International Journal of Population Data Science (2023) 8:1:17

International Journal of =
Population Data Science IJPDS &

International Journal of

Population Data Science Swansea University

Journal Website: www.ijpds.org Prifysgol Abertawe

Exploring how to improve the involvement of Polish and South Asian
communities around big data research. A qualitative study using COM-B model

Piotr Teodorowskil'", Sarah E. Rodgers!, Kate Fleming?, Naheed Tahir®, Saiqga Ahmed?3, and Lucy Frith*

Abstract

Submission History
Submitted: 30/11/2022

Accepted: 23/05/2023

ublished: .

z 13/07/20%3 Introduction
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improve the involvement of seldom-heard communities in big data research.

Methods

Forty interviews were conducted with Polish (n=20) and South Asian (n=20) participants on Zoom.
The participants were living in the United Kingdom and had not previously been involved as public
contributors. Transcribed interviews were analysed using reflexive thematic analysis.

Results

We identified eight themes. The ‘happy to reuse data’ theme sets the scene by exploring our
participants’ views towards big data research and under what circumstances they thought that data
could be used. The remaining themes were mapped under the capability-opportunity-motivation-
behaviour (COM-B) model, as developed by Michie and colleagues. This allowed us to discuss
multiple factors that could influence people’s willingness to become public contributors.

Conclusions

Our study is the first to explore how to improve the involvement and engagement of seldom-heard
communities in big data research using the COM-B model. The results have the potential to support
researchers who want to identify what can influence members of the public to be involved. By using
the COM-B model, it is possible to determine what measures could be implemented to better engage
these communities.
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Introduction

Involving the public in research design and execution has
become firmly embedded within the UK academic research
environment [1]. Public involvement has had a positive impact
on research [2] and moral and ethical principles support public
involvement [3]. It offers the researcher a lay perspective,
especially from patients who have a lived experience of the
health conditions being studied [4] and has the potential to
improve the quality of research. In this paper we focus on
public involvement in big data research [5]. There remain
disagreements about what constitutes big data (also called
data-intensive research [6] or routinely collected data [7]); we
define it as linking data from different sources (e.g. routinely
collected patient records, genomic data etc.). These data are
often reused for a different purpose from the initial direct care
purpose for which they were collected; a secondary research
purpose.

There are various ways of describing public involvement
in research. We follow the National Institute for Health and
Care Research (NIHR) definition of involvement as “research
being carried out ‘with’ or 'by’ members of the public rather
than ‘to’, ‘about’ or ‘for' them" [8]. This differs from public
engagement and participation. Engagement is about sharing
information and knowledge about research. Participation refers
to study participants such as interviewees or those enrolled in
a trial. Throughout the paper, the term public contributors
will be used to designate those who are involved in research as
lay people, who are not researchers or healthcare professionals,
and provide the public voice on research projects.

Public involvement can provide legitimacy for research [9].
The public might feel disconnected from research [5] and
public involvement can bridge the gap between big data
researchers and members of the public. This is especially
important because it could be difficult to reuse health data
without the public's support. A systematic review by Aitken
and colleagues has shown that the public generally support big
data initiatives but still have concerns about how their data are
being reused [10]. Ensuring social licence for research, which is
more than meeting legal requirements requires trustworthiness
and addressing public concerns is important [11, 12]. Public
contributors have been previously successfully involved in big
data projects. One such initiative that uses linked health data
for research is the SAIL Databank, that has a public panel.
Their role is to advise on the work of the Databank and the
proposed use of data [13-15]. Public contributors can also
take part in public deliberations on linking data for research or
its management [16, 17], co-design ways of engaging with the
broader public [18] and be a public representative (contributor)
on the project’s advisory group [7].

All sections of society need to be included in public
involvement activities; the onus is on researchers to ensure
equal opportunities and that potential barriers to involvement
are overcome [8]. Not including a range of communities
can increase health inequalities if the views of some groups
are missed. Especially those seldom-heard groups, who
often experience health inequalities [19]. Researchers and
policymakers must include diverse voices to ensure that
services can effectively respond to all communities’ needs [20].
Seldom-heard communities are a broad definition, so we
decided to focus on migrants and ethnic minorities as these are

recognised as under-represented communities (e.g. NIHR [21])
Public involvement can help in formulating initiatives to reach
seldom-heard communities [22].

Despite recognising the importance of these kinds of
initiatives, there is limited literature on how to successfully
involve seldom-heard communities in health and social care
research [23, 24], and there is a particular lack of literature
on how to involve people in big data research. A bibliometric
review by Boote and colleagues [25] of public involvement in
health research was conducted between 1995 to 2009. These
results are now relatively old in this quickly advancing field.
Still, they show that there were fewer examples of involving
public contributors in quantitative research than in qualitative
research in that time period. This could be explained by public
contributors finding it easier to understand qualitative data
such as interviews or focus groups rather than interpreting
results from statistical models [25]. This could be even more
of an issue in big data research because one of the challenges
might be explaining data linkage and processing concepts in
lay language [17, 18], and training on technical terms might
be required [26].

People's attitudes towards being involved in research
could be influenced by personal and social motivations [27,
28], including their available time. Additionally, involvement
requires additional time and resources from the researcher [29].
However, our understanding of why people get involved
is limited, According to our knowledge, no studies have
explored public involvement in research with people who have
not been previously involved. Therefore, there is a need to
address this gap in the literature and explore what influences
people to become involved in big data research as public
contributors.

Theoretical underpinning

There has been a shift in the public involvement literature
from blaming individuals (around members of the public
not becoming involved) to collective responsibility (often
moving to this becoming the responsibility of researchers
and research environments) for members of the public not
being involved. This can be seen in changes in the wording
used by researchers. These communities are now described
as seldom-heard or under-served rather than hard-to-reach
groups. The latter places the responsibility on the public,
whereas in the former the responsibility is on researchers [21].
For researchers to know what they can do to involve seldom-
heard communities more successfully, a theory is needed to
understand what influences members of the public to become
involved in research. A wide range of behaviour models can be
used to identify the ideal conditions for a behaviour change
intervention to be effective. We adopt the well-established
capability-opportunity-motivation-behaviour (COM-B) model
created by Michie and colleagues [30]. The COM-B identifies
three factors that need to be present for any behaviour to
occur: capability, opportunity and motivation. We consider
public involvement as a particular behaviour that can be
influenced by factors that can be categorised under these
headings. Each of them is equal in value and contributes to
behaviour change. However, it does not mean that researchers
would need to equally influence each of them, even if
they can.
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Figure 1: COM-B model as developed by Michie and colleagues [30]

v Behaviour v

Capability

We adopted the COM-B model (Figure 1) in our study
as we recognise that it is likely that multiple factors
could influence changes in peoples’ willingness to become
public contributors. Secondly, using theories in understanding
behaviour can be more effective than interventions without
theoretical underpinning [31]. As far as we know, this is
the first time the COM-B model has been applied in
a study exploring public involvement. Previously, it has
been successfully utilised to develop effective healthcare
interventions [32, 33] and to understand health behaviour
change [34-36].

Research aims

This study aims to understand how we can increase the
inclusion of South Asians and Polish communities in the UK
in public involvement initiatives in big data research.

Our study aim was achieved by answering the following
research objectives:

1. Exploring South Asian and Polish peoples’ views on how
big data are collected and used.

2. Understanding enablers and barriers in involving South
Asian and Polish communities in public involvement
initiatives in big data research.

3. Exploring how researchers could involve members of the
public in the design and governance of big data research.

Methods

We used the Standards for Reporting Qualitative Research [37]
to ensure transparency when reporting this research. The
completed guidance is available in Appendix 1.

Participants

Our participants are from Polish and South Asian communities
in the UK. People from Poland are the second largest migrant
group (based on country of birth) and the largest (based on
nationality) in the UK. They used to be the largest migrant
community (based on the country of birth) in the UK until
2018 [38]. This decline is associated with the UK's decision
to leave the European Union, which removed the legal right

» Motivation «

Opportunity

to migrate to the UK for those with a Polish passport. Those
who already were living in the UK had to apply for settled
status and their right to remain. Many Polish people living in
the UK experienced racism and discrimination [39] and Brexit
as a political event negatively influenced Poles’ mental health
and wellbeing [40].

South Asians consist of multiple national groups: India,
Pakistan, Bangladesh, Nepal, Bhutan, the Maldives and Sri
Lanka. Despite not representing one nationality (as the Polish
do) and coming from various cultural backgrounds, they are
often grouped for health research under the category of South
Asians as they share similar health experiences [41-43]. Based
on the country of birth, Indians are the largest and Pakistani
are the third largest migrant community in the UK. However,
based on nationality, Indians are the third largest and Pakistani
the eighth. South Asian communities offer another angle of
being a migrant or ethnic minority community in the UK.
South Asians experienced British colonialism and hold different
migration status in recent years and they also experience
racism [44].

For clarity, we refer to both Polish and South Asians as
participants. The sampling was purposive to select participants
that enabled us to address the research aims. Participants
had to live in the UK, identify themselves as part of Polish
or South Asian communities (but not necessarily have that
nationality) and to never been involved as public contributors.
The last requirement ensured that we could understand the
views of members of the public who had not yet been
involved in research as public contributors. All participants
were over 18 years old. Forty people took part in interviews,
twenty Polish and twenty South Asian participants. The South
Asian participants came from the following communities:
India (n=11), Pakistan (n=4), Nepalese (n = 3), Bangladesh
(n=1) and mixed Asian (n=1). We did not collect other
participant demographic characteristics.

Procedure

Recruitment was through social media (Facebook, Twitter
and WhatsApp). We promoted the study with existing
groups and our own networks; we did not use paid ads.
Interviews took place between October 2021 and March 2022.
Potential participants contacted the researcher to discuss
their participation in the study and received a participant
information sheet before deciding if they wanted to participate.
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Prior to the interview, the authors sent them a consent form
to be signed and returned before the start of the interview. PT
conducted interviews on Zoom to ensure that data could be
collected safely during the Covid-19 pandemic [45]. Potential
Polish participants had the option of receiving a participant
information sheet and consent form in Polish or English.
This was translated by the Polish-speaking author (PT).
South Asian communities use multiple languages, and we
did not have translation expertise in-house, thus providing
information in other languages was not feasible. However,
South Asian participants were offered interpreters to support
their participation. The majority of interviews were conducted
in English, some in Polish with a native Polish speaker [PT]
and one with the support of an interpreter (in Urdu). We used
a professional interpreter, who received information about the
study in advance and attended briefings with the researcher
before and after the interviews. This allowed us to record any
cultural or unsaid messages as reported by the interpreter.
A semi-structured interview guide steered the interview (see
Appendix 2). All participants were offered a £20 shopping
voucher as a thank you for their time.

When conducting an interview in one language but
presenting the findings in another, there is a danger that
the essence of the message shared by a participant will
be unintentionally lost [46]. We followed Gawlewicz's [44]
guidance to overcome this challenge and noted any potential
discrepancies. The process included creating notes when there
were unspoken assumptions (e.g. mentioning ‘church’ by
Polish participants would refer to the ‘catholic church’), the
response was culturally influenced, or hard-to-translate words
were used.

All interviews were transcribed and anonymised. We use
pseudonyms when reporting the study findings.

Public contributors

Involving public contributors in the qualitative analysis can
improve the quality of findings [47]. Two public contributors
(SA and NT) were involved in all stages of the research
project: design, recruitment, analysis and the write-up. Public
contributors were recruited through NIHR Applied Research
Collaboration North West Coast where they receive ongoing
support and training. Therefore, they were not participants in
this study. They received reimbursement for their involvement.
They are both experienced public contributors and have been
involved throughout the doctoral research of PT. SA is Data
Ambassador for Care and Health Informatics theme within the
NIHR Applied Research Collaboration North West Coast. At
the design stage, public contributors were involved in creating
the interview guide. As a part of it, we included a short
description what big data research is with the aim of providing
an explanation to participants and we wanted to ensure that
this description was written in lay language. Hence, the public
contributors and PT organised two sessions with members of
the public (n=9) who were not previously involved in big data
research to pilot the topic guide. These members of the public
were not later participants in the study.

PT delivered training on reflexive thematic analysis
for public contributors. This included providing information
about the process and practical exercises to build public
contributors’ confidence in qualitative data analysis. Involving

public contributors throughout all stages of the analysis
provided a lay perspective and understanding of participants’
perspectives [48]. For example, they were able to point out
nuances in the initial interview that led to additional questions
for the following interviews.

Data analysis

All interviews were uploaded to NVivo 12 and analysed using
reflexive thematic analysis [49-51]. Two public contributors
(SA and NT) jointly coded with PT one interview from each
group of participants (Polish and South Asians participants).
Later PT coded the remaining interviews. Data saturation was
reached when no new codes or themes were identified [52].
We met as a whole team to discuss and reshape themes.
Our research team also provided both insider and outsider
perspectives on the studied communities. PT comes from
the Polish community and SA and NT are from a South
Asian background. The initial analysis was inductive, and then
categorised into the components of the COM-B model.

Ethics

Institute of Population Health Research Ethics Committee
at the University of Liverpool approved the study (number
10063).

Results

In our analysis, we identified eight themes. First, we set the
scene by discussing a theme called ‘happy to reuse data” that
shows our participants views towards big data research. We
present them mapped under the COM-B model, the factors of
capability, motivation and opportunity (Figure 2). The themes
appeared across both participant groups, indicating the results
could be applicable to other migrant and ethnic minority
groups in the UK.

Happy to reuse data

This theme elicits participants’ perspectives on big data
research. The majority of them supported the reuse of medical
data for research with a belief that access to their medical
data are needed for science to progress. They recognised that
this new type of research drives changes and can help develop
new medical treatments and interventions. However, they want
their data to be used only for a ‘good purpose’.

“Good purpose, so in the future can be used to
help people somehow. So if this is medical research
which will help us to discover new medication,
for example, or new ways of treatment, why not?
| don't see the reason why not to share my
information with others.” (Ada, Polish)

The issue of what constitutes a ‘good purpose’ and under
what circumstances research can take place was explored
further with the participants. Participants felt comfortable
with their data being securely processed. This should consist
of the following characteristics: secure, anonymised and
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Figure 2: Themes mapped under COM-B model
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1. Publicinvolvement and
big data as unclear concepts
2. Public contributors’
confidence

Motivation
3. Lay public members are
_ not experts but are curious
4. ‘Temporarily’ in the UK

Opportunity
6. First generation
7. Researchers have a
trustworthy relationship
with the community

5. Influence of home country

responsible storage, authorised access, and public ownership.
We will discuss each of them.

Participants felt that their data should be stored securely.
However, the majority admitted that they were not experts
(due to this being a technical topic) on what this should look
like. They pointed out that they are happy to share any data
as long as it is anonymised. This can also include sending data
abroad for research, but here some participants had concerns
that other countries might not follow the same data protection
legislation.

“l don't know somewhere, somewhere safe.
[laughing] Yeah, but you know we talk a lot about
you know. .. There's different type of encryption,
etc, and so I'm not really like you know much, You
know very much technical to know all the details,
but it definitely should be encrypted. .. data on
some safe servers | guess.”" (Zosia, Polish)

When discussing if private companies (e.g. pharmaceutical
companies) should have access to medical data for research,
participants had mixed feelings, some of them felt that only
universities should be able to access medical data for research.
Participants described universities as public bodies whose work
everyone can benefit from, whereas private companies exist
for profit. Others recognised that private medical companies
might also require it for research (e.g. evaluate if their
new medicine works). However, some found it unappealing
and recommended that, in this case, additional consent
might be required. Joint projects with universities made
private companies’ access to data more acceptable for the
participants. This extract shows how most of the participants
who were against private companies having access to their
medical data for research answered when it was suggested that
it would be a joint project between a university and the private
company:

“That will be OK if they work with like university
researchers that will be perfect(...) if it's sort of
like a research approved by university researchers,
that’s fine." (Irena, Polish)

Participants felt that any data access needs to be authorised.
Two levels of consent were thought to be desirable among
the participants. First, on the individual (patient) level and
second, organisational (data access) level. If the public truly
owns their data, participants want to consent themselves to
their data being reused. Further, consent should be related
to individual projects. Participants did not always perceive
opt-out consent in positive terms. The reason behind this
view was influenced by their preference to be informed how
their data is used. Others felt that they might be willing
to support one project but not the other. Secondly, at an
organisational level, authorisation is needed by a governing
body that gives permission for researchers to access data for
research. Healthcare professionals were often named as those
who should participate in the decision process. Participants
felt that public contributors should be involved too. However,
it remained unclear what the background of these public
contributors should be. Some raised concerns that any (public)
contributors should be experts and have a background in big
data. This ensures that they understand the topic of discussion
and can provide useful feedback.

“There should be common public there, because
the voice of the people you know. It's important
that people are heard but those people | think it's
important that they need to have some medical
background, so there should be people either
studying medicine or somehow related to medicine
somehow related to clinical research. You know,
and then it will be beneficial. Otherwise, | don't
think if you just put a layman sitting in the
community and you're talking about how the
blood samples will be taken. Then some tests will
be done. | don’t think a layman will understand
much.” (Jai, South Asian)

Even when routinely collected health data are reused for
research, participants believed that they are the primary
owners of it, as it relates to their own medical conditions,
life and experiences.
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“I would be the primary owner of my data."
(Yashica, South Asian)

This view affects how participants perceive other ethical issues
around big data research, especially consent. People should
decide if their data are reused, and some participants also
recognised the need to have access to their data themselves or
be aware if it is reused. This information should be available in
a transparent way. The following quote emphasises the issue
of explicit consent:

“So we should own the data as we own our
properties and unless | will give explicit consent
to use my data, then no one can use it. So
let's say | have an NHS app and then | have
my medical records and my history of my GP
visits and vaccination. If I'm not giving explicit
consent. It shouldn't be used. The data shouldn't
be used. And every time, obviously that goes, you
know you've got different, even the implication of
that, because | should be allowed to withdraw at
any time. You know that you know, the ethical
consideration | should be allowed to access data
anytime. What did you see? What did you do with
it? And things like that." (Greta, Polish)

This theme has shown what participants perceive as ‘good’ or
appropriate reuse of their medical data for research.

Capability
Public involvement and big data as unclear concepts

The majority of participants had a limited understanding of
public involvement and/or big data research. Those who were
interested in technology (e.g. through work) or health research
expressed some knowledge of big data research. The following
quote illustrates how surprised many participants were when
asked how they felt about routinely collected data being reused
for research purposes:

“I never thought about it, you know whether they
would be using my data for any research, but after
reading it and after your question, I'm thinking
they might have used it to see, like you know when
they were providing a vaccination or for COVID or
anything like that, you know they might use my
data. But really speaking, | never thought how
they're using it. | thought it is only private to me.”
(Bhavna, South Asian)

They often felt more comfortable referring to non-health-
related examples. These were usually negative and thus could
influence the public’s views on how their data are (and if should
be) reused.

“We all know that how Facebook then Google use
your data and then how it affects your searches
and the advertisements you see. And how it
bombards you to their benefit. You know with
the things that you see is not actually what you
want to see just because you have spoken about.
Let’s say you want to buy a sofa. You'll only see
the sofa advertisements. And if you want to buy

a table, you'll just see the table advertisements.
Because people are tracking you. So | think people
are sceptical about the fact that they don't want
their data to be shared anymore. Whether it is
mobile data or it is any information. So | think
that is the biggest barrier that the invasion into
privacy due to Facebook and Google and you know
Twitter and Instagram. | think that invasion has
caused people to be sceptical about everything.”
(Jai, South Asian)

Participants agreed that there is a need to raise awareness
about big data research and public involvement as they felt
that the public do not know about opportunities or what
kind of research is being conducted. Without such awareness,
they would not be able to get involved. All information about
opportunities should be provided in lay language. There should
be one point of contact to learn more about big data research;
some recommended their GP to be the first place to learn more
about it. However, this raises questions about the practicality
of these expectations.

Public contributors’ confidence

This theme links to the previous one, because participants
with limited knowledge of big data research also had lower
confidence in becoming pubic contributors. However, that
confidence improved when language barriers were overcome.
The majority of those participants whose interview was
conducted in their mother tongue felt that the language barrier
could influence how much they can (and are willing) to be
involved. Their limited knowledge of English influenced their
confidence levels, especially when the involvement was related
to such complicated topics (as they perceived big data research
to be). The following extract shows that even those who spoke
in English were concerned about their language skills:

“We think before we know how will be answered to
be very frank with you and to have a call with you.
I was thinking you know how will be my English.
You know whether I'll be comfortable whether |
can understand you, whether | can answer your
questions, whether you know, such things that
will be always running in the background because
we're not confident.” (Bhavna, South Asian)

Participants recognised that there is a need for willingness
for both researchers and the public to understand each other;
many considered that learning English is a must as they live in
an English-speaking country. However, building confidence and
fluency takes time. They also predicted that many newcomers
would not do it. However, researchers could support those with
limited knowledge of English to become involved as public
contributors. Participants suggested translated materials, the
presence of interpreters (both professional as well as from
the community) or sessions in their mother tongue (e.g.
hiring a researcher speaking their mouth tongue). Having an
interview in their mother tongue would make people more
comfortable with expressing their ideas. Researchers coming
from ethnic minorities could help public members to overcome
this language barrier. The following quote shows how a
participant described the Polish-speaking researcher during the
interview:
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“You [referring to interviewer] are this kind of
bridge, a Pole who knows Polish and studies at
a British university, so you are a bridge that
could just be offered to Poles who do not speak
English well and do not understand English well.”
(Mateusz, Polish)

The choice of language in which information is presented is
crucial. As one of the participants who has experience of
sharing information on social media pointed out, presenting
the information initially in the target audience language can
have higher visibility than in English.

“All articles [on social media] are in two languages
in English and Polish, but if it starts with English,
not Polish, it has 85% have smaller ranges. When
it starts with Polish, it grows significantly. (...)
Now imagine yourself, you scroll with your thumb
down. And you only see the first two, three
sentences (. ..) you see them in English. Well, then
you are skipping it." (Filip, Polish)

This theme has shown that participants’ faith in their English
language abilities influences their desire to become public
contributors. Researchers should provide support for those who
have limited confidence in this regard to allow seldom-heard
communities to get more involved.

Motivation
Lay members are not experts but are curious

This theme elicits participants’ perception that they are not
experts on this topic, so they are unsure if they should or
could be public contributors. Lived experience is a key part of
being a public contributor in research, but our participants did
not see themselves in that way, or think that their personal
experiences could contribute anything meaningful. At the
same time, they were curious to learn more about big data
and public involvement. Some participants felt that when
discussing complex issues, researchers know better, and this
quote shows this challenge:

“I think it circles back to that one point, say, as
long as those people are of that particular field it,
it would be really helpful to get their advice. Say
for example, say, you are doing some research in
urology and there is a renowned doctor or staff like
that in urology. And if you ask for his advice, that’s
good. That's a good advice which will benefit both
the research group and it's like processes and its
policies. But if you ask me. Me being an engineer
having no concept of anatomy or anything else. So
my advice might derail the entire research project.
It could be like some generic if you ask me some
generic policies, , but if you are like specifically
asking domain specific policies or domain specific
processes then, no, | wouldn't be like comfortable
to be an advisor" (Onkar, Polish)

Not everyone was interested in becoming a public contributor.
Participants were curious and wanted to learn more, but this
did not mean that everyone would be interested in getting

involved or involved to the same extent, so researchers need
to reach the right people and listen more to the public on what
they expect from such involvement. Thus, public involvement
is more about quality than quantity. The participants spoke
about different ways of reaching the community, recognising
that there is not one way to reach everyone. These methods
included directly reaching the community through ethnic
minority media, translated leaflets at shops with products from
their home countries, and reaching places of worship (mosque
or church) and ethnic minority organisations.

“ There was a Scottish and Polish priest [as Poland
is a majority catholic country, the participant
means catholic priest] (...) if we would like to
say something to the Poles, or one could ask to
appear and say something at the end of the mass,
there is no problem with that. It is already such a
larger group of people, because this is a mass for
Poles at a given hour, so it is known that most of
the people at the mass are Poles, so it is also such
a place where you can convey something to who
is interested in some study.” (Agata, Polish)

Some participants pointed out that among their communities
there remain some even more seldom-heard groups. They saw
them as people who struggled to find activities for themselves
in the UK. An example would be the elderly or women. Many
Polish people bring their parents to the UK for family reunions
but they often do not speak the language and do not know
anyone, so they struggle to socialise. The next extract shows
how they organised a local Polish group for older people that
later was suggested as a place for researchers to use to offer
activities.

“We created a Polish Senior Club, because we
noticed, of course, in connection with covid, that
the elderly are simply lonely and we just wanted
to change something about it, because children
still have some attractions, and so on. Well,
unfortunately ... But unfortunately the elderly are
forgotten [...] some of them did not know it at
all Poles of their age also the club is 50/55 and
above." (Dagmara, Polish translation)

All these ways of reaching the community and those doing
it need to be seen to be trustworthy, and the participants
called for more active communication between the public and
researchers. They want researchers to listen to their feedback
and have feedback back about their contribution.

"I just like to know 1'd like to hear from, 1'd like to
see what other people think about this and just
suppose kind of learn from their opinion, learn
from them to see and then (...) it would be good
to know like the what's going to be done with the
with my input as well. OK, we're going to. I'd like
to, you know, keep up to it... Yes, would like to
keep up to date. Keep updated with the progress
of the project as well" (Pourang, South Asian)

This theme has shown that researchers need to shift the
public's perspective on how the public can contribute to big
data research. People are curious, and there are ways for
researchers to reach seldom-heard groups successfully.
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‘Temporarily’ in the UK

This theme focuses on participants' perspectives on how
their integration and length of residency in the UK could
influence their willingness to become public contributors. Some
participants reported that they are only here on a temporary
basis. This could be due to their circumstances (e.g. coming to
study) or visa status (e.g. temporary right to remain). Because
of this, they had not settled in the country (yet, or they do
not plan to). Thus, they felt that they should not be involved
in their community or as public contributors. If they are living
in the UK temporarily, then they should not be involved in
decision-making at this level. However, this issue was raised
by participants who have lived ten years or more in the UK.

“Well, we are in a foreign country, we are not
in Poland, we are not citizens ... | mean a
citizen. We are immigrants. [laughing] We are not
British citizens, we have these statuses [referring
to settled status that was given to the European
Union citizens post-Brexit]. Yes, we have the
same rights as the British, but really, but despite
everything | do not know how and | know many
people too, always have the back of the head that
we are not British and that it is not quite like
that it is our home, not our country.” (Marlena,
translated from Polish)

Some participants felt that they would not benefit from their
involvement because they are only in the UK for a short
time. This was visible with some South Asian participants who
only had temporary visas and if they wished to stay longer,
would have to renew them.

“No, | think the barrier can only be that, you know,
although you assume that people are working here,
sometimes people are only here. You don't know
their residential status, that they might only be
here for a contract job, or they don't intend to
stay here very long so they don't feel they need
to take part in any of such research because they
are, they might only be living in this country for
four years or five years and then going back. So
that could be another barrier as well that you
don’t know sometimes who you're targeting.” (Jai,
South Asian)

Despite migration status differences (e.g. different migration
rules governing the right to remain) between Polish and
South Asian participants, the temporality issue was shared
among both groups. Researchers could have a limited
scope to influence this factor as this depended on personal
circumstances, current legal immigration and right to work
rules.

Influence of home country

The last theme relates to motivation and is about how the
experience of living in one's home country could influence
becoming a public contributor. Some participants recognised
that a Polish or South Asian mentality could influence
how (and if) people get involved in big data research.
For example, the experience of communism among Polish

participants influenced how they perceive governmental or
public institutions; volunteering might differ in the UK from
the types they had experienced before or there is no equivalent
for the role of public contributor in their home country.
The following quote shows how such views could influence
involvement:

“Well, we are such a society that it is difficult
for us to please, or even if you try something,
we always see some negatives, and we do not
want to do this. We can complain rather than
to take part in something, to help each other
tell each other what does not fit (...) We are
such a strange community that we do not want
to, we complain about the health service, we
complain about everything, about politics, about
Tusk [former Polish prime minister and one of the
opposition leaders, often illustrated by the current
government as a symbol of everything that went
wrong/, and we don't really change anything"
(Inga, Polish)

Although it would be challenging for researchers to approach
all the issues around peoples’ existing views on public
involvement, it is possible to engage in a two-way conversation
to discuss what opportunities are available in the UK. This
would require researchers to better understand these groups
perspectives on key issues.

Opportunity
First generation

The theme shows that participants face barriers such as lack of
time, childcare, and travelling costs, for example, to become
public contributors. These barriers could be experienced by
anyone who wants to get involved in research. However,
participants felt that ethnic minorities (especially migrants)
often do not have access to support networks (e.g. family)
because they kept moving around the UK or did not fully feel
integrated into the community. That experience was described
as the result of being ‘the first generation in the UK’ and
explained by this participant:

“It depends on how much time we have spare on
doing such kind of thing. Because come here, |
would say | am the first generation that is being
in UK, so the second generation is just out two or
three years now. Whereas when (. ..) | think about
my parents. They always had help around, you
know they had their granny, granddad to take care
and to have different things and time management
apart. | could say if | now don’t have anybody to
take care of my kid. | should rely on a daycare or
this school, or when they're in school that is the
only time | get.” (Ridhi, South Asian)

As the interviews took place during the Covid-19 pandemic,
the impact of this was seen as an additional factor.
Participants spoke about how Covid has changed the way
people communicate. Many participants spoke about the
benefits of using social media in reaching and working with
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communities. However, some participants still preferred face-
to-face meetings, liked hard paper leaflets, or had concerns
about making information posted online look genuine (e.g.
if they are posted by official accounts). They often spoke
positively about groups dedicated to their ethnic communities
(e.g. on Facebook) as illustrated by the following extract:

“We now have a new reality. In fact, | suspect
that such zoom, zoom meetings will definitely
even create a group on a social networking site
where you can discuss some posts in a chat, where
you post some news, where everyone would have
access to it and could read it. You just want to get
to what you know, well, through social networks
we will reach people the fastest." (Marlena, Polish)

Researchers can adjust their activities to make opportunities
for people to get involved by providing childcare, and offering
reimbursement for peoples’ time or arranging meetings at
convenient times.

Researchers have a trustworthy relationship with the
community

This theme emphasises the importance of two-way communication

between researchers and the community. Participants argued
that in order to create an opportunity for people to become
involved, researchers need to establish an ongoing relationship
with them. This relationship should expand outside individual
research projects and they encouraged researchers to stay
in touch (e.g. researchers keeping public contributors up-to-
date with their work). Researchers must avoid parachuting
themselves into the community, as explained by one of the
participants:

“An observation from my group administrator,
people who create polls, who are looking for
people for conversations like you. After getting
the data, they leave the group. As if they take
something from our group, they find people. They
do not leave any feedback, they do not publish
anything, they only take people out of the group
and my administrator, whom | have known for
many years, she talks about how it's a bit unfair
that someone comes in, asks for a post about just
that they need some people for research, and then
leaves no more messages. (...) And this is just
such a bit ... In my opinion, a bit unfair. It is not
nice to enter the house as a guest, take something
and not even say thank you." (Mateusz, Polish)

An ongoing relationship with the community can be achieved
in many ways, but it takes time. One approach is to work
with charities and religious organisations and utilise their
leaders as a conduit to reach the community. Involvement
and engagement events should not be one-off opportunities
to reach the public. However, when appropriately engaged,
community, family or religious events can be a great space to
build this relationship. It is often researchers who do not know
how to involve and engage communities, as presented in the
following extract:

“When it comes to reaching out and actually
reaching our hard to reach communities, | don’t

think they are really hard to reach. I think there are
just organisations that don't know how to reach
out to them." (Greta, Polish)

This theme has shown that trustworthy and ongoing
relationship with seldom-heard communities could offer an
opportunity for members of the public to get involved. This
also means that researchers will understand the community
better if they are engaged with them over a longer time period.
As explained by the participant:

“[It] would be to look into the community and
look into their fears and perceptions about that
particular study and to address that." (Yashica,
South Asian)

Discussion

Our findings show what could influence participants’ decision
to become public contributors in big data research. However,
findings could also be applicable to other health research
projects. The COM-B model assisted in mapping what
researchers could do to involve Polish and South Asian
people/communities in big data research. These experiences
were shared by both communities. We identified that there is
scope for each factor (capability, opportunity and motivation)
to support members of the public to become more involved in
big data research as public contributors. However, not all of
these issues could be improved by the researchers themselves.
For example, some issues such as being a temporary resident in
the UK, is not subject to influence or change by researchers.
This can have a significant influence on peoples’ views on
involvement and the finding aligns with research around
political participation that migrants are less willing to vote
if they do not intend to (or know if they will) stay in the
country [53]. Researchers have a limited scope of influence
over peoples’ length of stay (e.g. right to remain) in the
UK. This does not mean that they should not mitigate this
factor and consider shorter term opportunities or allow public
contributors to continue in some capacity even if they leave
the UK. Researchers need to make messaging clear to those
who consider themselves temporarily in the UK that everyone
is welcome no matter how long they intend to stay. This
could ensure that public contributors would not feel that their
role could not be completed and thus mitigate the challenge
of temporality; although, probably not remove it completely.
Secondly, researchers should develop trustworthy and ongoing
relationship with the community. However, maintaining these
relationships may be challenging and time-consuming for
researchers [54]. Furthermore, researchers can be constrained
by funding requirements and might not be able to keep
that relationship ongoing. Non-academics might feel that the
research process is very slow and even feel frustrated with the
timescale (like lengthy publication processes) [55].

The COM-B model shows that there can be positive
feedback when one enjoys the experience of the behaviour.
Our study participants were not existing public contributors.
However, many felt they would like to learn more afterwards.
They considered the interview experience (and thus research)
as positive. Some asked how they could become public
contributors; if they did not, the interviewer asked them if they
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would be interested. In total, fourteen participants received
information about becoming public contributors in their local
area.

Previous research has shown that there is no single path
to achieving successful public involvement [56, 57]. Our
study reaffirms that different factors influence the public.
However, we would suggest that other researchers consider
applying the COM-B model when developing their involvement
and engagement strategies. It is possible to map what
needs to be put in place to reach particular communities.
This would help decide where to shift resources and time
for successful involvement, especially as public involvement
requires significant investment in this [58].

Our participants supported data reuse under certain
conditions. This links to previous research that shows that the
public wants to see it only reused for research and policy [11].
We found that when researchers follow ethical principles
of secure, anonymised and responsible storage, authorised
access, and public ownership, our participants felt their data
could be reused for research. These principles do not exist
in isolation [59]. Data security was seen as an issue by
some participants in another study exploring the attitudes
towards collecting and linking child maltreatment data for
research [60]. Data security emerged as an issue strongly
among our participants. However, this could be explained
by the lower level of trust in the NHS among some ethnic
minorities, which can cause concerns among them about how
their data are protected [61].

We identified multiple factors influencing peoples’
willingness to become involved in big data research.
Surprisingly, none of our participants directly mentioned the
consequences of Brexit (e.g. experience of racism [39]) as a
challenge for them to be involved. This is despite the fact that
there is evidence that Brexit impacted on the integration of
European Union citizens in the UK [40].

Some participants felt that they were not experts and
thus they should not become involved as public contributors.
This challenges the principle of the public offering their
lived experience to researchers. However, that finding is not
surprising as similar comments were raised by Tend and
colleagues [16], who found that their deliberation participants
did not feel that more public involvement was needed around
big data research. They themselves “appreciated the irony”
of that as the process of deliberation was about more public
involvement in research. This finding aligns with perspectives
of professionals from Mouton Dorey, Baumann [63] study
who felt that patients might not be keen to be involved
in governance of big data research and often had limited
knowledge of this topic. Some in academia believe that
the public can get involved more easily in qualitative
research (due to their lived experiences as patients) but
not in quantitative because more specialist knowledge is
required [58]. Even among researchers who support public
involvement, not all consider every research stage appropriate
for public involvement [47]. Although big data research can be
a complex topic, research can (and should) make it inclusive
and accessible to members of the public [5].

Education and training are needed for successful public
involvement [9], but our study has shown that it might be
even more important when involving seldom heard groups
in big data research. Members of the public might feel
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apprehensive about joining big data projects as this is a highly
technical area [13]. Involving public members with technical
skills can be a solution, but the danger is that, as Kirkham
and colleagues [63] point out in their Delphi study, people with
big data or research methods experience might have different
views than those with less understanding of big data research.
We would recommend more promotion of and sessions with the
public from seldom-heard groups explaining the role of public
contributors and its benefits to the research, researchers and
how it can be of benefit to the public contributors themselves.

Strengths and limitations

Our study is the first to explore how to improve the
involvement of seldom-heard communities in big data research
using the COM-B model. However, it has some limitations.
It only explored the experiences of Polish and South
Asian communities. The COM-B model could guide the
exploration of behaviour among other seldom-heard groups,
but experiences amongst and within different communities
can differ. We would encourage other researchers to explore
how the model could be applied to other seldom-heard
communities. Also, further research should explore how being
a public contributor influences behaviour as our participants
were members of the public who have not been previously
involved as public contributors. Due to Covid-19 restrictions,
we recruited our participants mostly through social media
and conducted interviews online; thus, we might have missed
the perspectives of people who have less familiarity with
technology. Our interview schedule with participants was
intentionally broad as there is limited research on how to
involve people not yet involved as public contributors around
big data research. However, future research could consider
using different types of scenarios for discussion. These could
include explaining resulting bias that can occur with different
forms of consent for big data research. It could also provide
examples of what other types of research is conducted, such as
on administrative datasets as, on reflection, we felt that many
participants limited their discussions to medical research.

Conclusion

This paper aimed to understand how public involvement in
big data research by South Asians and Polish communities
in the UK can be encouraged. Using the COM-B model,
we identified what measures can be implemented to improve
public involvement in these communities. We would encourage
researchers to identify what can influence members of the
public to be involved and map it under the three factors
of capability, opportunity and motivation to determine what
measures they could put in place to help reaching and involving
seldom-heard communities.
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Appendix 1

Standards for Reporting Qualitative Research (SRQR)*
http://www.equator-network.org/reporting-guidelines/srqr/

Title and abstract

Page/line no(s).
Page 1

Title - Concise description of the nature and topic of the study Identifying the study as Page 1
qualitative or indicating the approach (e.g., ethnography, grounded theory) or data collection
methods (e.g., interview, focus group) is recommended
Abstract - Summary of key elements of the study using the abstract format of the intended Page 1
publication; typically includes background, purpose, methods, results, and conclusions
Introduction
Problem formulation - Description and significance of the problem/phenomenon studied; Pages 2-3
review of relevant theory and empirical work; problem statement
Purpose or research question - Purpose of the study and specific objectives or questions Page 3
Methods
Qualitative approach and research paradigm - Qualitative approach (e.g., ethnography, Pages 3-4
grounded theory, case study, phenomenology, narrative research) and guiding theory
if appropriate; identifying the research paradigm (e.g., postpositivist, constructivist/
interpretivist) is also recommended; rationale**
Researcher characteristics and reflexivity - Researchers’ characteristics that may influence Page 4
the research, including personal attributes, qualifications/experience, relationship with
participants, assumptions, and/or presuppositions; potential or actual interaction between
researchers’ characteristics and the research questions, approach, methods, results, and/or
transferability
Context - Setting/site and salient contextual factors; rationale** Pages 3-4
Sampling strategy - How and why research participants, documents, or events were selected; Page 3
criteria for deciding when no further sampling was necessary (e.g., sampling saturation);
rationale**
Ethical issues pertaining to human subjects - Documentation of approval by an appropriate Page 4
ethics review board and participant consent, or explanation for lack thereof; other
confidentiality and data security issues
Data collection methods - Types of data collected; details of data collection procedures Pages 3-4
including (as appropriate) start and stop dates of data collection and analysis, iterative
process, triangulation of sources/methods, and modification of procedures in response to
evolving study findings; rationale**
Data collection instruments and technologies - Description of instruments (e.g., interview Pages 3-4
guides, questionnaires) and devices (e.g., audio recorders) used for data collection; if/how
the instrument(s) changed over the course of the study
Units of study - Number and relevant characteristics of participants, documents, or events Page 3
included in the study; level of participation (could be reported in results)
Data processing - Methods for processing data prior to and during analysis, including Page 4
transcription, data entry, data management and security, verification of data integrity, data
coding, and anonymization/de-identification of excerpts
Data analysis - Process by which inferences, themes, etc., were identified and developed, Page 4
including the researchers involved in data analysis; usually references a specific paradigm or
approach; rationale**
Techniques to enhance trustworthiness - Techniques to enhance trustworthiness and Page 4
credibility of data analysis (e.g., member checking, audit trail, triangulation); rationale**
Results/findings
Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and themes); Page 4
might include development of a theory or model, or integration with prior research or theory
Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts, photographs) to Pages 4-9
substantiate analytic findings
Continued
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Discussion

Other

Integration with prior work, implications, transferability, and contribution(s) to the field -
Short summary of main findings; explanation of how findings and conclusions connect to,
support, elaborate on, or challenge conclusions of earlier scholarship; discussion of scope
of application/generalizability; identification of unique contribution(s) to scholarship in a
discipline or field

Limitations - Trustworthiness and limitations of findings

Conflicts of interest - Potential sources of influence or perceived influence on study conduct
and conclusions; how these were managed

Funding — Sources of funding and other support; role of funders in data collection,
interpretation, and reporting

*The authors created the SRQR by searching the literature to identify guidelines, reporting
standards, and critical appraisal criteria for qualitative research; reviewing the reference lists
of retrieved sources; and contacting experts to gain feedback. The SRQR aims to improve the
transparency of all aspects of qualitative research by providing clear standards for reporting
qualitative research.

**The rationale should briefly discuss the justification for choosing that theory, approach,
method, or technique rather than other options available, the assumptions and limitations
implicit in those choices, and how those choices influence study conclusions and
transferability. As appropriate, the rationale for several items might be discussed together.
Reference:

O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative
research: a synthesis of recommendations. Academic Medicine, Vol. 89, No. 9 / Sept 2014
DOI: 10.1097/ACM.0000000000000388

Pages 9-10

Page 10

Page 11

Page 11
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Appendix 2

Warm-up discussion (providing background to
interviewees involvement in the community)

1. How long how have you been living in the area?

How long have you lived in the UK? (if migrant)

2. Could you tell me if and how are you involved in your

community?

Are you a member of any local charity or groups?

Data collection & usage

Provide a description of what big data is.

3. How you ever been interested in how your medical data

is being (re)used?

How do you fell about how it is used?

. What kind of medical data do you feel researchers should

have access?
How long should the data be accessible?

Where should it be stored?

. Who should have access to your medical data?

Medical professionals, researchers, private companies,
government, transfer abroad?

Public involvement

16

6. How do you think researchers should involve communities

in the design and governance of research?

Anything particular within your Polish/South Asian
communities?

Where should researchers recruit people?

Who should get involved? How to make sure they are
involved?

7. What are the challenges or things helping you to

involve your community in the design and governance
of research?

What are their causes?

How can these barriers be overcome? Who is responsible
for it?

Public engagement

8. How much are you interested in learning about how your

medical data is used for research?

Would you like to know what changes and new solutions
for medicine these offers?

Is it important to do it?

. How do you feel researchers should share and promote

research projects?

Anything particular within your Polish/South Asian
communities?

What is the best medium to share this information? Tv,
newspapers, NHS leaflets or social media?

What about the language barrier?

Have you been exposed to any campaigns around
benefits of big data research? E.g. #DataSavesLives

Conclusions

10. What do you feel should happen because of this

research?

How could it be shared among researchers and seldom-
heard communities?

11. These were all questions from me. Would you like to add

anything else to what we discussed?



