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ARTICLE INFO ABSTRACT

Keywords: Purpose: Early career researchers lack guidance about patient and public involvement (PPI). The overall aim of
Patient and public involvement the study was to explore the knowledge and experiences of using PPI in research among doctoral students who
PPI

are registered nurses.

Methods: This qualitative study included findings generated from reflective essays and focus groups involving ten
registered cancer nurses who are undertaking doctoral research. The study has two stages of data collection.
Participants initially wrote a reflective essay using a set of guiding questions to structure a response which was

Qualitative research
Doctoral students
Junior researchers
Early career researchers

Thematic analysis subsequently analysed. Two focus groups were then conducted to provide further insight into the themes
Cancer nursing identified in the reflective essays. Reflective thematic analysis was used to identify, name, and define the final
Cancer research themes.

Reflections Results: There were ten participants from seven countries and were at various stages of their doctoral study.

Analysis of data from reflective essays (n = 10) and focus groups (n = 2) identified four themes namely, (a)
evolving recognition and appreciation of PPI, (b) embracing PPI and impact on doctoral studies, (c) the influence
of the research environment, and (d) the need to empower doctoral students to integrate PPI in their research
journey.

Conclusion: Participants reported differing experiences of PPI awareness showing disparity in guidance about PPI
for junior researchers across Europe. We recommend provision of early PPI training for doctoral students to
support and encourage involvement of patients and the public in their research. Opportunities for sharing PPI
experiences to help improve PPI culture in research environments that support doctoral students should be

explored.
1. Introduction research as research being carried out ‘with’ or ‘by’ members of the public
rather than ‘to’, ‘about’ or ‘for’ them. (National Institute for Health
Patient and public involvement (PPI) in research is encouraged as a Research (NIHR), 2021). The core concept underlying PPI is an active
means of improving the validity and relevance of research. The National partnership between patients, carers, members of the public and re-
Institute for Health Research (NIHR) defines public involvement in searchers, that actively shapes research.
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The introduction of PPI in research brings benefits at different levels:
limiting power imbalances between researchers and patients; enhancing
the effectiveness and value of research, hence increasing its relevance;
improving recruitment and retention rates of research participants,
broadening the range of people represented in studies; and helping to
disseminate results beyond the academic setting (Knaapen and Lehoux,
2016; Skovlund et al., 2020). Furthermore, involvement of patients in
research enables the personalization of clinical care through knowledge
co-constructed by researchers and the public; it increases accountability
and transparency of research and can be an effective way to attract
future or ongoing funding (Boote et al., 2002; Greenhalgh et al., 2019).

However, the implementation of PPI in the research culture faces
several challenges, such as competing organizational priorities, time,
resources, funding, or lack of training or experience (Brett et al., 2014;
Merle et al., 2022; Ocloo and Matthews, 2016). Researchers’ familiarity
and attitude towards PPI are key factors facilitating PPI adoption
(McKenzie et al., 2016; Miller et al., 2017) and education emerges as a
critical mean to achieve it (Boylan et al., 2019). Training for researchers
appears as one of the main principles in several PPI models and frame-
works (Abelson et al., 2016; Baines and Regan de Bere, 2018; Boote
et al., 2006; de Wit et al., 2018) and is recognised as a priority by the
National Institute for Health and Care Research (NIHR, 2021).

Several studies have shown that PPI training raises awareness and
increases the understanding of how involvement can add value and
relevance to research (Dudley et al., 2015; Thompson et al., 2009; Yu
et al., 2021). Additionally, specific training serves as a mechanism for
developing researchers’ experiences and attitudes towards PPI (Dudley
etal., 2015; McKenzie et al., 2016; Thompson et al., 2009) and to ensure
that they have the necessary skills to involve patients in the research
process (Boote et al., 2006). Yet, theoretical concepts and practical
application of PPI is rarely part of the current curriculum for researchers
(de Wit et al., 2018).

PPI may be a particular challenge for early career researchers or
doctoral students as they consider engaging patients (Hewlett et al.,
2006; Jinks et al., 2013). Research conducted by Biggane et al. (2019)
highlights the reflections of early-stage researchers (defined as re-
searchers in the first four years of their research activity and training)
about PPI. The participants described whom to involve as research
partners, when to involve them, how to access and keep people involved
in a project, defining roles, training and support for PPI members,
follow-up plans and dissemination approaches (Biggane et al., 2019).
Furthermore, de Wit and colleagues identified challenges for junior re-
searchers — or those who have less than three years of research experi-
ence and working on a doctoral research project — related to mentors’
expectations regarding PPI (de Wit et al., 2018). de Wit et al. (2018)
report different training needs between senior and junior researchers
based on their roles and responsibilities. While seniors stated that their
responsibilities were to advise, support and supervise juniors in doing
PPI, juniors valued a deeper focus on the practicalities of engaging pa-
tients in research projects such as how to contact patient representa-
tives, the nature or level of PPI for their individual studies, funding,
payment of PPI group and co-authorship. Junior research staff are
generally more open to PPI and consider it an aspect of academia and the
culture of research (Boylan et al., 2019).

Despite the identified benefits of PPI in research, limited data exist
on the reflections of PPI implementation within nursing research.
Fletcher et al. (2021) described a practical example of nurse researchers
establishing, developing, and refining a PPI group. These researchers
acknowledged the challenges associated with effectively maintaining
PPI in research such as funding, identifying appropriate members and
the responsibility and additional burden of managing effective interac-
tion and engagement (Fletcher et al., 2021). With a myriad of ap-
proaches to enabling PPI in research, few resources are available to
support nurses, particularly early career nurse researchers, with effec-
tively incorporating PPI.

The third European Oncology Nursing Society (EONS) PhD Research
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workshop was held virtually in July 2021 and was attended by 10
nursing doctoral students from across Europe. The workshop covered a
wide-ranging program. The topic that created huge interest and dis-
cussion was Public and Patient Involvement (PPI). It transpired there
was a range of understanding and awareness of PPI across the students,
regardless of their stage of doctoral studies. The workshop provided an
opportunity for reflections on the current knowledge, opportunities, and
challenges of applying PPI as young researchers and at early stages of the
research projects. Our discussions motivated us to share our reflections
and experiences to highlight gaps in PPI training and support for
doctoral students.

The aim of this manuscript is to explore the knowledge and experi-
ences of implementing PPI in research among doctoral students who are
registered nurses. Specifically, we aim to (i) compare available training
and experience of PPI among participants, (ii) to identify gaps, barriers,
and facilitators of PPI implementation in doctoral research projects, and
(iii) to make recommendations based on the findings of reflections of
cancer nurses undertaking doctoral studies.

2. Methods
2.1. Study design

This qualitative study was approved by the King’s College London
Ethics Committee (Study reference: MRA-21/22-26317). The study has
two stages of data collection. Participants initially wrote a reflective
essay using a set of guide questions to structure a response which was
subsequently analysed. Two focus groups were then conducted to pro-
vide further insight into the themes identified in the reflective essays.

2.2. Participants

The participants of this study were registered nurses completing
doctoral research in oncology who are working or residing in Europe.
The participants attended a PhD workshop held virtually by the EONS in
July 2021. This three-day PhD workshop, delivered over three weeks,
aimed to support doctoral researchers in oncology nursing by connect-
ing researchers from across Europe and providing a series of informative
and interactive workshops including a session about PPI. The PhD
workshop was advertised to members of EONS and through European
national cancer nursing societies. Only two workshop participants (MT,
CDR) who were EONS working group members knew each other prior to
the workshop.

MT, VB and CDR identified the study purpose and design and itera-
tively developed the protocol and guiding questions to meet the aims
and objectives of the study. Participants of the PhD workshop were given
access to the study protocol online with details of the study and what
were expected if they decide to participate. All doctoral researchers (n =
10) were contacted by email following the workshop and offered
participation. Submission of reflections and confirmation of attendance
in the focus groups implied consent to participate.

2.3. Data collection and analysis

2.3.1. Reflective essays

Between September and October 2021, each participant was tasked
to write a short reflective essay of approximately 500 words on their
experience of doing or learning about PPI. Guiding questions were
provided to each participant to focus their reflection on five key areas.

o Experiences and knowledge about PPI in research

e How PPI was integrated in one’s doctoral research (if applicable)

e How the EONS PhD workshop helped understanding PPI and any
actions taken

e Required support to expand understanding and skills of PPI in
research
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e Any other thoughts about PPI

The reflective essays were analysed using reflexive thematic analysis
(Braun et al., 2019); participants were allocated participant codes to
maintain confidentiality. Since the study authors were also research
participants; several strategies were implemented to maintain rigour
and minimise potential bias. Three female group members (MT, VB, and
CDR) independently analysed a selection of the responses, excluding
their own. At least two independent data analysers were allocated for
every reflective essay who familiarised themselves with the content of
the essays. Each data analyser recorded and kept notes on each reflective
essay. MT, VB, and CDR independently generated codes and initial
themes. Through several discussions, the initial themes were compared,
reviewed, and defined until agreement was made. Before the themes
were finalised, focus groups with all participants took place.

2.3.2. Focus groups

Two focus groups were held virtually in December 2021 with six and
four participants in the first and second focus groups, respectively. Each
focus group lasted approximately 90 min. Focus groups were audio
recorded and notes were taken for analysis. The topic guide for the focus
groups was independently generated by SCL based on the data of the
reflective essays. The focus groups were also moderated by SCL, a senior
researcher with extensive research experience. The focus groups aimed
to investigate depth of PPI experiences and validate, strengthen, or make
additional recommendations on the themes being proposed. Following
the focus groups, the data and focus groups notes were analysed by SCL
and deductively integrated into the themes generated through the
analysis of the reflective essays. The final themes were collectively
named, refined, and finalised by MT, VB, CDR and SCL.

2.4. Participant validation

After completing the analysis, a meeting was held with participants
to share the final proposed themes to ensure that they reflected the
experience of the group. At this meeting, a consensus was reached that

Table 1
Summary of participant characteristics.
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validated the proposed themes accurately reflected the core of the ex-
periences of PPI, whilst acknowledging the diversity of experiences and
opinions of PPI within the group. The final themes are detailed in the
findings section below.

3. Findings

Participants were from Turkey, Poland, Switzerland, Malta, Spain,
Ireland, and the United Kingdom (UK). At the time of data collection,
their cancer nursing experience ranged between three to 25 years; and
were in various stages of their doctoral study. Four participants did not
use PPI in their doctoral studies, five worked with PPI and one partici-
pant who had recently commenced their doctoral study plans to involve
PPI. Description of participant characteristics and PPI activities
completed at the time of this study’s data collection are shown on
Table 1. Four out of five doctoral students who involved PPI groups were
supported in grant and ethics applications by their PPI groups.

Findings were based on reflective pieces (n = 10) ranging between
296 and 1404 words; shorter essays tend to be from those who did not
use PPI in their research study. Four themes were identified namely, (a)
evolving recognition and appreciation of PPI, (b) embracing PPI and
impact on doctoral studies, (c) the influence of the research environ-
ment, and (d) the need to empower doctoral students to integrate PPI in
their research journey. These themes are illustrated on Fig. 1. All quotes
provided in the findings section come from the individual essays.

3.1. Theme 1: Evolving recognition and appreciation of PPI

Most participants mentioned lacking in their knowledge and un-
derstanding of PPI at the start of their doctoral studies; one participant
came across the concept of the PPI for the first time after conducting
their doctoral research.

“Before starting my doctoral studies, I did not have any prior training
or knowledge of PPI in research.” (DS-7)

Participant code (DS: ~ Country (Where doctoral Stage of Number of years Funding Full-funded (FF), Used PPI in doctoral research ~ Description of PPI

doctoral student) study is being undertaken) doctoral in cancer nursing Part-funded (PF), or Self- Yes (Y) No (N) Not applicable  activities”
study funded (SF) (NA)

DS-1 Poland Year 3; part- 4 FF N Not applicable
time

DS-2 Turkey Year 4; full- 13 FF N Not applicable
time

DS-3 UK Year 1; part- 25 PF NA Has not started but
time intend to include PPI

DS-4 UK Year 3; full- 21 FF Y AB,CEFG
time

DS-5 Spain Year 3; part- 14 SF Y A, D, G
time

DS-6 Switzerland Year 3; full- 3 FF Y B,E, G
time

DS-7 UK but working in Malta  Year 5; part- 5 SF N Not applicable
time

DS-8 UK Year 3; full- 5 FF Y C,F,H
time

DS-9 Ireland Year 3; full- 4 FF Y G E,G
time

DS-10 Turkey Year 6; full- 12 FF N Not applicable
time

A —Identifying a research problem.
B — Writing the protocol.
C - Collecting dataD — Analysing data.
E — Writing the reportF — Disseminating results.
G — Grant and ethics application.
H - Study advisory group.
2 Key.



M.A. Tanay et al.

European Journal of Oncology Nursing 64 (2023) 102351

Differences in PPI
culture across
countries
Organisational
policy and
structures in
academia
Funders, health
systems etc.

Theinfluence recognrtlonand
of theresearch appﬁﬁtmn
_

environment PPI

* Lack of knowledge and
understanding of PPI

* Realisation during doctoral
workshop

* Learned in conferences

* Knowledge of PPl stems from
involvement in other research

* Concepts of PPl align with
nursing concepts

e
ﬂ ‘
* Promote awareness
of PPI
Need for PPI e
education and
training

empower doctoral
students to
integrate PPI

Theneedto (

Promote awareness
of the value of PPI
among stakeholders
Improve PPI culture
and sharing of
experiences

INDIVIDUAL
doctoral student

_

of
~ ' Embracing PPland

* Regret for not starting PPl
from the beginning
+ Would like to incorporate PPl
3 as soon as possible

* Acknowledging patients’
contribution to research

* Use of formal and informal
1>impa&QIj doctoral PPI
studies * PPl adoption and impact on

doctoral studies

* Value of PPI for projects

+ Innovation and creativity in
PPI

Fig. 1. Illustration of study themes.

“I first came across this concept at the session on PPI at EONS
Workshop in 2021. I had no awareness of this concept during my
doctoral studies.” (DS-10)

A trend across several reflections was the emergence of knowledge of
PPI which stems from a foundation of research; this included ‘attending
research conferences’ (DS-6, DS-9), ‘carrying out research nurse roles’
(DS-4, DS-5) and ‘studying about research as part of undergraduate
degree in nursing’ (DS-6).

“My first contact with a more evolved view of PPI occurred during a
conference regarding patient-reported outcomes research. Nurses in
Quebec involved patients in planning an electronic application to
collect health status data, through patient-reported outcomes ... It
was a humbling but invigorating experience and marked the moment
when patient involvement in my PhD research transitioned from an
abstract ideal to a persistent ambition.” (DS-6)

Some participants gained more understanding of PPI while under-
taking research-related activities in a country other than where they
were undertaking their doctoral studies.

“I worked some years in United Kingdom, and I got a grant to do
some part time research, during that time I learnt there were PPI
panels with who I could talk about my ideas and get their feedback
and involvement from the beginning of my research.” (DS-5)

However, for many participants, the realisation of the concept of PPI
came about when they heard about how to actively involve patients and
the public in research for the first time during the EONS workshop.

“The very first time, I became aware of PPI and its importance for
research, was when I joined EONS PhD Workshop this year. Being
part of the workshop and having discussions with other participants,
truly opened my eyes.” (DS-1)

“I heard about PPI during the workshop and had the opportunity to
read it in detail afterwards. The workshop made such a contribution
to me.” (DS-2)

“Iwas very excited to learn that the patient/public takes part in every
stage of a research from the beginning to the end (including in the
role of researcher) and that there is even a “patient university” where
patients are educated and graduated. (DS-10)

“The session on PPI during our workshop has really helped me un-
derstand how patients or carers can be actively involved in designing
the methods and procedures of the research. This is something that I
had never considered before.” (DS-7)

As doctoral students developed their awareness of PPI, they realised
how many concepts of PPI also align with several nursing skills and
concepts such as patient-centred care, nurse-patient communication,
and advocacy for patient’s voice.

“Unsurprisingly, it blended with the concept of patient-centred care,
and its crucial distinctions were occasionally ignored. In fact,
patient-centred care was often presented as the preferential and
irreproachable way of providing care, and that concept was only
opposed to the more paternalistic viewpoint of care.” (DS-6)

“As a healthcare professional, I am confident when speaking with
patients about their health and social needs.” (DS-8)

“Prior to comprehending what PPI was, I would have confidently
declared my strong advocacy for the ‘patient’s voice’ in research.
However, without meaningful engagement with what constitutes PPI
through research that is conducted ‘with’ or ‘by’ patients during the
research process, the representation of patients, regardless of the
intent, may be insubstantial.” (DS-9)

For many doctoral students, their awareness brought about an
altered perspective of PPI. There was a newly found appreciation of the
value of PPI and its potential influence and contribution to the conduct
of research. Although late for some, they acknowledged how PPI could
have transformed aspects of their doctoral research and came to a de-
cision to promote PPI within their research communities and include PPI
in their future research projects.

“From this workshop, discussion, and reflection, I have gained a new
appreciation of PPI's influential transformative power and contri-
bution to research. (DS-8)

“Being aware of PPI sooner, would have changed the way we
designed the app for breast cancer patients. It would have changed
my own PhD project. For me, it was somewhat too late, however I am
making sure that my students and my work colleagues are aware of
PPI and if necessary, take it into consideration when designing new
research projects.” (DS-1)

“This session (on PPI) showed me that as a researcher, I did not
reflect this on the academic process especially in identifying needs
and planning the research; it was a one-sided process just like one-
way communication - no feedback .... This formation seemed quite
democratic and egalitarian and once again emphasized the fright-
ening nature of the paternalist approach for me ... I will endeavour to
approach my future research from this (PPI) perspective.” (DS-10)
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Some participants described how their appreciation of PPI also
stemmed from the fact that PPI allows patients and other people with
relevant experience in the topic of interest to contribute to research
concerning them.

“The image of research in healthcare as an exclusive domain reserved
only for academics is a persistent one, and often at odds with its end
goal: that of improving healthcare for both patients and providers in
meaningful ways.” (DS-6)

“The early awareness and realisation of the value of PPI in research
allowed me to embrace PPI as a required ingredient of any research
project.” (DS-4)

“The ‘main’ priority of a research is on the patient/public side.” (DS-
10)

3.2. Theme 2: Embracing PPI and impact on doctoral studies

The participants highlighted how PPI allows patients and other
people to contribute throughout the different stages of the research
process, from the planning stage until dissemination. Examples of
research activities that involved PPI in their research are provided
below:

“My research ideas came from talking to patients so I never thought
necessary to then ask them if my research was important for them, if
it could make any difference in their care as I thought that was
exactly what I was doing.” (DS-5)

“I have now been working with the core PPI group for six years, and
as a result of the co-design study another participant has expressed
interest in getting involved in future research on the same topic/
experience as PPI member.” (DS-4)

“As a small research team, we spent time contemplating some of the
vital study concepts, and when we piloted our information with
patients, after only 5 minutes, our participants were able to identify
gaps and misunderstandings within our work.” (DS-8)

“Patient involvement provided an opportunity for patients to assess
if the survey content was clear, appropriate, and relevant to cancer
survivors.” (DS-9)

«... the carers pointed out that the information sheet was too long to
read. Instead, they suggested that [ shorten the information sheet and
indicated which important information should be included in it. (DS-
7)

The participants who adopted PPI in their doctoral studies reported
mostly positive but one shared a negative experience.

“A PPI applicant informed me that I would not be paying her enough
and she needed more payment in order to meet her financial out-
goings. I was stunned by the experience. I had expected someone
wishing to help with a cancer study to be agreeable and welcoming.”
(DS-3)

Some participants described how PPI generates innovation and
creativity in the research process, as well as motivates the researcher to
continue with their research. Furthermore, PPI ensures that the
researcher does not deviate from the research objectives.

“I have presented my plans to two patient group events where I was
able to obtain their views as well as validation of the need of
researching the topic ... The contributions of the PPI team were
valuable ... their motivation was really helpful.” (DS-4)

This research revealed that the doctoral students made use of both
formal and informal PPI in their studies. Most of the participants
formally approached patients and other people to participate in their
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research and even discussed PPI when applying for grant funding, as
illustrated in the excerpt below.

“Most of the funding bodies in the United Kingdom request for in-
formation about how patients and the public were involved in the
planning and conduct of research ... Through a PPI enablement fund,
I was able to conduct two events to form the PPI group of the study;
we also reviewed together the initial research proposal during these
events, and they were able to give their comments.” (DS-4)

On the other hand, another participant asked for informal feedback
from patients regarding her study.

“And for that I looked and listed all the patient organisations I could
think of so I could present them in the meeting to make my idea
heard. I looked for people on social media that we could informally
approach and ask for their opinion.” (DS-5)

3.3. Theme 3: The influence of the research environment

The experiences shared by the doctoral students showed how PPI is
promoted and embraced differently across their respective countries
across Europe. Some countries such as the UK and Ireland have estab-
lished agencies that promote PPI and provide guidance for researchers
about PPI; some have databases of PPI members and volunteers. How-
ever, doctoral students from countries such as Spain, Poland, Malta and
Turkey perceived lack of opportunities and support provided for incor-
porating PPI in their doctoral research. They also mentioned how PPI is
not considered an important part of current research and health systems
in their countries. This wider attitude towards PPI affected doctoral
students who faced challenges in including PPI or not including PPI in
their research at all. Exemplars of doctoral students’ contrasting expe-
riences of receiving PPI support are presented in Table 2.

Participants shared how their research environment influenced the
integration of PPI in their doctoral research. For some, particularly those
in Ireland and the UK, PPI was embedded right from the grant appli-
cation process. PPI as a funding requirement was the main reason for
this. Doctoral students also emphasised the vital role of their colleagues
and supervisors in guiding them to involve PPI.

“Whilst developing the study design, it was suggested by one of my
colleagues that I should do some reading on PPI and consider asking
carers, who were the population of my study, for their opinion
regarding whether the information sheet, leaflet and poster clearly
illustrated the aim of the study and what is involved or not.” (DS-7)

“PPI has been given due consideration, guided by suggestions from
funding applications and supervisory team input.” (DS-9)

On the other hand, several factors such as policy and institutional
structures and lack of access to PPI were identified as problematic by the
doctoral students. There was worry about sustainability of PPI particu-
larly for those who have limited or lacking in funding and were unable to
pay contributors, patients, and members of the public for their time and
contributions.

“Unrefined perceptions and methods of PPI dealt limited impact to
the underlying care structure. Change in department and hospital-
wide policy and practice remained, from my point of view, very
elusive.” (DS-6)

“... that meant I had it more difficult to get PPI opinion from the
beginning of my research as there was nothing established to help me
during the process. With the little knowledge I had and due to the
difficulties found, I decided I wanted to have PPI involvement in the
middle of my research, for them to have a look at the intervention
that we were planning and give us their opinion. I would approach
different patients’ organisations and ask them to be part of a focus
group with healthcare providers.” (DS-5)
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Table 2
Experiences of PPI support.

Support for including PPI in research is
available

Lacking or limited support for including
PPI in research

“Major organisations involved in clinical
research, such as the Irish Cancer
Society, are committed to placing
patients and the public at the forefront
of their research plans by also
embedding PPI in their research
processes. Furthermore, from my
current involvement in research, I am
aware of the PPI Ignite network, which
was formed in Ireland to promote high
quality PPI in health and social care
research.” (DS-9)

“When I started my research project, I
was signposted to Health Care
Research Wales in UK (HCRW) who
support researchers with many aspects
of research including PPI. HCRW have
a database of PPI volunteers.” (DS-3)

“In UK, we have the NIHR which aims to
support and promote PPI; they offer
guidelines and training for researchers
and PPI members alike. Several
funding bodies require PPI
involvement in its funded studies. The
NIHR Research Design Service (RDS)
offers opportunities to secure a PPI
enablement fund, and as the title
suggests, it enables researchers to set
up a PPI group at the start of their
research planning.” (DS-4)

“When I came back to Spain and started
my PhD, I realised that PPI was not that
incorporated into the hospitals and the
research system as in England. There
was no PPI panel in the hospital or any
teaching about PPI in the PhD
programme ... that meant I had it more
difficult to get PPI opinion from the
beginning of my research as there was
nothing established to help me during
the process.” (DS-5)

“I did not participate in such a practice
or unfortunately did not have the
opportunity to experience it (PPI). In
Turkey, this situation is not a frequently
used method, anyway.” (DS-2)

“I am confused about what can be done
about PPI in such a working pattern. I
am not sure but maybe inclusion can be
done at the reporting stage. However, on
the other hand, I think that the
participants should have research
knowledge for the process to be carried
out effectively. I can say that there is no
widespread approach in this regard in
Turkey currently.” (DS-10)

“I qualified as a nurse in Poland in 2005.
Nobody mentioned PPI during my
undergraduate or even postgraduate
nursing studies ... In 2018, oncology
nursing caught my attention and I
started working as a breast cancer nurse
in one of the biggest university hospitals
in Poland. I was introduced to clinical
trials and academic research, but even
then, still not informed about PPL.” (DS-
1

“This can be attributed to the fact that
PPI is still not considered as an
important part of the research and
health systems here in Malta.” (DS-7)

“There was a convoluted payment system as I was based in one
hospital, the funding sat with my supervisor’s university .... Going
forward I will need to be savvy about PPI payments as I am self-
funding for my PhD.” (DS-3)

3.4. Theme 4: The need to empower doctoral students to integrate PPI in
their research journey

Findings highlighted the need for raising awareness about PPI among
doctoral students as well as those who provide them with guidance and
supervision about the conduct of research such as supervisors and lec-
turers. As one participant mentioned, “in order to give importance to
this subject in new research processes I will plan, I should first build up
my knowledge” (DS-10). Doctoral students emphasised the need to raise
awareness locally and to develop a universal understanding of the value
of PPI that is being shared among relevant stakeholders and across Eu-
ropean countries.

“I think that PPI awareness should be raised among Polish doctoral
students. My personal experience with PPI, or rather lack of it,
demonstrates one of many critical differences in nursing research
approach between Poland and other European countries.” (DS-1)

“I do think that more emphasis should be made locally on the use of
PPI in research. For example, I think that firstly, sessions should be
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conducted with doctoral students and lecturers on the benefits of PPI
in order to raise awareness about it” (DS-7)

“A key recommendation of this reflection practice is the advance-
ment of promoting PPI in research so that there is a universal un-
derstanding of its rationale and so, its value.” (DS-9)

To increase awareness, doctoral students believe the need for
structured training about PPI and how they can genuinely involve pa-
tients in research. They also highlighted the benefit of listening to case
studies and experiences of other researchers such as those presented and
shared at the EONS PhD PPI workshop. They valued insights from dis-
cussions which also offered support and advice on resolving challenges
and barriers concerning PPI. Indeed, those with PPI training or knowl-
edge prior to commencing doctoral studies found the information useful
when describing the role of PPI in their doctoral research.

“I do however believe I would require further training to involve
patients in deeper levels of research design, and it is still unclear to
me how I can identify the best educational resources ... From the
healthcare professional’s perspective, this is perhaps the greatest
barrier in making PPI a standard for research projects”. (DS-6)

“Additionally, during the EONS workshop, a highlight was listening
to others within the group share how their PPI groups had been
involved with projects over several years and making significant
improvements to the research design, implementation, collection,
interpretation, and dissemination. Whilst PPI can add exciting, un-
expected and unanticipated dimensions to a research project;
conversely, it was also insightful to hear and discuss with others that
PPI can present some challenges at times. Fundamentally, however,
the discussion was balanced with support and advice on promptly
managing some challenges and barriers.” (DS-8)

The advantage of PPI education can be seen through one reflection “I
already have formed understanding of what PPI should look like. I
did not have to discuss PPI so much with my supervisors; because of
my attendance in several sessions prior to commencing the doctoral
programme, it was easy for me to describe my PPI plans to them.”
(DS-4)

4. Discussion

This paper presents personal reflections and experiences of PPI for a
small group of European cancer nurses undergoing PhD studies. Par-
ticipants’ training and experience varied, as well as their years of
nursing experience and stage of doctoral studies. Factors impacting the
range of awareness and understanding of PPI for this group involved
differing foundations of research experience and adoption of PPI by the
participant’s country of residence, as PPI is embraced differently across
Europe. Barriers to implementing PPI in doctoral research included
policy and institutional structures, which limited its accessibility. The
availability of funding to facilitate PPI was a key concern for partici-
pants. In contrast, facilitators of PPI implementation in doctoral
research included students’ supervisory teams, colleagues, and research
collaborators.

The EONS PhD workshop allowed participants to reflect on aspects of
PPI which were relevant and applicable to their PhD projects, including
reflection on how their previously conducted research may have been
enhanced by its incorporation. Participants recognised the value of pa-
tient involvement in transforming research: from shaping research pri-
orities to formulating research questions to data collection and
dissemination of results. The implicit value of PPI comes from its
engagement with patients in the research process - an important aspect
for ethical and practical reasons (Pii et al. 2019). Similarly, the value of
PPI and its beneficial impact on the research process was reported for
two health-related doctoral research studies (Coupe and Mathieson
2020).
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Even for participants without prior knowledge of PPI, the opportu-
nities and challenges to adopt and implement PPI within their research
were noted. Similar to previous research (Biggane et al., 2019), most
workshop participants in this study felt the concept was introduced late
in their academic education, with limited guidance on real-world
implementation. Participants from the UK and Ireland reported a
strong culture of PPI in organisations where PPI is mandatory to obtain
funding, while other European countries are still in their early stages.
Our findings support previous findings from Pii et al. (2019), who noted
the variability of PPI implementation in cancer research by country and
how the environment supports the development of the doctoral student.

Evidence on the use of PPI in doctoral research projects is lacking.
Tomlinson et al. (2019) reported benefits of PPI to student researchers
such as improved students’ self-esteem and reduced isolation. On the
other hand, the findings of this current paper are more broadly appli-
cable to the wider barriers and facilitation of PPI. Overall, the experi-
ences of the participants in this study suggest using PPI in doctoral
research is a rewarding experience.

Incorporating PPI in research is closely aligned with the nursing
profession and its capacity for patient advocacy. Nurses are rooted in
recognising patient rights and their interests (Mallik 1997). As nurses,
the PhD students in this group share professional values that motivate
them to involve patients in activities related to their health care. How-
ever, to include PPI in their doctoral research, knowledge and support
are needed. A workshop like the one delivered by EONS for doctoral
students enhances the conceptual comprehension of PPI. However,
supports at the system level (i.e., governance and funding bodies) is
required to orientate early researchers to the ‘how’.

As PPI awareness and expertise are essential to implement PPI in
research successfully, it is paramount to provide training in the early
stages of PhD students’ research projects and any research-focused ac-
ademic programme. Universities and healthcare organisations must
foster PPI within their research culture to adequately support re-
searchers and students (Cluley et al., 2022). Therefore, there is a call for
a cultural change to support and facilitate the development of practical
organisational approaches to underpin the involvement of PPI (Boylan
et al., 2019), especially within doctoral studies.

4.1. Recommendations

As the goal of healthcare research is to improve patient outcomes,
PPI in research is a pivotal ingredient for many research projects in
attaining this. The adoption of PPI appears to surpass the underlying
research culture. A move towards the promotion of a universal
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understanding of the concept, its rationale, and its use, early in the
training of new researchers is needed. This research endeavour has
identified a gap specifically within PhD education in Europe regarding
the use of PPI. The incorporation of PPI awareness among early re-
searchers is advantageous in building comprehension, awareness and
resources that not only foster higher-quality research, but also support
patients and healthcare providers in the clinical setting (Biggane et al.,
2019; Dijk et al., 2020). Doctoral students are well placed to enhance
awareness and understanding of PPI in research, given the rich affilia-
tion and commitment applied to the PhD research process. Recom-
mendations made based on study findings are summarised in Fig. 2.

4.2. Limitations

This study was conducted with a small sample size. The countries of
the included participants were represented by a single doctoral student
(apart from the UK and Turkey), which limits generalisability to the
governing PPI culture and level of development. It is however worth
noting that some of these doctoral students had experiences in multiple
countries, and yet share the vision of PPI as a highly desirable but not
fully developed approach to research. Importantly, the challenges
evoked by these doctoral students were similar to those reported by
other authors and show that despite hailing from a profession that fa-
vours a multilevel, constant patient partnership, still stress the need for
more awareness, resources and further clarification of roles and expec-
tations. In addition, differences in countries and characteristics of study
participants contributed to the diversity and richness of the study data.

One other limitation of this study is related to its internal group
members, who conducted and analysed the written material and focus
groups, but simultaneously participated in them as well. Nevertheless,
each reflective essay was analysed by two independent researchers, this
was distributed to exclude the researcher’s own reflections, followed by
consolidating the identified themes and results. Participants were also
able to review the encoding process and results, and challenge reviewers
to ensure representativeness of the material they provided. In addition,
all participants were able to review the findings with their peers, on
multiple occasions.

5. Conclusion

This study explored the diversity of experiences of a small group of
European cancer nurses undergoing PhD about PPI awareness, educa-
tion and practice. The findings point out that the current knowledge of
doctoral researchers about PPI is scarce. Participants highlighted the

ACADEMIC ORGANIZATIONS are to:
Provide formal PPI education to researchers and the public using
international guidelines
Support researchers in public and patient recruitment
Provide frameworks to implement PP in active and future
research

(@) Training in PPI

Research

INDIVIDUAL
PhD /PhD
Student

INDIVIDUALS are to:
® Foster PPl awareness within their organization;

SYSTEMS are to:
Create and regulate ethical frameworks for PPl research
Provide human, physical and financial resources to promote PPI

Lead cultural-shift
towards PPl in
Research

Improve and
equalize resources
for PPI Research SYSTEM
‘Government, Public Institutions,
Ethics Committees,..

® Express individual needs to engage in PPI;
® identify and communicate barriers and facilitators to PPI;

ACADEMIC ORGANIZATIONS are to:
Argue for the value of PPl in decreasing research waste and increasing its
relevance to the public
Provide standardized, international frameworks for PPl implementation
Outline the required resources for PPl implementation

Fig. 2. Summary of recommendations.
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importance of introducing the concept of PPI in the early stages of
doctoral education. Doctoral researchers in this study, particularly those
who used PPI in their research, recognised the value of PPI at every stage
of a research process.

There is a need to strengthen the knowledge and skills of doctoral
students through the structured trainings to integrate PPI into their
research projects. However, the level of familiarity of senior researchers
on PPI and differences in the promotion, use and financing of PPI among
European countries revealed the necessity of structured and system level
supports. Further, opportunities for sharing PPI experiences to help
improve PPI culture among research environments that support doctoral
students should be explored.
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