Hensman-Crook et al. Research Involvement
Research Involvement and Engagement (2024) 10:100

https://doi.org/10.1186/540900-024-00610-1 and Engagement

: : ®
What matters to you? Public and patient i
involvement in the design stage of research
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Abstract

Background Public and patient involvement is critical to ensure that research is relevant and addresses what matters
most to the person through co-production. Involvement at the design stage where ideas for research are developed
prior to formal ethical approval, can positively influence the direction of research design, methods, and outcomes.
Although ethical approval is not required at this stage, being ethically conscious is imperative to prevent unwarranted
unethical practices. To ensure this, the public and patient intervention at the design stage of a doctoral research pro-
ject was benchmarked against Pandya-Woods 10 ethically conscious standards and the INVOLVE values and principles
framework. Ethical approval was also gained for publication.

Main body Patient and public involvement was undertaken with two diverse patient and public groups

as an agenda item in their reqular Teams meeting. Thoughts on the research project, the timeline, what matters most
to the individuals in the group with regarding the design and outcomes from the research, the best method for data
collection for public research, and next steps were discussed.

Conclusion Public and patient involvement had a positive influence on the design and outcomes of a doctoral
research proposal and held the researcher accountable for impact of the research on the public. Positive changes

to the research from working with public and patients exploring ‘what matters to you'included: An ontological
change in the way that the research was conducted, identification of some main themes to run as a thread through-
out the research, development of content for an international scoping review, identification of the best method

for data collection for patient research, and accountability of the researcher to write a plain English summary

at the beginning of each thesis chapter, and a summary report at the end for dissemination.

Plain English summary

Public and patient involvement (PPI) is encouraged at every stage of research to make sure that research is rel-

evant, and addresses what matters most to the person by working together as equal partners . This commentary
reflects on how PPI at the beginning of a research idea can positively influence the design, methods, and outcomes
of the research. This stage of research is known as the ‘design phase’ It is important that although ethical approval

is not needed for this phase, that the researcher acts in an ethically conscious way. The doctoral research ‘What factors
and influences demonstrate quality and impact of the Southeast Consultant development Programme?’ commented
on in this paper, has been mapped against some standards and has gained ethical approval for publication.
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discussion was anonymised.

« The best method for patient research.

and a summary report at the end.

Two public and patient groups (PPG) were approached to be involved in the design phase of this research
as an agenda item in their regular meeting. The PPG lead sent an involvement information sheet and consent form
prior to the meeting to aid decision making whether to attend or not. Those involved could leave at any point and all

The PPI positively influenced the research in the following ways:
« Achange in the way that the research was conducted.
- Identification of main themes to be addressed based on‘what matters to me’

- Development of content for an international scoping review.

«Accountability held of the researcher to write a plain English summary at the beginning of each thesis chapter

Keywords Public and Patient involvement, Design phase of research, Influence, Impact, Accountability, Ethics

Background

Researchers, including doctoral researchers [9], are
encouraged to involve patients and the public throughout
all stages of research including the design phase, the focus
of this commentary, where ideas for research are devel-
oped prior to formal ethical approval [19]. Contempo-
rary literature identifies that PPI improves the quality and
impact of health research [8, 9, 21, 29, 33] and provides the
necessary assurance of accountability and transparency to
the general public [18, 30]. PPI at all stages of health and
social care research is of great importance to ensure that
research is relevant and addresses what matters most to
the service user [5, 14, 28] through co-production [17]. The
importance of PPI and the researcher working together at
this early stage to seek people’s input to inform and influ-
ence decisions about how research is designed, under-
taken, and disseminated is well documented [12, 23-25,
27]. INVOLVE describes Patient and public involvement
(PPI) as research carried out ‘with’ or ‘by’ people rather
than ‘to; ‘for’ or ‘about’ them [12] and should not be con-
fused with qualitative research where a research question
is answered using a specified method [10, 13].

It was decided to use both the Pandya-Woods concep-
tual Framework [19] (Table 1) and the INVOLVE ‘Public
involvement in research: values and principles frame-
work’ [12] (Table 1), to inform the design phase of the
doctoral research commented on in the main text of this
paper to add quality [5, 14, 28] and to prevent tokenism
[31]. Further, for transparency, rigor and accountability,
ethical approval was gained from the Bournemouth Uni-
versities ethics committee to enable publication.

As the doctoral research to be undertaken is health
and social science in nature, the public and patients
are end users, so their views are critical to ensure what
matters most to them is central. It was therefore impor-
tant that those involved were representative of a diverse
population and included diversity within groups who

experience of health and social science and those with no
experience were included to ensure depth and breadth.
The aim of this paper is to explore the impact of
public and patient involvement in the co-production
of a doctoral research project in the design phase of
research conducted in an ethically conscious manner.

Main text

Doctoral project

The doctoral project ‘“What factors and influences
demonstrate quality and impact of the Southeast Con-
sultant development Programme?’ is the focus of com-
ment in this paper in relation to the influence of PPI on
research design, methods, and outcomes in the early
ideas stage of research. This project is now underway
following PPI involvement and will be completed in
September 2025.

This project, seen in Fig. 1, is an embedded single
case study design [3] that focuses on multiple parts (the
‘sub-units’ and underpinning introduction) of a single
case (the Southeast Consultant Development) chosen
to allow a range of methods including qualitative, quan-
titative, archival, and mixed methods to investigate
the case [26, 32]. The original ontological position was
phenomenological [6, 20, 22] to explore the doctoral
projects aims and objectives from the lens of the lived
experience of the individual participants [1].

Overall aim and objectives of the doctoral research

Aim

To investigate the evolution of the Southeast consultant
learning and development programme in the context of
policy and strategic drivers, and to investigate the current
educational programme to determine if it meets expecta-
tions of quality and impact from multiple perspectives.
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INTRODUCTION (underpins the research packages)

~—

Literature review
A literature review of allied health, nursing and midwifery consultant learning and development in the
United Kingdom and internationally
(Two publications 1. Protocol paper, 2. results paper)

THESIS

)

Curriculum Mapping ] [ (Publication)

Historical Narrative

J [ Public and Patient intervention
(Publication)

)

FIVE RESEARCH PACKAGES ‘

Embedded

‘ What factors and influences demonstrate quality and impact of the Southeast Consultant development
Programme?

N\

Case
Study

Senior and
strategic leaders

service users

SUB UNITS

Design

Aspirant consultants
(publication)

Fig. 1 Doctoral Project outline

Objectives:

a. To engage with public and patients at the design
phase of the research to inform the design, methods
and direction of the project.

b. To undertake an international scoping review to
explore consultant level practice, the learning and
development of, accreditation, regulation, and revali-
dation from a global perspective: An international
scoping review exploring the definitions of, and the
learning and development pathways leading to expert
practice across nursing, midwifery, and the allied
health professions.

c. Historical narrative to explore the evolution of the
Southeast consultant learning and development pro-
gramme in the context of political and strategic mile-
stones: ‘Historical narrative of the evolution of the
southeast consultant development programme in the
context of political and strategic milestones.

d. Curriculum mapping of the Southeast Consultant
programme to the multi-professional consultant-
level practice capability and impact framework [11]
to identify any gaps or redundancies.

e. Exploration of the Southeast consultant learning and
development pathway from different perspectives in
relation to factors affecting quality and impact

— Sub-unit 1: Aspirant Consultants
— Sub-unit 2: Patient

— Sub-unit 3: Senior and Strategic leadership
— Sub-unit 4: Programme Alumni
— Sub-unit 5: Peers

PPI Process

Two separate existing diverse (range of ages, gen-
ders, ethnicity, and geographical location) Public and
Patient groups (PPG) were approached that had a combi-
nation of healthcare professionals and others outside the
profession; one a PPG experienced in involvement with
Health Science research (n=6) who regularly had PPI on
their meeting agenda, and a second group with no health
science research experience (n=5) who had never had
PPI on their meeting agenda. Evidence shows that train-
ing and experience in health research of contributors of
PPI has a positive effect in addressing potential imbal-
ances such as misunderstanding of medical jargon or of
research processes supporting conversation [21]. Equally,
the value of having no health research experience to bring
purely experiential knowledge to the discussion by elimi-
nating any form of ‘professionalism’ is also recognised to
inform projects [31]. It was therefore decided that both
groups would be included to capture both schools of
thought for diversity of opinion.

The PPI took place in one group session as the last
agenda item within their scheduled PPG Teams meetings
to enable those who did not want to be involved to leave.
Prior to the meeting, the PPG leads as facilitators, were
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contacted to distribute an involvement information sheet
outlining the project, the purpose of the agenda item and
a consent form. Those who agreed to be involved, could
opt out at any stage with no explanation. The agenda item
was not recorded. Points of discussion were summarised
anonymously in written bullet points during the meeting,
checked by the PhD supervisory team, and sent out via
the PPG leads for distribution to the PPI group following
the meeting as minutes for comments of accuracy.

Content

The PPI was conducted by the lead author for one hour as
the last agenda item to enable those who wished to leave
to do so, and to ensure there was time to complete the
points of discussion. Points of discussion were divided
into:

« Thoughts on the research project (including ontolog-
ical position) and the proposed timeline.

+ Discussion of what matters most to the individu-
als in the group with regards to outcomes from the
research.

+ Discussion regarding be the best method for data col-
lection for the public and patient arm of the research.

« to discuss next steps

Impact and change from PPl group discussion

+ Thoughts on the research project as a whole and the
proposed timeline.

There was a consensus of approval of the embedded
single case study design of the project and the proposed
timeline. It was felt that the embedded single case study
design enabled flexibility in methodology to provide a
comprehensive underpinning narrative for the project,
and to explore the sub-groups individually, across the
sub-groups, and in relation to the case to meet the aim
and objectives of the project.

Both groups questioned phenomenology as the onto-
logical approach as it would limit the research to quali-
tative methods. It was widely felt that a realist approach
would be a better fit for the project as supports the multi-
methodology of a case study design, and is commonly
used in social sciences and education [2, 4, 15, 16] to find
truth through competent enquiry [7].

+ Discussion of what matters most to the group
with regards to the design and outcomes from the
research.

(2024) 10:100
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“What matters most’ was broadly the same across both
groups and can be summarised into three main subject
areas: PPI, impact (a. of the environment/culture, b. in
relation to evidence) and academic learning and devel-
opment content (a. in relation to embedding person-
alised care, b. in relating to academic/flexible learning).
Expanded summaries of these subject areas, and the
influence on the research can be seen in Table 1 below
(Table 2).

Discussion regarding be the best design for data collection
for the public and patient part of the research

It was broadly agreed that a digital questionnaire with
open and closed questions would be the best design
for data collection for the public and patient part of the
research. Having open qualitative questions to support
quantitative data would add depth to the research. This
method was given with the caveat that it would be made
accessible by ensuring that in the information sheet it
was clear that they can have help from a trusted person if
unable to access or understand digital technology.

To discuss next steps

Both groups requested that each chapter of the doctoral
thesis has a plain English summary at the beginning
of the chapter, with one group adding that the summa-
ries are combined into a final plain English report of
the thesis for dissemination. It was felt that for the new
knowledge generated by the research to be useful and
impactful, it needed to be accessible for the public.to
read, understand, and have the opportunity to comment.

It was further requested by both groups for ongo-
ing PPI to be part of the review process for the content
of draft research questions prior to submission to eth-
ics. This would ensure accountability and prevent PPI
tokenism.

Engagement with PPI as outlined above has since led
to many changes to the doctoral research moving for-
ward that include: The ontological stance of the research,
identification of some main themes to run as a thread
throughout the research, development of content for an
international scoping review, identification of the best
method for data collection for patient research, account-
ability of the researcher to write a plain English summary
at the beginning of each thesis chapter, and a summary
report at the end for dissemination for public review.

Conclusions

Public and patient involvement has a positive influ-
ence on the design and outcomes of a doctoral research
proposal and held the researcher accountable for the
impacts of the research on the population when con-
ducted in an ethically conscious way. Co production
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with public and patients in the design phase led to
significant changes that would not have been consid-
ered without exploring the project from the paradigm
of ‘what matters to you’ in this early stage. Changes
included: The ontological stance of the research, iden-
tification of some main themes to run as a thread
throughout the research, development of content for
an international scoping review, identification of the
best method for data collection for patient research,
accountability of the researcher to write a plain English
summary at the beginning of each thesis chapter, and a
summary report at the end for dissemination for public
review.

Although two different groups of PPG were utilised;
one with experience of PPI in health and social science
research and one with no experience, there was very lit-
tle difference in the subsequent themes that emerged,
only in the language used to express it.

Care needs to be taken whilst working with the pub-
lic and patients in the design phase to ensure that PPI is
conducted in an ethically conscious manner. The use of
ethical benchmarking against standards such as Pandya-
Woods conceptual framework and the INVOLVE values
and principles framework helps to mitigate unwarranted
unethical practice, and prevent PPI tokenism, by raising
the consciousness of the researcher whilst engaging with
public and patients. Further, this helps to ensure that
PPI in the design phase is not confused with qualitative
research which requires formal ethical approval.

Working with public and patients in the design stage
of research is a rewarding experience that enhances the
quality and impact of the research attuned to what mat-
ters most to the person.
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