities and act as intermedi-
aries between researchers and public contributors.>” They often are
recruited at research institutions to support specific big data research
projects. Throughout the paper, for clarity, we will refer to both groups as
researchers. All participants had to have an experience of involving or
engaging seldom-heard communities or aiming to reach them.

We recruited through Twitter, bulletins and established networks
within big data research such as Health Data Research UK. Interested
participants contacted the author for further details and to register
their interests. Interviews were conducted on Zoom between March
and June 2022. Interviews were later transcribed and anonymized,
with all participants assigned pseudonyms.

A semistructured interview guide was developed to elicit partici-
pant experiences of PPIE with seldom-heard communities. We also
included an opportunity for them to speak about communities that they
planned to reach or tried to engage but were unsuccessful. After the
first interview, co-authors met to reflect on the topic guide. One follow-
up question on what participants perceived as a seldom-heard
community was added to the topic guide.

Only limited demographics were collected from participants to

protect their anonymity. Twelve participants took part in the study.

We reached data saturation when no new themes appeared in our
analysis.3® Participants were based in England (n = 5), Scotland (n = 4),
Belgium (n = 2) and Canada (n = 1). The majority were women (n =11)
and there was one man. Their experience of research and PPIE
ranged from two and a half years to 20 years, with an average of 9
years. We also asked them to describe themselves as researchers
(n=6) or facilitators (n=9), although they could have chosen both

options. Six participants were from an ethnic minority background.

2.3 | Data analysis

We conducted a reflective inductive thematic analysis.>?"*! This
method allowed us to identify patterns across all interviews
systematically. Thus, we unpacked the realities experienced by
researchers. We used both semantic and latent coding. Semantic
coding shows more explicit patterns within the data and stays as
close as possible to what participants said. This allowed us to share
specific practical examples of PPIE strategies. Latent coding provided
more implicit and interpretive reflection on the data. Initially, one
interview was coded jointly by three authors (P. T., S. A,, N. T.) in
Word. Then, the author (P. T.), an experienced qualitative researcher,
inductively coded the remaining interviews, supported by NVivo 12.
We met as a team on multiple occasions to discuss the data analysis
and develop and refine further themes.

Public contributors can be meaningfully involved in qualitative
analysis*? and trained to conduct reflexive thematic analysis.**> Two
authors (S. A. and N. T.) who are public contributors received training
in reflexive thematic analysis (focusing on being reflective, coding
process and refining themes). They were involved in the designing the
study, initial coding and developing and refining the themes. They are
both experienced public contributors and S. A. also acts as the Data
Ambassador for Care and Health Informatics theme within
the Applied Research Collaboration North West Coast. This role
involved raising awareness and knowledge about big data research.
Two authors (S. A. and N. T.) also took part in an exercise reflecting
on how their backgrounds influenced what they perceived in the data
and what they brought to the analysis.

The research-active authors also reflected on their academic
backgrounds (P. T., K. F., S. E. R. and L. F.). Research team consisted
of qualitative researchers with experience of involving and engaging
the public, and those who conducted research in big data. These
different perspectives allowed us to bring distinct views to the data
analysis and furthered our understanding of the experiences of our

participants.

3 | FINDINGS

We present four themes that explore how researchers involved and
engaged seldom-heard communities in big data research: (1)
abstraction and complexity of big data, (2) one size does not fit all,
(3) working in partnership and (4) empowering the public
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contribution. All themes appeared throughout all interviews, which
provides an indication that these experiences were commonly shared
among participants (even if participants were based in different
countries). We have provided additional quotes in Supporting
Information: Appendix 1 that offer further examples of how the
participants involved and engaged seldom-heard communities around

big data research.

3.1 | Abstraction and complexity of big data

Big data can be an abstract and difficult topic to explain to the public.
Participants said that conversations about big data include technical,
specialist's vocabulary, jargon, references to legislation and regula-
tions. Researchers found it challenging to discuss the complexity of

this kind of research with public contributors in lay terms:

Big data is a really complex environment to navigate
both in terms of the research, but also in terms of like

the regulatory aspects and legislative aspects. (Sophia)

Sometimes, the difficulty in explaining big data research
impacted on participants' experience of involving the public. Public
contributors can have a role in advising (or deciding) if researchers
may access routinely collected health data for research purposes.
Here, the public contribute to the governance groups of these
initiatives. Researchers who worked with these groups found it hard
to explain to the public the purpose of big data research. They
struggled to contextualize the concept of big data to the public if it
did not directly refer to the public contributors' health condition or a
topic that might interest them. The following extracts illustrate that
challenge as the participant refers to bringing public contributors to

support big data infrastructure:

Project (...) was just looking at the infrastructures of
big data. It was really challenging to actually put that
into a context that was relevant to members of the
public; they kind of said ‘well we don't even know if
you want us to be involved, we don't really see how
we can be because this is all to do with linking up
datasets with each other and it's all very technical, and
it's not really anything to do with our living experience
as patients or as members of the public’. So that was
that was quite a hard project actually to think about.

(Sienna)

It is not only public contributors who can be confused by big data
jargon. Some participants who were not data researchers said that
their familiarity with the topic was more akin to the public
contributors rather than data researchers they worked with on the
project. They might feel uncomfortable asking questions or request-

ing clarification. The public contributors often were more confident in

asking these kinds of questions. This was seen as a very positive

element of PPIE by a participant:

I'm sometimes really pleased when [public contribu-
tors] ask questions. Because I'm like oh, good, | don't
know if | could have asked that, but so I'm really
pleased that you did. | probably should have known
that, but | don't, so I'm glad you asked it. (Robyn)

Participants felt that promoting the benefits of big data research,
being transparent in how data are used and building trust with the
public would ensure that some negative media stories around big
data research could be counteracted. They believed that overall, the
general public would be supportive of data sharing to improve
healthcare. They recognized the need for effective communication
between researchers and the public. In individual projects, they
suggested training and supporting the public contributors around big
data research but described it as a slow and time-consuming process.

One of the things that we really do is kind of work
with our staff to make sure that they are able to
explain it in kind of like plain English. If we were to
have a session about something like trusted research
environments, which can be kind of like a technical.
Then we would work with staff to actually plan the
presentations (...) to make sure that the language is
right, we also hold drop-in sessions once a month so
that members of the public that we work with can
come in and say ‘| have a question'. (...) And so we
bring in some of our more technical staff because |

have no technical knowledge myself. (Harriet)

Participants spoke about how communication must continue
outside the research projects and involve the broader community.
The public contributors involved in big data research are essential to
helping further engagement with their communities. As they become
more familiar with big data research, their knowledge can be utilized
to engage with the general public and raise awareness of big data
research. They can help explain what big data research is about, its
benefits and how it works. Here, a participant speaks about
explaining in lay terms a technical term related to data:

When it comes to data and infrastructure and things, it
can be very complex. There's lots of big words like
pseudonymisation [laughing] and things like this, so
we worked with the public members to create this
animation, which gives a snapshot of what the
project's like and it's an accessible snapshot. (Robyn)

This theme shows that talking about big data can be complex and
challenging. However, there was an agreement that PPIE around big

data research takes the researcher away from numbers and allows
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them to bring a human face to the data. The following excerpt

explains this:

| love doing this type of analysis of, you know, hitting
the buttons and seeing the graphs come up and seeing
results. It's really exciting, but you miss that contact
with people. And having that PPI group, there was a
really good way for me to touch base and think about
what the numbers meant. And think about the stories
behind some of the data. And connect it to people's
lived experience and | think that's really important. (...)
To me, it's ones and zeros, but in reality that one is
death. So it's really important to have that in front of
your mind, and | think that brings it home when you've
got a group of people in front of you who are really
interested in what you're doing and to whom it could

potentially make a difference. (Zoe)

3.2 | One size does not fit all

This theme elicits the need for researchers to be flexible and often
innovative when involving public contributors in big data research.
Participants did not have one prescription on how to successfully
work with the public contributors.

How PPIE looked in the participants' work differed based on the
project needs, public interest or experiences. Public contributors can
be involved in different roles within projects around big data
research. These included contributing to the review of the data
access process and as co-investigators or members of advisory
groups for specific projects. The following quote shows how public
contributors can assist with decisions over whether and how
researchers can access routinely collected medical data for research
purposes.

That's a group of around eight members of the public
who we meet with on a quarterly basis to get their
views on our kind of engagement plans (...) and also to
get them to become more part of our project approval
process is something they've been really keen to do,
so we're looking at our kind of review process.
Researchers who want access to routinely collected
health and social care data puts their applications in
and it goes through a rigorous, multistage approval
process and one of those that we're looking to do is to
have the public voice within that so their vote, their
part of it would be an assessment of the public value

of the projects that come in. (Alex)

Participants said that public contributors can have a much more

active role and co-share responsibilities with researchers:

We have two co-leads. One of them is myself and but
the other one is a member of the public, so that from
the very beginning, | am working very closely with [the
public contributor] so that we can kind of shape this
programme together, making sure that the public
views are fed in right from the very beginning and as
part of that we've also got a leadership (...) and so in
this leadership team, it's half public contributor,
patient-public contributors and the other half would

be kind of like professionals such as myself. (Harriet)

How to work with each community might depend on their needs.
Many participants spoke about the need to understand the specific
community that they were planning to work with. Here, a participant
suggests a pre-engagement engagement to understand what PPIE
should look like:

It's just really interesting about doing that pre-work to
set up the scope and the scale of the engagement
work and then to set up the environment that would
be the safe as possible, so it's almost like a pre-
engagement engagement where you're really setting
up the safe environment to allow for good public

engagement to happen for diverse members. (Victoria)

Who represents seldom-heard communities differed among
participants. Participants often spoke about aiming to be reflective
of the community. However, they recognized that it was not always
possible (or feasible) to reach everyone who might potentially
contribute. They admitted that because of their recruitment methods,
limited resources or time, the public contributors who were generally
involved often represented a limited range of demographics. Each
community is different and might require different PPIE strategies.
They argued that the recruitment should be specifically tailored to
the group they wanted to reach. The communities that were most
often involved in PPIE were generally white and elderly. The seldom-
heard communities they wanted to involve included ethnic minorities,
people experiencing homelessness, traveller communities or different
age groups (especially younger people). However, they also wanted
to reach people with particular health conditions or improve male
representation. The following quote illustrates how participants
perceived their role in encouraging diversity:

We do try to reach out to seldom-heard groups.
We are currently undertaking an audit of our group to
see how, where we're lacking, 'cause | suppose within
the patient and public involvement there tends to be a
certain type of person who volunteers and has got the
time. So tend to be retired, tend to be white more
often than not, and so we are keen to widen our
demographic (...) we're not just interested in ethnicity

(...) it tends to be quite a lot of women as well that
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volunteer, so you know, increasing, men, also increas-

ing our younger population. (August)

3.3 | Working in partnership

PPIE is not conducted in a silo. The participants worked with others
(organizations, charities, public services and public contributors) with
the aim of being inclusive and to reach more diverse communities,
especially around big data research. This theme explores these
different actors' roles in successful PPIE.

These partnerships have the potential to fill the gaps in
researchers' understanding of local communities. Some participants
recognized that researchers themselves could be a hard-to-reach
group. Meetings can be held during working hours or be otherwise
inaccessible to public contributors. Others recognized that the
diversity of their teams is important and might reflect how well they

involve and engage communities.

| think while we don't have as much diversity as we
could in our staff, it's harder for us to communicate or
share those messages or understand the groups that

we're trying to reach. (Arabella)

Charities and organizations already provide existing links with
the community and offer that bridge for researchers to reach the
seldom-heard groups. They can assist with recruitment and engage-
ment strategies. However, there is a risk that a researcher will not
necessarily improve the diversity of their group but rather take over
the demographic composition of the group they engaged with, as this

participant explains:

So it was mainly about because | was kind of
piggybacking on a charity, on several charities groups.
It was down to who they had picked up and they were
already actually meeting via Zoom this charity, so |
kind of inherited their diversity or degree of diver-

sity. (Zoe)

However, as much as these partnerships can be helpful,
establishing them is not easy. It can be time-consuming to build that
trust with the charity, and participants recognized that this needs to
be an ongoing relationship that should benefit both parties.

Some participants also said that that relationship could be
confusing to the potential public contributors if there is more than
one research team working on that project (and thus trying to involve
them). The following extract shows how one of the participants
struggled to get some patient groups involved because they already

had been working with other researchers:

| contacted several [patient groups] in [the city] to see
if they would be interested in doing some PPI

workshops with them or telling them a bit more about
the research we're doing. (...) They didn't necessarily
know that they it was the right thing for them at the
time, but also they'd had so many researchers getting
in contact with them that it's they said it's just really
difficult for us to choose who we work with and if
they've already got a relationship with somebody else.
Then they may choose to work with them obviously

instead. (Sienna)

Researchers can act as facilitators of PPIE or bring in trained
experts (who might not necessarily be familiar with big data research).
The facilitators' role is to act as this connecting bridge during work,

an intermediary between researchers and the public contributors.

What we are trying to do is bring these people on
board and explain to us what it is, and we try to turn it
into more lay language and sometimes with [public
contributors], engage them to have a conversation so
that they can actually challenge the experts rather
than us doing it. So we are more of an inbetweener in

that sense. (Kimberly)

PPIE is also about involving individual public contributors.
Participants often spoke about how interested and passionate
public contributors can become about their involvement. These
partnerships require working together and respecting each other.
Some participants spoke highly of public contributors they
worked with:

And one thing that | think that is often forgotten is
about [public] members is that they are just, they're
not just patients or they're not just a member of the
public. These are very talented, very skilled people.
You know they've got their own life skills. You know
they've got their own careers. They've got all of the
skills and knowledge from that, and | think it's great
that they want to volunteer with us and help share

some of that. (Robyn)

Only when truly working in partnership with public contributors
can it lead to their empowerment. This is the focus of the next theme.

3.4 | Empowering the public contribution
Participants felt that for involvement to be successful, there must be
a power balance between researchers and the public contributors.
Empowerment gives public contributors the ability to contribute to
the involvement process fully. This can be achieved through ongoing
support and ensuring that they become more familiar with big data
research or projects that they are involved in. As the following qoute
illustrates, this is a continuing process.
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Giving a sort of chance for people to ask questions,
which was the nice thing about that project is that it
wasn't a one-off, people could go away, look up
something for themselves and then they could come
back and be like what's this and they'd post a link and
then we'd come back and answer those questions. So
it was quite a nice kind of two-way in that

sense. (Drew)

Most participants felt that public contributors need to be
supported at each stage of the involvement process but also recognized
that this can be time-consuming and requires additional work. Some
suggested an open-door policy where public contributors could reach
researchers anytime and thus also feel like a part of the team.
WhatsApp groups for public contributors can be a safe place to discuss
the project further. Public contributors should receive training or
induction both around the project and PPIE (especially if they are
involved in a research project for the first time). One of the techniques
that supported the public in understanding the jargon around big data
research was a ‘live dictionary’, which could be updated as people asked

questions throughout the lifetime of the research project.

But one of the things that we've created is an ongoing
glossary. And if there's any words or phrases that the
[public] members don't understand, it's a case of pop it
into that glossary, and someone will answer it for
them. (Robyn)

However, participants recognized that not all training can be
equally helpful and that some institutional resources were more
bureaucratic and could potentially discourage people from being
involved. This is illustrated by the following quote talking about the
focus on training offered by the academic institution to new public

contributors involved in the research:

[The training] is quite formal and it's about like the
whole university obviously it's not about big data, it's
not really keyed towards seldom like heard groups or
different types of groups, so | think there's other types
of training that could still be useful for people, even if
it's just, you know, stories of being involved that are
from people who are more like them. So | think it
could be a little bit of a little bit tailored, and some of

it's very dry if I'm honest. (Zoe)

After receiving all this training and support, some participants felt
that there is a danger that the public contributors start offering more of
an expert view rather than a lay person perspective. There is a fine
balance between understanding the project enough to be able to provide
a nuanced contribution and where public contributors become what one
can describe as ‘usual suspects’ of people who keep getting involved and
thus become more like professionals. One participant spoke of a

successful approach to dealing with this challenge:

it is a really fine line between building their knowledge
to get involved and becoming an expert in that and
kind of losing that public perspective (...) to kind of
help with that; we do also have members of the public
in a role for only specific amount of time. So, for
example, now [advisory board]. They're only there
three years, and then we kind of refresh the board, so
with that, we're constantly bringing in that kind of like

newer public perspective as well. (Harriet)

Empowerment must be felt in practice and involvement needs to be
genuine. Public contributors must feel that they make a difference. In the
‘one size does not fit all' theme, a researcher spoke about the public
contributors' panel assessing if researchers can access medical data for
research purposes. The participant described how the public contributors

perceived this and how it could be expanded for more empowerment:

‘Do you agree with our decisions over whether these
were approved or not?’ And in the main, they aligned
with what the decisions had been, but on a couple of
occasions, they were like ‘we don't see the public
value in doing this. It's not well explained’, so is either
it wasn't when explained or the public value wasn't
there, and so that going more of a point of challenge
for them and made it quite clear that they wanted to

be part of the genuine process of review. (Alex)

Participants pointed out that only when there is a real sense of
empowerment can public contributors' involvement impact positively
on the research projects. There are multiple ways by which public
contributors can shape projects. Participants named the following
contributions: ensuring that the research questions address the
public interest, co-analysing study results, advising if researchers'
ideas and thoughts are on the right track (e.g., appropriate wording
used or right engagement strategy put in place) and public
contributors doing sense-checking and contributing to potential
engagement strategies with the broader public. The following quote

shows the variety of involvement and its impact:

Extremely impactful, (...), it's actually led to changes in
the direction of our work, but in cases where that
hasn't necessarily happened, that they've been more
supportive of what we're kind of thinking and it has
changed the way that some are kind of like thinking
about the topic of public trust and public confidence,
for example, and we only ever used to think like the
wording that we would use as an organisation was we
need to earn public trust. We need to build public trust
but then through the [advisory board] through
exploring that a bit more, we've kind of changed our
way of thinking, so it's more about demonstrating
trustworthiness in the use of data and building public
confidence. (Harriet)
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This theme has shown that public involvement should not be an
afterthought and needs to be a genuine (but often time- and resource-
consuming) process that can have a significant impact on researchers'

work. This can be especially seen in the following extract:

It is difficult to do really well, and it takes a lot of time
and a lot of resources, and | think people under-
estimate that. | also think there's a culture towards PPI

as a tick box. (Penelope)

4 | DISCUSSION

Our findings have shown that talking about big data ‘with’ (rather
than ‘to’) public contributors can be challenging, but that PPIE can be
meaningful for both researchers and public contributors. The findings
elicited how researchers and their research can benefit from
involving and engaging seldom-heard communities. Table 1 summa-
rizes the key recommendations. This adds to the previous literature
on meaningfully including a diverse range of communities** and is
relevant to other areas of health and social care research. PPIE

> and not all communities are often

requires time and resources,*
equally involved.*® However, our participants have shown that
inclusion around big data research (because of the complexity of
the topic) takes additional time and resources to succeed (even in
contrast to other health research). This can be seen in extra
activities such as a ‘pre-engagement engagement’, which was
suggested as a baseline for successful working with the commu-
nity. Our findings challenge the perspectives of some researchers
who believe that public contributors rarely care about or can
understand big data research and thus are not able to be involved
in decisions around whether medical data can be reused for
research.*” Involving and engaging seldom-heard communities in
big data might be more challenging than in other forms of health
research but it is important as big data research offers an
opportunity to reduce health disparities.*® Without seldom-heard
voice input, this might not happen.

The findings confirm that defining a group as a seldom-heard group
is context-specific.3** The participants named numerous types of
seldom-heard communities involved and engaged within the context of
their work. Researchers should reflect on who would be the most
seldom-heard group within the context of their study and recognize that
this might include more than one community. The concept of super-

diversity>°>1

could provide researchers with further guidance on moving
away from looking at a single characteristic (e.g., ethnicity) of the
community and focusing instead on diversity within diversity. This would
ensure that the needs of communities within communities are
considered.

Researchers need to take time to plan PPIE well as they design

their projects. NIHR guidance®3°2

recognizes this and recommends
working with communities on a long-term basis. Our findings have

shown the importance of building and maintaining relationships with
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TABLE 1 Key recommendations on involving and engaging
seldom-heard communities around big data research.

1. Provide information in lay language and, where not possible,
explain in simple English. Ensure that these explanations are
available at any point to the public contributor (e.g., through an
online dictionary).

2. Rotate public contributors on a ‘big data panel’ every 3 years to
bring in new ideas and lay perspectives.

3. Reach out to new communities for at least 50% of the new
attendees, potentially using charitable/partner organizations
to help.

4. Identify relevant seldom-heard communities for each project.

5. Consider strategies to add additional diversity on multiple
characteristics (e.g., LGBTQ+ and ethnic minority, or disability).

6. Adequate and ongoing training/support for PAs should be
provided to empower them so that they can truly contribute.

organizations, especially charities. This confirms previous research
that shows that links to the third sector are crucial in building
trust.>3=>> They often act as gatekeepers but also have the potential
to act as a partner. There is, however, a risk that researchers would
not reach many communities as they might be limited to the partner
organization's level of diversity.

There is a growing trend to establish a pool of volunteers interested
in participating in PPI activities.>® This approach might appeal to those
who have time, resources and feel comfortable with working with
institutions. However, this risks public contributors becoming ‘usual
suspects’ of people who are involved regularly and thus not providing
new contributions. There is the danger that they will become more
expert than researchers themselves, thus no longer providing lay
experiences and views in the project. There remains a contentious issue:
how to strike a balance between public contributors being capable of
contributing fully but also retaining a lay perspective.”” One of our
participants suggested the need to change public contributors on
advisory boards every 3 years. This offers a solution to deal with the
challenge of ‘usual suspects’ and brings a fresh public perspective but
adds more work on the part of the researchers to recruit, provide
training and support new public contributors on the project. The other
option is to sense-check any work with the broader public.

Researchers should also ensure that any involvement is not
tokenistic and enables power-sharing between researchers and the
public contributors.?? There is no one ‘right’ way to do it, and
the approach depends on the project's needs (or resources) and the
public contributors' interests. However, their interests should not be
confused with their understanding of the topic, and researchers
should provide training to improve public contributors' knowledge,
thus facilitating their ability to contribute. This genuine empower-
ment was seen as crucial among our participants when discussing big
data research with public contributors. Although not mentioned by
our participants, some public contributors, for example, coming from
Indigenous communities, might also require researchers to respect

their values to feel truly empowered.>®
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5 | STUDY LIMITATIONS

The study participants came from diverse communities, for
example, various ethnic minority backgrounds. However, we did
not record if they are a part of other seldom-heard communities,
for example, LGBTQ+ or people living with disabilities. We only
explored the perspectives of the researchers, and there is a
possibility that the public contributors (including those coming
from seldom-heard communities) would have a different view on
their PPIE activities around big data research. As big data is a fast
developing and diverse research area, new ways of involving and
engaging will emerge, so future research should further explore
how researchers involve and engage public contributors and how

concepts of super diversity could be utilized.

6 | CONCLUSION

Our study explored how researchers involve and engage public
contributors (especially seldom-heard communities) in a meaningful
way in big data research. The findings highlight that there is no one
right approach to doing PPIE and that PPIE strategies are project-
specific and depend on the public contributors, researchers' needs,
resources and time available. We encourage others to reflect on their
involvement strategies and hope that these results will support
researchers who want to involve more seldom-heard communities in

complex research topics such as big data.
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