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ABSTRACT

INTRODUCTION. Patient and public involvement (PPI) in research integrates patient and public perspectives to improve
research relevance and quality. The experiences of PPI partners have revealed mixed findings in countries where PPI is well
established, but accounts from areas less accustomed to PPI in research are limited. This study aimed to explore the
knowledge, motivations, expectations and experiences of PPI representatives in such a setting.

METHODS. This was a qualitative study based on semi-structured interviews. Patient and public partners who had recently
been engaged in a PPI collaboration to redesign the written patient material for a clinical study were interviewed. The
interviews were analysed using inductive content analysis in which quotations were extracted, coded, categorised and
interpreted into themes.

RESULTS. Interviews indicated a lack of knowledge concerning PPI in research. Despite their motivation to collaborate, the PPI
partners expressed anxiety and doubts about their abilities as laypeople. A sense of societal obligation to collaborate was
noted. Groups-based, repetitive sessions fostered productivity, while challenges included off-topic discussions and skepticism.

CONCLUSIONS. The findings provide valuable insights for shaping PPI processes and recruitment strategies in regions that are
new to PPI. This highlights the need to describe the PPI concept when recruiting participants elaborately and to utilise
repetitive group-based sessions in the design.

FUNDING. Supported by the Novo Nordisk Foundation and the Chief Scientist Office, Scotland.
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Patient and public involvement (PPI) in research is often defined as research being conducted “by” or “with”
patients or members of the public rather than “about”, “for” or “to” them [1]. Collaborating with patients is
proposed to improve the quality and relevance of research by including their perspectives [1, 2]. Patient
perspectives may be rooted in lived experiences with different diseases, reflect prior experiences with the
healthcare system or simply experiences being a member of the public [3, 4].

The research process consists of several phases, from the generation of a research question through design,
practical conduct and analysis to the research presentation. PPI can be included in all or some of these phases.
The involvement can take on various forms, from offering advice to engaging in active collaboration. Still, the
central focus is always the active involvement of representatives of the patients and the public [3].

Throughout this manuscript, the term “partner” is used to address the individual (patient or member of the
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public) who collaborates with the researchers. The term is also meant to separate PPI partners from patients
engaging in a clinical study as study participants.

Studies on how PPI partners experience involvement have revealed positive and negative findings [1, 4-6]. While
some experience an equal partnership with the researchers, others express negative experiences when included
only as checkmarks of PPI inclusion rather than as actual collaborators [7, 8]. A systematic review found that for
PPI partners to have a positive experience, they must feel engaged in the research process [7]. These studies
originate from countries such as Australia, Canada, England and the USA where PPI is an established part of
healthcare research and are primarily based on already existing PPI groups or partners with prior PPI
experience [5, 6]. Contrary to this, PPI is a relatively new discipline in Denmark, and the perception of
involvement will likely differ.

We aimed to investigate the prior knowledge, expectations, experiences and motivations of PPI partners about
PPI in research. Given the relative novelty of PPI in research in Denmark, we aimed to uncover insights on
partner perspectives that may aid in the successful organisation of future PPI processes.

Methods

This was a qualitative interview study with partners recently engaged in a PPI process to redesign a clinical
study's written patient information materials (Figure 1). Information on the PPI process is included as
Supplementary Material [9-11] to contextualise the findings in the interview study. The reporting followed the
Standards for Reporting Qualitative Research [12].

Participants
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All individuals who collaborated as PPI partners were eligible for inclusion in this interview study. As detailed in
the Supplementary Material, the partners consisted of adult individuals identified based on a current or former
patient relationship with the hospital and restricted to individuals without difficulty speaking or understanding
the Danish language.

After completing the PPI process, the facilitators informed the partners about the planned interview study. The
interviews were held in June 2022 after obtaining oral and written informed consent. The characteristics of the
PPI partners are detailed in Table 1.

Interview structure

The interviews were conducted by telephone by the first author and audio recorded. Interview topics were
included to explore the partnersʼ prior knowledge, expectations, experience and motivations about PPI in
research. Based on these topics, a semi-structured interview guide was developed. This guide consisted of broad
questions to encourage participants to articulate freely, like: “When speaking about PPI in general, what comes
to mind regarding what it entails?” and specific questions to pinpoint areas of the study aim, like: “Please
describe what made you say yes to participating?” This dual approach facilitated an exploration of the studyʼs
aim. The structure of the interviews was kept flexible to enable a natural conversational flow and to allow for
input opportunities [13, 14]. The interview guide was not pilot tested but developed through discussions within
the group of authors to ensure its relevance and comprehensiveness.
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Data analysis

An inductive content analysis, inspired by the work of Graneheim & Lundman, was used to gain a deeper
understanding of the interviews [15]. This consisted of a stepwise process beginning with several read-throughs
of the transcribed interviews to obtain an overall understanding and acquaintance with the material. Then, in
accordance with the Graneheim and Lundman approach, meaning units (i.e. statements or quotations) related to
the four core objectives of the study aim were identified, condensed and coded. The codes were then grouped
into sub-themes according to their similarities and differences, and, finally, a comparison of the sub-themes led
to the identification of the themes around which best to capture the output of the interviews [15]. This analytical
process is exemplified in Table 2.

Trial registration: not relevant.

Results

All PPI partners agreed to participate and were interviewed (average length 16 min. (range: 12-24 min.)). Three
overall themes emerged from the analysis process. Quotes selected from the original transcripts are provided as
examples to illustrate the identified themes (Table 3).
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Knowledge, expectation and motivation prior to collaboration

The participants had no prior experience with PPI, only a few were familiar with the concept and most found it
challenging to understand the precise purpose of the invitation. This caused some uncertainty about what to
expect (Table 3, P4). Even so, most participants held optimistic expectations that PPI would contribute positively
to future patients (Table 3, P2).

None of the partners were undergoing colorectal cancer investigation at the time of the PPI intervention, leading
some to doubt their ability to contribute. (Table 3, P6) Also, some partners initially questioned their suitability as
non-healthcare professionals, but later came to recognise that the goal was precisely to gather insights and input
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from laypeople (Table 3, P1).

Partners were motivated to create a more user-friendly patient information material. For many, this was driven
by personal experiences with complex and irrelevant health information. Also, a sense of societal obligation to
collaborate emerged from the interviews (Table 3, P2, P9).

Experiences from collaboration

As the facilitators explained the significance of the clinical study, partners realised its importance, which helped
them appreciate their contributions as meaningful and relevant (Table 3, P4).

Due to their unfamiliarity with PPI and the other partners, many felt anxious and needed time to establish a
sense of comfort in the group (Table 3, P9). Therefore, partners found it beneficial to have two group meetings
instead of one. The comfortable group sizes promoted discussions and were preferred to one-on-one interactions
with researchers (Table 3, P2). When asked, none of the partners felt restricted in expressing themselves or
sensed any influence from fellow partners pushing them in a specific direction (Table 3, P9).

However, some partners felt that certain group members did not contribute sufficiently as they shared personal
medical experiences that were not directly relevant to the aim. This placed a greater burden on other members
to guide discussions in the desired direction (Table 3, P7). Furthermore, not everyone saw a need for change in
the original material and expressed skepticism about its effect (Table 3, P6).

Outcome and motivation for patient and public involvement in the future

Based on the drafts formulated following the group meetings, there was a belief that the final patient
information material had significantly improved (Table 3, P9 & P2).

One partner, who had initially undergone colorectal cancer treatment, declined the invitation to participate in
the primary study. The original patient information material was considered too text heavy and difficult to
understand. Had the new material been available, this would have increased the likelihood that the partner
would have participated (Table 3, P5).

All partners expressed a strong motivation to collaborate in similar PPI activities in the future (Table 3, P4).

Discussion

Partners had minimal knowledge and no prior experience with PPI. They were motivated to collaborate but also
expressed anxiety and doubts about their abilities as laypeople. The format with group-based and repeated
sessions fostered a productive environment, and the facilitation was considered important for the PPI's success.
Challenges included off-topic discussions and skepticism about the need for involvement.

The partners doubted their abilities to contribute and believed that PPI required specialised knowledge or
expertise. They were uncertain as to what degree their medical history within the study field was a prerequisite.
In hindsight, we should have detailed this better in our PPI recruitment material. Motivated by the researchers'
enthusiasm for hearing their opinions, they believed the collaborative process would benefit future patients by
incorporating laypeople's insights and experiences. Many had encountered overly complex patient information
materials, filled with dense text and jargon, and were thus motivated to improve the presentation and readability
of the material. This is consistent with those who argue that there is a pervasive information overload within
healthcare and that a significant amount of this “waste” could be prevented by patient involvement [16]. The
partners also felt a societal obligation to collaborate and to improve healthcare through the PPI process.

The motivations identified in this study may be comprehended by applying the theory of Ryan and Deci [17] on
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how a combination of internal and external motivation can lead to increased engagement in collaborative
healthcare initiatives. Our results, where both an inner motivation (desire to contribute and share opinions and
experiences) and an external motivation (improving materials for future patients) were described, fit very well
with this theory [17]. Also, our understanding of what drives the motivation to collaborate aligns with studies in
which the primary motivation for participants is the sense of giving something back [5] and studies describing
the desire to help other patients and improve research as the primary motivation [7]. Our results also support
those studies where the experience of not being heard has been associated with decreased motivation and
engagement [8].

The partners expressed that the sense of trust grew as the group reconvened and that time was essential for
relaxing. With the repetitive group meetings, we achieved just that – and while more than two sessions might be
valuable, our results indicate that researchers should not rely on single-session collaboration. Consistent with
other studies, PPI partners believed that it is essential to foster a sense of community in the groups to enjoy
conversing and collaborating [5, 18]. Emphasis was placed on the importance of competent facilitation, which is
in line with the significant responsibility of the facilitator to foster a positive partner experience described by
others [18].

Concerning the data-analysis process, the resulting three themes do, by nature, align with the four prespecified
core objectives defined in the research aim. The themes were, however, not predefined, and the analysis process
could have resulted in either fever or more themes had the content of the interviews been different. Also, an
example of the analytical process is the division of the core objective of motivation into a “motivation prior to
collaboration” and a “motivation for future PPI”, thus being included in two of the final three themes.

Limitations and strengths

The clinical study for which the written material was produced was not a clinical trial and was thus not guided by
the stringent demands of Danish legislation [19]. Had it been a clinical trial, this legislation would have enforced
that detailed information on the trial was added, including any foreseeable risks and detailed information on
methodology, economy and potential benefits and discomfort. It was therefore possible to modify and reduce
the contents of the written patient information based on the the PPI partnersʼ preferences. This introduces the
limitation that partners might be less positive if their ideas and inputs are discarded based on legal
requirements. Similarly, experiences or motivations might be different if studied in other phases of the research
process.

The PPI partners were all recruited from the same department, and the sample size might be considered small.
Even so, our data contain valuable perspectives from partners, considering that within qualitative methods,
variation is not related to clinical or demographic characteristics but to variations in perspectives and that
sampling is not only about size but quality [14, 20]. For future studies to examine the uncovered perspectives in
more detail, longer or more repeated interviews would likely be needed.

Several actions were taken to ensure trustworthiness. Data credibility was increased through interaction with the
partners in connection with the PPI process and obtaining their confirmation of the data collected during the
interviews. Data dependability was achieved through a step-by-step description of the recruitment of partners,
data collection, analysis and the extensive Supplementary Material. Discussion between the authors throughout
the analysis process was sought to increase data confirmability. Validity was established by presenting
quotations from the transcribed data to illustrate the themes.

We chose not to pay our partners for their collaboration. This is contrary to practices in other countries, where
payment demonstrates the value of the partners [7]. This decision allowed us to explore the partners' genuine
experiences and motivations without financial incentives.
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Conclusions

PPI partners are motivated to use their free time to improve healthcare research and feel obligated to collaborate
when called upon. A general lack of familiarity with the concept of PPI was uncovered, and the results highlight
the importance of communicating the need for laypeople as partners and clarifying whether lived experience
with a certain disease is required. Group work with a repetitive design and with competent facilitation was found
to foster trust and engagement. These results provide important guidance when designing PPI processes and
recruitment campaigns in countries where PPI in research is relatively new.
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