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Abstract

Background: Incorporating Public and Patient Involvement (PPI) into doctoral research is valued by PhD scholars. The
importance of providing early career researchers with appropriate education and training to develop skills to conduct
meaningful involvement has been articulated. The Collaborative Doctoral Award in MultiMorbidity (CDA-MM) PhD
programme embedded formal PPI training as a postgraduate education component. Four PhD scholars taking part in the
CDA-MM established a PPl panel comprising people, and carers of people, living with multimorbidity (>2 chronic
conditions), presenting an opportuning for experiential PPl training. The proposed study aims to evaluate the process and
impact of formal and experiential PPI training during a PhD programme.

Design: Embedding PPI training in a PhD programme is a novel approach. This evaluation will include a process
evaluation to provide an understanding of the workings of the PPl panel and explore the experiences of key
stakeholders involved, and an impact evaluation to assess the impact of embedding PPI training in a PhD programme.
This study is a longitudinal mixed-methods evaluation, conducted over 24 months. Participants include PhD scholars,
PPl contributors and PhD supervisors. An independent researcher not aligned with the CDA-MM will lead the
evaluation. Data collection methods include focus groups, individual interviews, an impact log and group reflections.
Qualitative data will be analysed using thematic and content analysis and quantitative data will be analysed using
descriptive statistics.

Discussion: This evaluation will report the learnings from embedding formal and experiential PPI training and education
across a PhD programme.
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about how to involve patients and members of the public in
research through this experience, and through formal train-
ing built into their 4-year PhD programme.

What is this research study trying to find out?

We want to find out how the students involved patients and
the public in their research and what the students, their
supervisors, and the patient and public contributors learned
during this process.

How are we doing this research?

The panel of people advising the research projects will be
invited to take part in one group discussion in the middle of
the PhD programme and another at the end. These discus-
sions will aim to find out what their experience of being
involved in PhD research was like. The PhD supervisors
will also be invited to take part in one group discussion in
the middle and one at the end of the PhD programme. These
discussions will aim to find out if they think the training
made a difference to the way PhD research is carried out.
The PhD students will keep a record of the time they spent
involving patients and the public in their research, and will
record the impact of this involvement on their projects. The
students will also keep a journal to reflect on their experi-
ences and will be invited to take part in a discussion at the
end of the 4-year PhD programme. All of this data will be
analysed to understand how patients and the public were
involved in the PhD research, how that impacted the
research, and what everyone learned during the process.

What will happen with the results?

We will invite the advisory panel to help us tell other peo-
ple living with more than one ongoing condition about our
research findings. We will also invite the panel to tell
members of the public about what it was like to work with
PhD students and what everyone learned during the pro-
cess. We hope that this might encourage other members of
the public, including people living with health conditions,
to get involved in research being carried out by PhD stu-
dents. The results will also be published in an academic
journal. We hope our results will provide encouragement
and guidance for future PhD students to involve patients
and members of the public in their research.

Introduction

Public and Patient Involvement (PPI) is defined as research
undertaken with or by patients and the public, as opposed to
research undertaken on, for, or about them.’ Drawing on
the lived experience of PPI contributors, good quality PPI
can enhance the quality and relevance of studies,” whilst
also contributing to the broader democratisation of
research.® Funders emphasise the importance of involving
patients and the public, increasingly requiring that

applications include PPI in proposed programmes of
research. However without knowledge and skills, research-
ers may be apprehensive about using PPI* and examples of
tokenistic involvement are often reported, with patients and
the public invited to ‘tinker at the edges’.” The importance
of providing early career researchers with appropriate edu-
cation and training to enhance both understanding of and
skills to conduct meaningful involvement has been articu-
lated,® and calls have been made to embed PPI as a com-
ponent of postgraduate education.®’ In many countries
worldwide, postdoctoral students can avail of PPI training
through courses and workshops designed for researchers
with varying levels of PPI knowledge; however formal
incorporation of PPI training in postgraduate programmes
is in its relative infancy.

In 2017, two national research funders in Ireland, the
Health Research Board (HRB) and the Irish Research
Council (IRC), funded the PPI Ignite programme, support-
ing five universities to embed PPI across their research
culture.® The PPI Ignite programme — focused on building
PPI capacity amongst both researchers and the public and
patients — has been a key driver in a ground-swell of interest
in PPI amongst researchers in Ireland in recent years.
Evidence of this growing interest includes an upturn in PPI
training courses and conferences, development of general
and disease-specific PPI groups, and growing numbers of
partnerships between patient organisations and academic
research groups. The increased awareness of PPI amongst
doctoral scholars and their supervisors is apparent; how-
ever PPI education and training is not yet embedded in
doctoral programmes in Ireland.

A Health Research Board-funded Collaborative Doc-
toral Award in MultiMorbidity programme (CDA-MM)
commenced in Autumn 2018, involving a cohort of four
PhD scholars in primary care. The single cohort of four
PhD scholars in the CDA-MM are from different disciplin-
ary backgrounds (general practice, health economics,
health psychology and pharmacy). While each scholar con-
ducts their own distinct project, they also collaborate on
specific aspects of each other’s projects. The programme is
underpinned by the research theme of multimorbidity,
which has previously been defined as the presence of two
or more chronic conditions in one individual.” It has long
been suggested that involving patients as partners in multi-
morbidity research may help to answer complex clinical
questions for this population'® and may be key to determin-
ing what outcomes matter most to these patients.'' Some
evidence of the positive impact of PPI in multimorbidity
research has already been reported.'? It has recently been
suggested that involving people living with multimorbidity
in research is feasible, and recognised challenges can be
overcome.'® Consequently, PPI has been a core element of
the CDA-MM since its inception. During grant writing, an
existing PPI group working on other primary care studies
with members of the applicant team contributed to shap-
ing the research questions of the individual PhD studies



Foley et al.

Box |I. CDA-MM formal training components

SPHeRE programme modules

Multimorbidity formal training component

PPI formal training component

Perspectives on Population Health &
Health Services Research — Linking
Contexts and Methods

Practical Approaches To Population
Health & Health Services Research
Methods & Study Design

Health Systems, Policy & Management management

Systematic Reviewing & Protocol
Development

Working with Health Information — practice EHRs
Informatics and Statistical Analysis

Health Economics

multimorbidity

Definition and measurement in multimorbidity

Mental and physical health multimorbidity

Multimorbidity: researching prognosis and impact
(cross sectional and cohort studies)

Qualitative research methods to support clinical
research in multimorbidity

Multimorbidity: Interventions focusing on key
healthcare areas such as utilisation and medicines

Multimorbidity outcome data, primary care
clinical data collection and management using

Application of statistics to multimorbidity
research (e.g., condition cluster analysis)

Economic evaluation in clinical trials and

PPl in primary care research

Establishing a PPl panel for the
CDA-MM

Online PPI facilitation skills

Conducting a PPl evaluation
study

Communicating research
findings to the public

and the overall aims of the CDA-MM; the doctoral curri-
culum was designed to include PPI components; and the
consortium of experienced inter-disciplinary multimor-
bidity researchers leading the CDA-MM is committed to
embedding PPI across the doctoral programme. The CDA-
MM is the first in Ireland to embed PPI education and
training within its PhD programme. The PhD scholars
completed a series of general training modules through
the Structured Population Health and Health Services
Research and Education Programme (SPHeRE),'* supple-
mented by formal CDA-MM multimorbidity training and
formal PPI training (see Box 1).

In their first year, the PhD scholars worked together to
establish a PPI panel to support their PhD research studies,
comprising people living with multimorbidity and carers of
people living with multimorbidity. The PPI panel meet
approximately four times per year and advise on the PhD
projects across the research trajectory, including interven-
tion development, outcome prioritisation, and communica-
tion of research findings. Working with the PPI panel
provides the PhD scholars with opportunities for ongoing
experiential learning in PPI, building on the formal PPI
training provided in the CDA-MM. Incorporating PPI into
doctoral research has been reported by PhD scholars as
valuable', with the potential to positively contribute to the
development of both the doctoral research projects and the
PhD scholars, while also being a rewarding experience for
PPI contributors.” However it is not without its challenges,
and the importance of training PhD scholars so they are
equipped to overcome these challenges has been high-
lighted.'® Evidence is lacking on the impact of embedding
PPI training across a doctoral programme. Therefore, we
plan to evaluate how PPI education and training was

embedded in a structured doctoral programme and the
impact of this training, including the experiential compo-
nent, on individual projects and the overall programme.

Aim of the evaluation study

The aim of the proposed study is to evaluate the inclusion
of both formal and experiential PPI training within the
CDA-MM. Specifically, the objectives of the study are to:

e Explore the feasibility of embedding formal and
experiential PPI training within a doctoral programme.

e Explore the experiences and perspectives of PPI
contributors participating in a doctoral programme
PPI panel.

e Explore the process and perceived impact of embed-
ding formal and experiential PPI training in the
CDA-MM from the perspectives of PhD scholars
and PhD supervisors.

e  Assess the impact of embedding PPI in the CDA-MM on
the design and conduct of the four individual research
projects being undertaken by the PhD scholars, as well
as on the overall CDA-multimorbidity programme,
including training and dissemination activities.

Methods

This study will evaluate the novel approach of embedding
formal and experiential PPI training in the CDA-MM from
the perspective of the PPI contributors, PhD scholars and
PhD supervisors. We will assess the impact of PPI on the
PhD scholars’ research, learning and development, and on
the overall collaborative doctoral programme. We
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Table I. The evaluation process.

Objective Data sources

Sample Analysis

Explore the feasibility of embedding formal and
experiential PP training within a doctoral
programme

months

months

Explore the experiences and perspectives of
PPI contributors participating in a doctoral
programme PPl panel

Explore the process and perceived impact of
embedding formal and experiential PPI
training in the CDA-MM from the
perspectives of PhD scholars and PhD
supervisors

months

months

months

36 months

Notes from group reflections
Semi-structured interviews at 36

Assess the impact of embedding PPl in the
CDA-MM on the design and conduct of the
four individual research projects being
undertaken by the PhD scholars, as well as
on the overall CDA-multimorbidity
programme, including training and
dissemination activities

months

self-reflections

months

Focus groups at 24 months and 36
Semi-structured interviews at 36

Focus groups at 24 months and 36

Focus groups at 24 months and 36
Semi-structured interviews at 36

Sample activity logs at 24 months and

Notes from group
Impact log from each PPl meeting

Focus groups at 24 months and 36

PPI panel members
PhD supervisors
PhD scholars

Thematic analysis
Thematic analysis

PPI panel members Thematic analysis

PhD supervisors Thematic analysis

PhD scholars Thematic analysis

PhD scholars Quantitative summary
statistics

Content analysis

Thematic analysis

PhD scholars
PhD scholars

PhD scholars Content analysis

PhD scholars Quantitative summary
statistics

PhD supervisors Thematic analysis

consulted the PPI contributors to understand how they
would like to contribute to the study; the methods outlined
here incorporate their preferences.

Design

This study is a longitudinal mixed-methods evaluation con-

ducted over a 24-month period, with the first round of data

collection taking place 24 months into the 48-month CDA-

MM and the second round of data collection taking place

36 months into the CDA-MM. Table 1 outlines how the

evaluation study addresses each of the study objectives.
The evaluation will include two key elements:

(a) Process evaluation

Qualitative methods will be used to understand how the
PPI panel was established and how it operates, and to
explore the experiences and views of the PPI contributors,
PhD scholars and PhD supervisors on embedding PPI in a
structured PhD programme. The experiences and views of
these key stakeholders will be explored using a combination
of focus group and individual interviews conducted at spec-
ified time points after the establishment of the PPI panel.

e Two focus groups will be conducted with PPI
contributors (24 months and 36 months).

e Two focus groups will be conducted with PhD
supervisors (24 months and 36 months).

e Individual interviews will be conducted with PhD
scholars (36 months).

Focus groups and individual interviews will be semi-
structured, guided by topic schedules informed by the exist-
ing literature and with input from the PPI panel. The
qualitative approach will offer insight into the experiences
and perspectives of key stakeholders within a PhD pro-
gramme.'” The semi-structured approach to interviews and
focus groups will allow the researcher to remain flexible
and adapt questions in response to participants.'® Focus
groups were identified as the preferred method of data
collection by the PPI panel.

(b) Impact evaluation

A mix of qualitative and quantitative methods will be
used to assess the impact of PPI on the PhD projects and
scholars’ learning and development, and to assess PhD
scholars’ time contributed to PPI activities. Data will be
gathered from:

e Impact log completed by PhD scholars

An impact log will be completed by PhD scholars after each
PPI panel meeting. A common template developed for this
purpose will be used (see Table 2), detailing what was dis-
cussed, what changes were made to the projects based on input
from the panel, and the perceived extent of these changes
(small, moderate or large), as rated by the PhD scholars; for
example, changes to language used in written information
given to research participants, decisions on where and how
to share research findings with patients and the public, and
changes to the logistics of delivering interventions will be
recorded in the impact log.
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Table 2. Impact log template.

Impact log items

Date

PhD scholar’s name

What did we do?

What was discussed?

What was changed?

What was the impact?

(I = small change; 2 = moderate change; 3 = large change)

e Self-facilitated group reflections by PhD scholars
after PPI panel meetings

For the duration of the doctoral programme, the PhD scholars
will be seeking to learn from their experiences of working with
the PPI panel, using self-facilitated group reflection. A group
reflection will take place after each PPI panel meeting. Reflec-
tions will be guided by the Gibb’s Reflective Cycle,'® devel-
oped to give structure to learning from experiences, and to
reflect on learning and development. The scholars will also
reflect on time committed to organising, planning and con-
ducting PPI panel meetings, as well as the process of embed-
ding PPI throughout the doctoral programme. The PhD
scholars will retain written records of the group reflections.

e Two sample activity logs

To quantitatively assess the time involved in organising, plan-
ning and conducting PPI panel meetings during a PhD, the
PhD scholars will complete a detailed activity log for two PPI
panel meetings, one during the first 12 months of the study,
and another during the final 12 months of the study. The sam-
ple activity logs will include details such as time spent con-
tacting PPI contributors, preparing content and materials for
PPI meetings, and facilitating PPI meetings.

The PPI panel will be involved throughout the evalua-
tion, such as advising on focus group questions, sense-
checking findings, reviewing drafts, preparing a summary
of the evaluation report for a public audience, and commu-
nicating findings of the evaluation.

Participants and recruitment

The sampling frame is finite and includes nine PPI panel
members, four PhD scholars and nine PhD supervisors
involved in the CDA-MM. If all those invited agree to take
part, the study will involve 22 participants. The authors
BK, LF, JL, and AC (PhD scholars) and SMS and BC (PhD
supervisors) will be participants in the study. Therefore, for
reasons related to objectivity, credibility and ethical con-
siderations, an independent researcher (MP) who is other-
wise not associated with the CDA-MM and not involved in
CDA-MM governance will lead the evaluation. Potential
participants will be invited to take part through a gate-
keeper (EM for PhD students and PhD supervisors; BK,

LF, JL, AC for PPI contributors), who will outline the
details of the study, and with consent will share the contact
details of participants with the independent researcher
(MP). From this point onwards, the independent researcher
will obtain informed consent from all participants and orga-
nise and complete data collection.

Data collection and analysis

In light of Covid-19 restrictions, the first round of focus
group interviews will be conducted remotely by the inde-
pendent researcher (MP) using video-conferencing facili-
ties (Zoom) and organised to best suit the needs and
preferences of participants. Where virtual communication
is used, all participants will be supported in accessing
remote communication facilities to ensure equality of par-
ticipation using these means. It is anticipated that subse-
quent focus groups and the semi-structured interviews with
the PhD scholars will be conducted (by MP) face-to-face in
a location convenient to the participants, likely a private
room in a university building. All interviews will be
recorded and notes will be taken by the researcher. Inter-
views and focus groups will not be fully transcribed. There
is ongoing debate about the role of field notes, transcrip-
tions and audio-recordings in qualitative data analysis.?’!
In this study, a decision was taken not to fully transcribe
audio-recordings. This is partly for resource reasons, but
also to avoid the loss of an overview of interviews. Salient
issues will be captured in notes taken during interviews and
field notes written up after the interview. The audio-
recordings will be returned to and listened to, following
which initial field notes will be expanded upon and, where
necessary, amended/revised. This will ensure that partici-
pants’ perspectives are fully represented. Part of the audio
recording may be transcribed verbatim as needed.

Data from the focus groups and individual interviews
will be analysed inductively and organised into themes and
sub-themes, following the principles of thematic analysis
outlined by Braun and Clarke.* Content analysis will be
conducted using data from the group self-reflections to
describe the impact of PPI on the individual PhD scholars
and the overall PhD programme. Qualitative data from the
impact logs will be scrutinised to summarise the perceived
impact of PPI on the individual research projects. Quanti-
tative data from the impact logs will be summarised using
descriptive statistics. Data from the activity logs will be
used to summarise the activities involved and to calculate
the time commitment required for PPI activities as part of a
PhD programme. Participants will be given an opportunity
to sense-check the findings before the analysis is finalised.
Following the first round of data collection, the researcher
(MP) will identify and communicate findings that offer a
learning opportunity for the participants. This feedback
loop will guide the PhD scholars, PhD supervisors and PPI
contributors to refine the PPI process and address any
issues identified by stakeholders.
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Data management and confidentiality

To facilitate pseudonymisation, participants will be assigned
a unique identification number within a separate password-
protected file that will not be linked to the study data. No
information relating to participants’ identity will be included
in the notes taken during interviews or focus groups. Written
and oral reports of study findings will not contain any infor-
mation that could potentially identify participants. Given the
small number of participants from each group (PhD scholars,
supervisors, PPI contributors), care will be taken when
reporting results to ensure anonymity as far as possible,
e.g. gender/age of participants will not be attached to quotes;
potentially identifying comments will not be used as quotes.
Because the CDA-MM is a distinct and unique programme,
because of the small and finite number of study participants,
and because participants are known to each other, there are
limits on the extent to which the anonymity of participants
can be ensured. Participants will be informed of this during
the consenting process and at the start of interviews. Data
associated with the study will be stored in a named folder on
a secure drive at the National University of Ireland Galway,
compliant with National University of Ireland Galway data
protection policies. Once the study is completed, this data
will be destroyed.

Ethical issues and ethical approval

The nine PPI panel members, four PhD scholars and nine
PhD supervisors will potentially be sources of research data
during the evaluation of the process and impact of embed-
ding PPI training in the CDA-MM. Therefore, we obtained
approval for the evaluation study from the National Uni-
versity of Ireland Galway Research Ethics Committee (8
August 2020, ref: 2020.08.0006).

In designing this evaluation protocol, we considered
potential ethical issues. The PPI panel will contribute to
planning the logistics of the focus group, ensuring that the
known burden associated with living with multimorbidity
will be considered. We do not anticipate that there will be
any disadvantages or risks to PPI contributors or PhD
supervisors from participating in this study. The involve-
ment of an independent researcher who is responsible for
managing and analysing the data produced from scholar
self-reflections will mitigate any potential risks arising
from this source of data, and participants will have an
opportunity to sense-check findings before the analysis is
finalised.

A particular risk, however, that arises in this study
relates to the nature of the CDA-MM and the small pool
of people from which to recruit study participants. This
means that participants (PhD scholars, PhD supervisors,
and PPI contributors) are known to one another. In addi-
tion, the participants have pre-existing relationships with
each other, e.g. PhD supervisor/PhD scholars, PhD scholar/
PPI contributor, which may be regarded as ‘dependent or

unequal relationships,” and accordingly power differentials
may exist amongst the participants. The decision to involve
an independent researcher will facilitate open and honest
discussion of the experience of using PPI and contribute to
the alleviation any power differentials.

Dissemination of findings

We will publish an evaluation report. Additionally, we will
publish the findings in a peer review journal using the
Guidance for Reporting Involvement of Patients and the
Public (GRIPP) tool.>* The PPI contributors will be invited
to co-deliver the findings of the evaluation study to people
living with multimorbidity, other PPI contributors,
researchers and members of the public.

Discussion

Over the past 10 years, the international literature evaluat-
ing PPI has more than tripled.”* Demands for empirical
evidence of the impact of PPI abound and a recent systema-
tic review identified at least 65 frameworks developed to
assess the nature and impact of PPI in health research.”
While guided by the principles of INVOLVE,' our
approach to embedding formal and experiential PPI train-
ing in a structured PhD programme is largely informed by
experience, as opposed to an existing theory or frame-
work.?® Therefore, we elected not to adhere strictly to a
single existing framework to explore process and impact
in our evaluation study.

We agree with those who urge that public involvement
is considered ‘not as an instrumental intervention, but a
social practice of dialogue and learning between research-
ers and the public’?” and accordingly engaged in such inter-
stakeholder dialogue while planning this evaluation study.
We contemplated incorporating inter-stakeholder dialogue
during data collection; however, considering the finite sam-
ple and dual roles of all participants, we chose to maintain a
clear distinction between the research participant role and
stakeholder role." In doing so, we aim to distinguish this
research piece from our usual PPI activities, where we
regularly engage in dialogue and learning through reflec-
tion amongst stakeholders, including during the develop-
ment of this evaluation study, and following our regular PPI
meetings.

We anticipate that the proposed evaluation will demon-
strate how embedding formal and experiential PPI training
in a doctoral programme can change the course of the
research projects and the doctoral programme itself, as well
as the impact on relevant stakeholders and their relation-
ships and power balances.
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