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Abstract

Background Patient and public involvement (PPI) has become an essential part of health research. There is a need
for genuine involvement in order to ensure that research is relevant to patients. This can then improve the quality,
relevance, and impact of health research, while at the same time reducing wasted research and in doing so bring-

ing science and society closer together. Despite the increasing attention for this involvement, it is not yet common
practice to report on proposed activities. An article reporting planned PPI could provide guidance and inspiration

for the wider academic community in future activities. Therefore, this current article aims to describe the way in which
PPI principles are incorporated in the research project called “Quality of Life in Oncology: measuring what matters

for cancer patients and survivors in Europe (EUonQol)." This project aims to develop a new set of questionnaires

to enable cancer patients to assess their quality of life, entitled the EUonQol-Kit.

Methods The first step is to recruit cancer patients and their informal caregivers as co-researchers in order to train
them to collaborate with the researchers. Based on their skills and preferences, they are then assigned to several

of the project’s work packages. Their individual roles, tasks, and responsibilities regarding the work packages, to which
they have been assigned, are evaluated and adapted when necessary. The impact of their involvement is evaluated
by both the researchers and co-researchers.

Discussion PPl is a complex and dynamic process. As such, the overall structure of the research may be defined
while at the same time leaving room for certain aspects to be filled in later. Our research is, we believe, relevant as co-
researcher involvement in such a large European project as EUonQol is a new development.
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Plain English summary

Patient and public involvement (PPI) is important in health research. This increases the relevance, quality, and impact
of research, reduces wasted research, and promotes collaboration between science and society. There is grow-

ing attention for this involvement, but it is not yet common practice to report on planned PPI activities. This article
addresses this gap by describing how its principles are integrated into the project called “Quality of Life in Oncology:
measuring what matters for cancer patients and survivors in Europe (EUonQol)" a study that aims to develop a new
set of quality of life questionnaires for cancer patients. The methods involve recruiting and training co-researchers
who collaborate with the researchers. Co-researchers perform tasks based on their skills and preferences. Their
involvement is constantly evaluated with both researchers and co-researchers and adjusted if necessary. Continuous
support is provided, and evaluations are conducted to assess the process and impact of co-researcher involvement.
PPlis a complex and dynamic process. Therefore, this article outlines the overall research structure while leaving room
for later adjustments. The intention of publishing the proposed activities is to contribute insights into the research
field and inform future delivery of PPI. Our PPl activities should provide a meaningful contribution to the research field
as co-researcher involvement in such a large European project is new.

Keywords Patient and public involvement, Patient engagement, Patient participation, Co-researchers, Oncology

Background
Patient and public involvement (PPI) has become an
essential part of health research. It is defined as “research
being carried out ‘with’ or ‘by’ members of the public
rather than ‘to, ‘about’ or ‘for’ them” [1]. It is increas-
ingly recognized that those affected by research out-
comes have skills and knowledge of equal importance
to the researchers and therefore have a contribution to
make [2]. Patients, it is argued, should have a right to
inform research into their condition and that, reducing
the knowledge gap between researchers and patients,
is a moral duty [3, 4]. There is a need for the genuine
involvement of patients in order to improve the quality,
relevance, and impact of health research, while at the
same time to reduce wastage of research and, in doing
so, bring science and society closer together [5-8]. PPI
can be applied at all stages of research, from clarifying a
problem and formulating a question, to its implementa-
tion and dissemination. In this way it aims to improve the
design and delivery of research in addition to providing
data to answer the questions raised [9]. PPI means more
than simply applying a certain method. Rather it is a criti-
cal attitude in which you come to a solution for a collec-
tively defined problem through the involvement of those
affected by it [10]. The important values and principles of
PPI include respect, openness, inclusion, diversity, trans-
parency, responsiveness, and accountability [11, 12].
There is increasing attention for both the reporting
of PPI activities and the producing of guidance to help
researchers plan and conduct it meaningfully. However,
it is not often reported what the outcomes and impact
of incorporating PPI principles into research have been
[13]. Previous research showed that it is difficult to gain
insight into the extent to which PPI contributes to the

outcomes of a project as project teams find it hard to
specify this [14]. As a result there is a lack of a strong
evidence base for the impact of PPI in research [8,
15, 16]. Additionally, it is not yet common practice to
report on proposed PPI activities and their expected
impacts. As such an article reporting on planned PPI
activities is important for transparency and may pro-
vide guidance and inspiration for the wider academic
community on future activities [17]. PPI should offer
many opportunities for patients and the public to
learn skills which help both personally and profession-
ally. Additionally, engaging in PPI is also a learning
experience for researchers. This, we hope, will result
in researchers being more prepared to engage in PPI
in future research. And, it may too, give them more
insight into the target population of their research thus
strengthening the relevance of their results. Lastly, this
should enhance the respect researchers share for the
right of patients to have an input into the research that
concerns them.

Here we describe the way in which PPI principles will
be taken up by, and evaluated in, the research project
called “Quality of Life in Oncology: measuring what
matters for cancer patients and survivors in Europe”
(EUonQoL, http://www.euonqol.eu/) [18]. A brief
description of this project can be found in Table 1.

Methods

The role of PPl within the EUonQoL project

There are specific aims that need to be addressed in the
development of the new EUonQoL-Kit (Fig. 1). Ideally,
the core principle around which these aims revolve is
PPI. The EUonQoL project is specifically based on
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Table 1 Description of the EUonQol project
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The EUonQol project aims to review existing quality of life scales in order to develop new metrics by harnessing the strengths, and overcoming

the limitations of, previous tools. The EUonQoL-Kit, a new set of quality of life questionnaires designed for cancer patients in Europe, will be the prod-
uct of this effort. It will form a new digital system for self-assessing the quality of one’s life, available in several European languages, and developed
from the patient’s perspective [18]. The EUonQol-Kit will be validated in a pilot study (Clinical Trials ID NCT05947903). Further description of the pro-
ject and the participating organisations can be found on the EUonQol website: http://www.euongol.eu/

Aim 5
Toolkit implementation

Aim4
Data analysis

Aim 1
Gap identification
Aim 2
i Toolkit development
Aim 3

Toolkit validation

J

Fig. 1 Toolkit development aims, adapted from Apolone & Brunelli [18]. PPI=Patient and Public Involvement

these principles by involving cancer patients and their
informal caregivers as co-researchers' throughout.
Within the different stages of the project, co-research-
ers can take on a variety of roles with different degrees
of decision-making power.

PPl handbook

The researchers responsible for facilitating PPI started
by writing a handbook for the EUonQoL project on how
to collaborate with co-researchers [19]. The involve-
ment of patients in the development of the handbook
was achieved by consulting members of the European
Cancer Organisation’s Patient Advisory Committee.” In
order to safeguard co-researchers’ input into the hand-
book as it develops, it was declared a “living document”
that will be updated annually with the latest insights
and experiences. This will ensure that it recognizes the
dynamic and iterative nature of PPI. The handbook is
written specifically for the researchers involved in the
EUonQoL project. However, in order to make it relevant
for all researchers engaging in PPI, it has been published
on the Nivel website. It aims to facilitate collaborations
between researchers and co-researchers, taking PPI prin-
ciples into account. The handbook contains a theoretical

! In the EUonQoL project the term ‘co-researchers’ is used for people who
have experienced cancer themselves and who now collaborate with the
researchers.

% The Patient Advisory Committee features representatives of 21 European

patient advocacy groups and provides direct insight into the issues and chal-
lenges faced by current and former cancer patients and their relatives.

background on PPI and its benefits and barriers, followed
by practical aspects that need to be considered when
ensuring the involvement of patients, and good practices
for collaborating with co-researchers. Finally, the hand-
book contains a checklist of items that have to be com-
pleted when research begins, such as an agreement on
roles, tasks and responsibilities, language, frequency of
contact, reimbursement, and support for co-researchers.

Recruitment of co-researchers

Before launching the project it was estimated that six
co-researchers would be required. Costs, however, were
also a consideration. However, this number could change
according to the participation and experiences of the
co-researchers throughout the project. As a first step
a varied group of co-researchers were recruited to the
project to ensure a range of perspectives [11]. Therefore,
extra attention was given during recruitment to diver-
sity in age, gender, country of origin, cancer type, disease
stage, and treatment phase. The criteria for the recruit-
ment of co-researchers included: being eighteen years
old or above; living in a European country; having expe-
rience of cancer as a patient or an informal caregiver;
having a good command of English, in order to be able
to communicate with the researchers; having the abil-
ity, equipment, and willingness to participate in digital
meetings; and having the ability and willingness to travel
to in-person meetings. Recruitment took place via a call
for action that circulated on social media (LinkedIn, X)
and through the newsletter of the Organisation of Euro-
pean Cancer Institutes. The potential co-researchers who
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Table 2 Content of the training program for co-researchers
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Training session Content/description

Training session 1 (initial meeting)

Introductions/getting to know each other

Discussing the content, aims, and need for the research

Formulating the ground rules for cooperation

Exchanging personal contact details for communicating and reimbursement

Training session 2

Discussing research activities in more detail

Aligning the proposed tasks with the co-researchers

Discussing preferences in roles, tasks and responsibilities, and further training needs

Training session 3

A specific training session in the research techniques required such as Computerized Adaptive Testing

Preparing co-researchers for the next steps including the practicalities of their involvement
and the start of meetings to support them

expressed their interest, first received additional informa-
tion via e-mail and were then invited for a video call to
meet, in order to provide information about the project,
and to discuss their potential involvement. Following
these interviews, six co-researchers were selected by the
researchers responsible for facilitating PPI in the project.

A system of reimbursement was set up in the EUonQoL
project demonstrating the value placed on the expertise
of co-researchers. They will receive financial compensa-
tion for the time they spend on the project. They will also
be reimbursed for travel costs, and expenses related to
the project.

Training for co-researchers

Training then followed recruitment as co-researchers
need specific skills to ensure that they can complete
the tasks they agree to do [11]. A one-size-fits-all train-
ing approach is not useful for PPI projects. Instead,
training formats must be developed together with the
research team and the co-researchers [20, 21]. To be
able to develop appropriate training, researchers were
asked to describe the specific tasks they envisioned for
the involvement of co-researchers in their work package
during the research project. This overview of potential
tasks was discussed with co-researchers, and training was
developed for these specific tasks based on their needs,
in addition to a basic training on the EUonQoL project.
The training programme consisted of three sessions: an
initial meeting, a second session where the project was
discussed in-depth, and a third session, reserved for the
specific training wishes of the co-researchers (Table 2).

The assignment of co-researchers to their work packages

After training, the co-researchers were assigned to sev-
eral of the project’s work packages, based on their skills
and preferences. These tasks include, but are not lim-
ited to, the examples that are provided in Table 3. The

specific individual roles, tasks, and responsibilities
of co-researchers for their work packages are defined
together with the researchers, evaluated continuously,
and adapted when necessary, by using a tool called the
Involvement Matrix [22]. This can be used by researchers
and co-researchers to engage in regular dialogue about
their ideas, needs and expectations in different phases
and activities of their work package. The tool is visualised
as a matrix, or mould, which describes five roles (Lis-
tener, Co-thinker, Advisor, Partner, and Decision-maker),
and three stages (Preparation, Execution, and Implemen-
tation) in which co-researchers can participate. Ideally,
the co-researchers take on roles with certain degrees
of decision-making power (Advisor, Partner, Decision-
maker). However, this depends on the preferences of co-
researchers in which role they want to participate.

Regular appointments between co-researchers and
various types of researchers are planned during the
EUonQoL project in order to ensure the best possible
collaboration [20]. Collaboration between co-research-
ers and researchers from the different work packages
takes place through participation in online and in-person
meetings and also through consultation by other means,
such as via e-mail. Additionally, support is provided to
co-researchers on a regular basis by the researchers who
are responsible for co-researchers’ involvement [20].
These meetings are organised every two weeks and aim
to get to know each other better and to relate and share
experiences of working as co-researchers. We also reflect
on their roles and contributions in the teams in the vari-
ous work packages and discuss specific topics of interest
in more depth. Personal support may also be provided on
request through bilateral conversations.

The evaluation and reporting of PPI

To get a picture of the impact of PPI, it is important
to evaluate and report appropriately on the context,
process, and outcomes of PPI [23]. Therefore, in the
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Table 3 Examples of co-researcher tasks within the EUonQol project

Toolkit development aims  Examples of co-researcher tasks

Aim 1: Gap identification

Participation in meetings on work packages

Interpretation of the results and outcomes of literature reviews

Review of the reports and articles of literature reviews

Aim 2: Toolkit development

Participation in meetings on work packages

Participation in consensus meetings, both online and in-person

Providing input on the selection of quality of life measures

Suggesting the language for novel items developed and for contextual wording within the toolkit

Pre-test the draft toolkit prior to its usability testing

Interpretation of the results from literature reviews related to clinical, socio-demographic, and psychological variables

Providing input on the identification of domains and specification of indicators that link health care system factors

to quality of life outcomes
Aim 3: Toolkit validation

Participation in meetings on work packages

Providing input on Information Leaflet, Informed Consent and Data Protection forms for the pilot survey

Help develop and review informative leaflets using layperson’s language and other dissemination material

about the survey initiative

Help develop and review standard operating procedures for data collection (i.e,, how to identify and approach patients,
how to train and/or assist them in the EUonQol-Kit completion, how to perform data collection)

Attend training workshops with health care professionals about standard operating procedures for data collection

Help develop and review the dissemination of material, using lay language, about results from the survey

Aim 4: Data analysis

Participation in meetings on work packages

Interpretation of the initial findings and providing input into the completion of the EUonQoL-Kit

Aim 5: Toolkit implementation

Participation in meetings on work packages

Development and testing of the EUonQol Implementation Guideline for the EUonQol-Kit

Providing feedback on the EUonQol website

Providing feedback on the EUonQolL Communication and Dissemination Plan content

Disseminating study findings in their own network and engaging with a wider public

Joint authorship of scientific and other publications resulting from EUonQoL project activities

EUonQoL project, we use the regular meetings with the
co-researchers for continuous evaluations while at the
same time making notes of these discussions. Addition-
ally, we make notes about the input of co-researchers
during meetings of the consortium in which major deci-
sions are being made. At a later stage, these notes will be
used to map the context and process of PPI within the
project.

Researchers’ accounts of involvement provide a source
of insight and learning as well. However, to date, these
do not always describe, in sufficient detail, the context,
mechanism, and expected outcome of the PPI approach
[24]. Therefore, researchers and co-researchers are asked
four times a year to fill in a digital evaluation form, in
order to reflect on their collaboration and what benefits
it brings. This is adapted from the existing PPI impact
log [25]. If relevant, several researchers in the various
work packages are invited for an informal conversation of
about 30 min to help reflect, in more depth, on the par-
ticipation, and also to guide any adaptations that need to
be made in the collaboration.

Furthermore, systematic and standardised report-
ing of PPI approaches remains limited. To enhance
future research using a PPI approach, it should be
reported, precisely and self-consciously, how and at
which level PPI was employed [26]. This will be guided
in the EUonQoL project by using a tool called the
Guidance for Reporting Involvement of Patients and
the Public (GRIPP2) reporting checklist. GRIPP2 is
used to improve the reporting of PPI in research [13].
Greater quality in reporting should gradually lead to the
development of a stronger PPI evidence base that may
help to bring together, better, different PPI studies [13].

Dissemination

The results of the EUonQoL project will be disseminated
through public reports, publications in peer-reviewed
journals, presentations at relevant conferences, and more
widely through patient organisations and general social,
and other, media. It is essential that it is made clear what
the co-researcher contributions to the project were [20].
This will be done by, for example, acknowledging their
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involvement on the project website and on social media,
by joint authorship of publications — including peer-
reviewed ones—and folders for patients and the public,
and by presenting together at conferences.

Ethical considerations
While ethical approval is not required for PPI, they can
raise a number of ethical concerns. Care should be taken
with the introduction of complex concepts, the use of chal-
lenging language, and the sensitive nature of some subjects
[27]. In particular, the EUonQoL project is focussed on the
assessment of health problems that co-researchers may
have experienced or are still experiencing. In this case, the
discussion of personal and sensitive experiences involved
in PPI may be a burden. Researchers should make every
effort to provide a safe environment where the individual
can be heard and supported as needed.

We aim to incorporate the following good practices
within each PPI activity:

+ In general, researchers need to invest time and
energy into establishing a good relationship with the
co-researchers and in creating the right conditions
for collaboration. This can be achieved by building
up a bond of trust in order to be able to share ideas
and give each other feedback [28]. This can also be
achieved by avoiding power imbalances through
rejecting an hierarchical approach [11, 29, 30], and
making sure co-researchers are treated as equal part-
ners who bring their own unique experiences and
perspectives [9]. This should result in co-research-
ers being empowered and confident to engage with
researchers and the project [23].

« Before collaboration starts between researchers and
co-researchers, time should be set aside to discuss
their reasons for involvement, and to share wishes,
expectations, needs, and preferences regarding roles,
tasks, and responsibilities [20, 28]. A tool that can be
used to guide this conversation is the Involvement
Matrix [22].

+ Before a meeting or a specific research activity takes
place, researchers should make sure to give co-
researchers material to read in advance and ensure
that the materials are sufficiently easy to understand
[11].

+ After a meeting or a specific research activity has
taken place, the researchers should inform co-
researchers about how their contributions will be
used or not [20].

Additionally, a formal collaboration agreement was
signed between the co-researchers and the research
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institute responsible for the involvement of co-research-
ers in the project.

Discussion

This article aims to describe how PPI principles are
incorporated into the EUonQoL project. It reported
how co-researchers are recruited, trained, involved,
and supported in the EUonQoL project. Additionally, it
described how PPI activities are evaluated and reported.

It is not necessary to define every detail beforehand in
order to give PPI meaning. PPI is a complex and dynamic
process, which means that researchers can be presented
with ideas and concepts they had not previously consid-
ered. Therefore, it is important for both researchers and
co-researchers to be flexible and adapt to events, unex-
pected or otherwise, that might occur during the process,
and to make decisions accordingly [27, 31]. Additionally,
the specific areas of involvement have to fit with the co-
researchers’ needs and preferences. Therefore, while the
overall structure of the research should be described,
there should, at the same time, be room left for certain
aspects to be filled in later.

To our knowledge, co-researcher involvement in a
European project as large as EUonQoL is a new devel-
opment. Conducting research on such a large scale
has consequences for how PPI principles can, and will
be, embedded in the project. This also reflects in the
requirements that were made of co-researchers dur-
ing recruitment such as their ability to speak English,
having digital skills, and being able to travel. Although
unintended, these requirements contribute to an already
existing underrepresentation in research of patients and
the public who are in a more vulnerable position. This
may include people with learning difficulties, the elderly,
or people from minority ethnic groups [26]. Additionally,
online meetings tend to have a more formal nature, mak-
ing it harder to feel connected to each other and to the
project [32]. The EUonQoL project involves a large con-
sortium consisting of many parties and, therefore, signifi-
cant project management skills are required to facilitate
and support the involvement of co-researchers.

Co-researcher involvement in a large European project
is a novelty. But, we believe that our PPI activities will
provide a meaningful contribution to the research field.
We aim to ensure the future delivery of PPI of a high
quality by publishing our PPI proposals for this project.
Identifying and sharing the differences that PPI makes
to research can result in better research projects in the
future [33]. It can demonstrate to the wider academic
community the benefits of good PPI practice enabling
them to identify opportunities to improve their own
research in this field.
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PPI Patient and Public Involvement
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GRIPP2 Guidance for Reporting Involvement of Patients and the Public

Acknowledgements

The authors would like to acknowledge Marion 'Hote from the European
Cancer Organisation for collaborating with us in the EUonQolL project and for
proof-reading the final manuscript. Furthermore, the authors would like to
acknowledge the members of the EUonQoL Working Group: Massimo Cos-
tantini, Madeline Pe, Galina Velikova, Chiara Marzorati, Antonio Tanzilli, Morten
Aagaard Petersen, Olatz Garin, Aline Machiavelli, Joachim Widder, Helidon
Nina, Philip Debruyne, Ivaylo Petrov, Vesna Ramljak, Maria Krini, Tomas Kazda,
Helle Pappot, Liina Paabo, Vahur Valvere, Johanna Mattson, Ann Bredart, Carole
Boulec, Mariaalice Borinelli-Franzoi, Ekaterina Kldiashvili, Christian Brandts,
Nicole Erickson, Volker Arndt, Olga Balaoura, Horvath Orsolya, Claire Donohoe,
Alessandro Rizzo, Andrea Pace, Sandra Lejniece, Audrius Dulskas, Vadim
Pogonet, Lonneke van de Poll, Marianne Granlie Guren, Iwona tugowska,
Maria Litwiniuk, Maria José Bento, Tudor Ciuleanu, Milana Mitri¢, Ivica Ratosa,
Michal Chovanec, Maria Vieito, Héctor Aguilar, Eva Ruiz, Karin Ahlberg, Eda
Tanrikulu Simsek, Mahmut Gumus, Inke Minnée-van Braak, Caitriona Higgins,
Laura Pinnavaia, Carina Dantas, Tapani Kalmi, Leslye Rojas-Concha.

Authors’ contributions

ME was responsible for drafting the overall article, incorporating input from
the other authors. NB, FS, NL, NC, and JR were involved in the conceptualisa-
tion of the article and provided feedback on draft versions. GA, CB, AC, NC,
MF, NB, MG, SK, GC, CL, RP, GP, AS, HV, and AG provided substantial contribu-
tions to the concept and design of the EUonQol project, including the PPI
approach described in this article, and provided feedback on the final draft. All
authors read and approved the final manuscript.

Funding

The wider research project, “Quality of Life in Oncology: measuring what
matters for cancer patients and survivors in Europe” (EUonQol), in which these
Patient and Public Involvement (PPI) activities are embedded, has received
funding from the European Union’s Research and Innovation Programme
HORIZON-MISS-2021-CANCER-02 under Grant Agreement No 101096362
Project EUonQoL. The views and opinions expressed are however those of the
authors only and do not necessarily reflect those of the European Union or
European Health and Digital Executive Agency (HADEA). Neither the European
Union nor the granting authority can be held responsible for them.

Availability of data and materials
No datasets were generated or analysed during the current study.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details

"Netherlands Institute for Health Services Research (Nivel), Utrecht, The Neth-
erlands. 2Furopean Cancer Organisation (ECO), Brussels, Belgium. *Fondazione
IRCCS Istituto Nazionale Dei Tumori Di Milano, Milan, Italy. *Universita Degli
Studi Di Milano, Milan, Italy. *Hospital del Mar Research Institute, Barcelona,
Spain. ®Bispebjerg/Frederiksberg Hospital and University of Copenhagen,
Copenhagen, Denmark. ’Oslo Universitetssykehus HF, Oslo, Norway. $IRCCS
National Cancer Institute Regina Elena, Rome, Italy. °Organisation of European
Cancer Institutes, Brussels, Belgium. '°SporeData OU, Tallinn, Estonia. ' Istituto
Europeo Di Oncologia IRCCS, Milan, Italy. >Unicancer, Paris, France. '*Quality
of Life Department, European Organisation for Research and Treatment

of Cancer, Brussels, Belgium. "Leeds Institute for Medical Research, University

Page 7 of 8

of Leeds, St. James's University Hospital, Leeds, UK. '°Department of Family
Medicine, Care and Public Health Research Institute (CAPHRI), Maastricht
University, Maastricht, The Netherlands.

Received: 29 January 2024 Accepted: 6 June 2024
Published online: 11 June 2024

References

1. NIHR. Briefing notes for researchers 2021. Available from: https://www.
nihrac.uk/documents/briefing-notes-for-researchers-public-involvement-
in-nhs-health-and-social-care-research/27371.

2. Hickey G, Brearley S, Coldham T, Denegri S, Green G, Staniszewska S, et al.
Guidance on co-producing a research project. 2018.

3. Greenhalgh T, Hinton L, Finlay T, Macfarlane A, Fahy N, Clyde B,
et al. Frameworks for supporting patient and public involvement
in research: Systematic review and co-design pilot. Health Expect.
2019;22(4):785-801.

4. Boote J, Baird W, Sutton A. Public involvement in the systematic review
process in health and social care: A narrative review of case examples.
Health Policy. 2011;102(2):105-16.

5. Chalmers |, Glasziou P. Avoidable waste in the production and reporting
of research evidence. Lancet. 2009;374(9683):86-9.

6. BrettJ, Staniszewska S, Simera |, Seers K, Mockford C, Goodlad S, et al.
Reaching consensus on reporting patient and public involvement (PPI) in
research: methods and lessons learned from the development of report-
ing guidelines. BMJ Open. 2017;7(10):e016948.

7. MinogueV, Cooke M, Donskoy AL, Vicary P, Wells B. Patient and public
involvement in reducing health and care research waste. Res Involv
Engagem. 2018;4:5.

8. BrettJ, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall
C, et al. Mapping the impact of patient and public involvement on
health and social care research: a systematic review. Health Expect.
2014;17(5):637-50.

9. Welsman J, Terry R, Burchmore H. A brief guide to patient and public
involvement and qualitative methods within health and social care
research. 2021.

10. Stevens A, van Dijk A, Jamin G, Beurskens S. Co-creation Impact Compass.
Working together to foster impact. 2021. Available from: https.//www.
limeconnect.nl/wp-content/uploads/2021/07/Co-creation-Impact-
Compass.pdf.

11. Jennings H, Slade M, Bates P, Munday E, Toney R. Best practice framework
for Patient and Public Involvement (PPI) in collaborative data analysis
of qualitative mental health research: methodology development and
refinement. BMC Psychiatry. 2018;18(1):213.

12. Brown LJE, Dickinson T, Smith S, Brown Wilson C, Horne M, Torkington
K, et al. Openness, inclusion and transparency in the practice of public
involvement in research: a reflective exercise to develop best practice
recommendations. Health Expect. 2018;21(2):441-7.

13. Staniszewska S, Brett J, Simera |, Seers K, Mockford C, Goodlad S, et al.
GRIPP2 reporting checklists: tools to improve reporting of patient and
public involvement in research. Res Involv Engagem. 2017;3(1):13.

14. van Schelven F, van der Meulen E, Kroeze N, Ketelaar M, Boeije H. Patient
and public involvement of young people with a chronic condition: les-
sons learned and practical tips from a large participatory program. Res
Involv Engagem. 2020;6(1):59.

15. van Schelven F, Boeije H, Marién V, Rademakers J. Patient and Pub-
lic Involvement of young people with a chronic condition in pro-
jects in health and social care: a scoping review. Health Expect.
2020;23(4):789-801.

16. Collins M, Long R, Page A, Popay J, Lobban F. Using the public involve-
ment impact assessment framework to assess the impact of public
involvement in a mental health research context: a reflective case study.
Health Expect. 2018;21(6):950-63.

17. Moult A, McGrath C, Lippiett K, Coope C, Chilcott S, Mann C, et al. A pro-
posal to embed patient and public involvement within qualitative data
collection and analysis phases of a primary care based implementation
study. Res Involv Engagem. 2023;9(1):37.


https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/27371
https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/27371
https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/27371
https://www.limeconnect.nl/wp-content/uploads/2021/07/Co-creation-Impact-Compass.pdf
https://www.limeconnect.nl/wp-content/uploads/2021/07/Co-creation-Impact-Compass.pdf
https://www.limeconnect.nl/wp-content/uploads/2021/07/Co-creation-Impact-Compass.pdf

Engelaar et al. Research Involvement and Engagement (2024) 10:59

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33.

Apolone G, Brunelli C. Quality of Life in Oncology: Measuring What Mat-
ters for Cancer Patients and Survivors in Europe: The EUonQol Project. J
Ambul Care Manage. 2023;46(2):139-42.

Engelaar M, Couespel N, Lorenzo N, Venegoni E, Bos N. Quality of Life in
Oncology: measuring what matters for cancer patients and survivors in
Europe: handbook & checklist. Utrecht / Brussels: Nivel / ECO; 2023.
Kaisler RE, Missbach B. Patient and Public Involvement and Engagement:
A'How To' Guide for Researchers. 2019.

Nind M, Chapman R, Seale J, Tilley L. The Conundrum of Training and
Capacity Building for People with Learning Disabilities Doing Research. J
Appl Res Intellect Disabil. 2016;29(6):542-51.

Smits D-W, van Meeteren K, Klem M, Alsem M, Ketelaar M. Designing a
tool to support patient and public involvement in research projects: the
Involvement Matrix. Res Involv Engagem. 2020;6(1):30.

Slattery P, Saeri AK, Bragge P. Research co-design in health: a rapid over-
view of reviews. Health Res Policy Syst. 2020;18(1):17.

Staley K."Is it worth doing?” Measuring the impact of patient and public
involvement in research. Res Involv Engagem. 2015;1:6.

Kok M. Guidance Document: Evaluating public involvement in research.
UWE Bristol. 2018. Available from: http://www.phwe.org.uk/wp-content/
uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf.
Colomer-Lahiguera S, Steimer M, Ellis U, Eicher M, Tompson M, Corbiere
T, et al. Patient and public involvement in cancer research: A scoping
review. Cancer Med. 2023;12(14):15530-43.

Mitchell SJ, Slowther AM, Coad J, Akhtar S, Hyde E, Khan D, et al. Ethics
and patient and public involvement with children and young people.
Arch Dis Child Educ Pract Ed. 2019;104(4):195-200.

Scheffelaar A, Bos N, de Jong M, Triemstra M, van Dulmen S, Luijkx K. Les-
sons learned from participatory research to enhance client participation
in long-term care research: a multiple case study. Res Involv Engagem.
2020,6:27.

Rolfe DE, Ramsden VR, Banner D, Graham ID. Using qualitative Health
Research methods to improve patient and public involvement and
engagement in research. Res Involv Engagem. 2018;4(1):49.

Young K, Kaminstein D, Olivos A, Burroughs C, Castillo-Lee C, Kullman J,
et al. Patient involvement in medical research: what patients and physi-
cians learn from each other. Orphanet J Rare Dis. 2019;14(1):21.
Scheffelaar A, Hendriks M, Bos N, Luijkx K, van Dulmen S. Protocol for a
participatory study for developing qualitative instruments measuring the
quality of long-term care relationships. BMJ Open. 2018;8(11):022895.
Clark M, van Vliet E, Collins M. Reflections from the COVID-19 pandemic
on inequalities and patient and public involvement and engagement
(PPIE) in social care, health and public health research. Health Expect.
2021,;24(5):1547-50.

UK Public Involvement Standards Development Partnership. UK Stand-
ards for Public Involvement. Better public involvement for better health
and social care research.; 2019.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 8 of 8


http://www.phwe.org.uk/wp-content/uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf
http://www.phwe.org.uk/wp-content/uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf

	Collaborating with cancer patients and informal caregivers in a European study on quality of life: protocol to embed patient and public involvement within the EUonQoL project
	Abstract 
	Background 
	Methods 
	Discussion 

	Plain English summary 
	Background
	Methods
	The role of PPI within the EUonQoL project
	PPI handbook
	Recruitment of co-researchers
	Training for co-researchers
	The assignment of co-researchers to their work packages
	The evaluation and reporting of PPI
	Dissemination
	Ethical considerations

	Discussion
	Acknowledgements
	References


